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PREAMBLE

Consider the following case:

Interdisciplinary Network for Excellence in Patient Treatment (INEPT)

The INEPT team has spent the past five years developing, testing and
validating a new tool for assessing the nutrition level of patients presentihg to
primary care clinics. INEPT researchers envision that family physiciang will
administer this ten-minute tool to all their patients during their annual chieck-
up visit. Furthermore, they propose that personalized recommend@tions
should be made to patients who are assessed as having a poor Igvel of
nutrition and referrals made to nutritionists as appropriate. The sciehtific
properties of this tool are excellent: very good sensitivity and specificity, as
well as validation in a range of clinics across the country. The INEPT feam
results have been published in high-impact peer-reviewed journalgf and
presented at academic conferences, with very warm receptions from the
scientific community. They predict, conservatively, that poor nutrition rates
could drop by 50% if the tool was systematically used. Now, at the efd of
their CIHR grant, the INEPT researchers are wondering why their findig is
not being widely applied. They are further frustrated at a lack of wilf on
behalf of health planners, public policy makers, family physicians and gven
patients to implement this tool. Health planners say it will be too expefisive
and that they would rather focus their limited resources on encouragingigood
nutrition habits in the general populations, by public awareness campgigns.
Family physicians say it is too long and they just don’t have time to squeeze
it into their already jam-packed appointments. Patients say that Being
identified as having poor nutrition would leave them not knowing what td do,
unless they are willing and able to pay a nutritionist or spend hours pursuing
nutrition websites.

The above is a hypothetical example of a well-conceived, rigorous study with solid outcomes
whose investigators find themselves at a loss for why they cannot move its findings into practice.
Is there a way that they could have approached their study from the beginning that could have
anticipated some of these barriers? Is there a way that they could have identified and approached
potential users of the knowledge to be gained through the studyknewledge user9’before

they even began? These are some of the framing questions that move knowledge translation, from
its traditional place at the end of research (‘end of grant’ knowledge translation), to its integration
throughout all stages of the research process (“integrated knowledge translation”; IKT). This
learning module will lead those engaged in research — researchdasaaviedge users alike —

through many of the key issues that should be considered when taking an integrated approach to
creating knowledge and translating it to action. Knowledge users, or those making use of the
research results, can include other researchers, defined communities, health professionals, health
organisations and institutions, policy makers, industry, the media and the general public.



This learning module has been created primarily with a researcher audience in mind, but
care has been taken throughout to ensure that the language and content is meaningful and
accessible to non-academics looking for guidance. The sections are written in every-day language
and have been kept as jargon-free as possible, and the text has been broken up with many
examples and case studies, illustrating points discussed in each section. We hope that all
knowledge users who choose to partner with researchers, including communities and community
members, clinicians and professional associations, government agencies and policy makers,
service planners and providers, and the general public, will find the material valuable.

Also, we rely heavily on thparticipatory research literature for references, theoretical
guidance, and case studies. This is both a reflection of the nascent stage of the IKT-specific
literature and of the authors’ expertise. The two, nevertheless, share many commonalities in
process and goals (see section 1), so this approach seems appropriate.

This module material was developed by Participatory Research at McGill (PRAM)

McGill University-based centre that opened in fall 2006 and is dedicated to furthering the
scholarship, understanding and use of a partnered approach to health research
(http//:pram.mcgill.ca). PRAM is dedicated to the idea that, by integrating knowledge users into
and throughout the research process, better health outcomes can ultimately be achieved. The
tutorials were created by drawing on years of combined experience in partnered research, joined
with a critical mining of the current literature to create a practical how-to guide for on-the-ground
research partnerships to follow.
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SECTION 1: INTRODUCTION
Learning objectives:

1. Understand the history of knowledge translatio@ &R

2. Understand the differences between end of granvlauge translation (KT) and
integrated knowledge translation (IKT)

3. Learn how IKT is supported by the principles oftgfpatory research

4. Understand basic principles of participatory reslear

5. Know when IKT is not appropriate

a) History of Knowledge Translation at the Canadianinstitutes of Health Research

The objectives of the Canadian Institutes of HeRiésearch (CIHR) goals arelioth
develop new research knowledged ensure that new knowledge is translated into pralcti
results. CIHR was created on June 7, 2000 undeCBlL with the mandate, "To excel,
according to internationally accepted standardsc@ntific excellence, in the creation of new
knowledgeand its translationinto improved health for Canadians, more effective lesdtrvices
and products and a strengthened Canadian health sgsteni.At CIHR, knowledge translation
(KT) is about: 1) makinggnowledge usersaware of new knowledge and actively facilitating th
use of knowledge to improve health, health servacekhealth care systems through evidence-
based, but also practice-based, results; 2) clabmgap between what we know and what we do
(reducing the know-do gap); and 3) moving rese&ndwledge into concrete actiorn: (
Knowledge userare all those who might use, benefit from, or bpanted by the results of
research, but are not necessarily involved in tduction.)

CIHR defines KT asd& dynamic and iterative process that includes ssi)
dissemination, exchange and ethically sound apptinaof knowledge to improve the health of
Canadians, provide more effective health services@oducts and strengthen the health care
system”(www.cihr-irsc.gc.ca/e/29418.htinlThis statement recognizes that KT is complex,
requiring an interactive and dialectic process ketwresearchers and knowledge users.

b) Different forms of knowledge translation

CIHR divides KT into two broad categoriesd of grant knowledge translatiamd
integrated knowledge translatighttp://www.cihr-irsc.gc.ca/e/29418.htjntefined below. In
both cases, the goal is to ensure that new knowlgdgerates action to improve health or health
care services, through the “Knowledge to ActionI€y¢Graham 2006 & 200http://www.cihr-
irsc.gc.ca/e/29418.htinthat requires: 1) identifing the problem and stihg the relevant
knowledge; 2) adapting the knowledge to the loocakext; 3) assessing barriers to knowledge
use; 4) selecting, tailoring and implementing imégitions; 5) monitoring knowledge use; 6)
evaluating outcomes; and 7) sustaining knowledge whkich completes and reinitiates the cycle.
The CIHR Knowledge Synthesis and Exchange Brandedscated to supporting all forms of
KT; KT strategies and activities may be multi-faaetind will vary according to the type of
research to be translated and the audience of ledgelusers.




End of grant KTis the classic way that researchers are accusttorgidseminating their
research results by discussing results with ppeesenting at conferences, and publishing
findings, generally once the bulk of the study basn completed.

In contrast to end of grant Kintegrated knowledge translation (IKijvolves engaging
and integrating those who will need to act on thdihgs, theknowledge usersnto the research
process. IKT requires researchers and knowledgs tselevelop partnerships and engage in a
collaborative process with the overarching goahbehe co-production of knowledge, its
exchange and its translation into action. By iri¢igg knowledge users at every stage, KT
becomes woven into the process and researchemnisénihe possibilities of unanticipated
barriers that may occur when attempting to act upsnlts with stakeholders.

IKT is most appropriate within the framework of plem-based, as opposed to curiosity-
driven, research. Furthermore, the impetus fossthdy may often originate from a knowledge
user who has identified a problem or need for actiod approached academic partners for ideas
as to how this can be addressed.

The minimum requirement for IKT is that researchard knowledge users 1) make joint
decisions to shape the research questions, 2jpretahe study findings, 3) craft messaging
around the results and move the research restbdtpractice. In some situations, this partnership
is extended so that knowledge users also partraézditding on the research methodology, tools
development and data collection (see section 4).

The very significant advantages of IKT are thatkhewledge users bring different
knowledge, skills and insights to the research {daave a unique understanding of the results
(which may be different than that of the researshemnd are well positioned to move these
results into practice. Researchers have a refinddpecific skill-set for conducting research and
accessing grants and they possess their own netfadntacts. Equally, knowledge users
possess an expertise derived from being membeheimforganizations, communities or
professional fields, and have much to contributeughout the research. Knowledge user
strengths include an understanding of the probteemcontext and environment where the
research results are to be applied, the abilitg&alily identify potential facilitators and barser
to the uptake of the findings, positioning to adogtv knowledge, capacity to tailor messages
and interventions, and capability to evaluate thplementation process and outcomes.
Knowledge users can be essential in developingeaaduting a dissemination plan, which may
include the end-of-grant report to funding agendefings to stakeholders, educational
sessions with health organizations, patients, pi@wotrs and/or policy makers, creation of tools,
commercialisation efforts, use of knowledge brolkard media engagement. These are all areas
where researchers are frequently lacking in timatacts or academic reward to pursue. It is very
important to recognize and respect all differeminf® of expertise — the strength of the overall
team results from the combined voices and variesvedge, experiences and viewpoints of
everyone around the table.

c) Overlap of IKT and participatory research

IKT relies on a partnered approach to researchdedon an ever-growing body of
experience encapsulated within the literaturpasticipatory researchBecause of the nascent
state of IKT literature, we have drawn on this nparticipatory research knowledge base to
develop these modules.



Those researchers familiar with participatory reseavill recognise its overlap with IKT.
Participatory research has been defined by the IRBp@ety of Canada as “the systematic
enquiry with those affected by the issue underystaeffect action or social change” (Green,
1995) and is increasingly recognized as a highflgcéifze method of enhancing relevance of and
adding value to health research. The equally ingmbigoals of participatory research are to
undertake quality research with a high level oéstific rigour; provide benefit to the knowledge
users working in partnership with the researcheand; develop knowledge that is applicable to
other settings. Scientific rigour should not berg@ed! Indeed, the one systematic review of
participatory research noted that the strongegept®were the most scientifically rigorous
(Viswanathan, 2004). Participatory research igpproachto research — as opposed to a
methodology — and, therefore, uses qualitativentjizdive or mixed methods as appropriate. In
its fullest expression, participatory research lngs researchers and end users as a team for
decision making throughout the process from devetpthe research question; developing tools;
collecting, analyzing and interpreting the datajedeping conclusions and a dissemination
strategy; and disseminating results. There is geag@reement that participatory research
includes a wide spectrum of partnership scenandskaowledge users may not be involved in
all stages, especially in developing tools andembihg and analyzing data. As mentioned above,
CIHR recommends that, as a minimum, IKT includegettging the research question,
interpreting the data, crafting the messages asgkdiinating results. (These would be the same
minima for a participatory research project.)

What may be challenging for researchers who ariedifp accustomed to making all the
decisions, is:

» learning how to work as a member of a team

* how to respect other viewpoints

» sharing of power and authority

» developing positive relationships

» understanding different agendas and timeframes

» developing the flexibility required to accommod#tte course of events, to build trust and
find the ‘win-win’ solutions.

Knowledge users may face similar challenges, intaadto the need to learn more about
the timeframes of research and academic requirenoémésearchers.
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Table 1(d): Comparing the Roles of Researchers and Knowledge-R&rtners in Participatory
Research and Integrated Knowledge Translation (IKT)

Participatory Research Partner Roles Integrated Knowledge User Roles
« Setting research goals and objectives — « Shaping the research questions
« Deciding on methods and duration of — « Deciding on the methodology
projects
« Setting strategy and content of — * Helping with data collection and tools
evaluation; development
* Data collection
* Interpretation of data — « Interpreting the study findings
« Joint dissemination of results in — « Crafting the message and disseminating
community language and scientific the research results
terms to communities, clinicians, « Moving the results into practice
administrators, scientists, and funding
agencies
Based on: Macaulay AC, Gibson N., from http://www.cihr-irsc.gc.ca/e/33747.html;
Freeman W, et al. Participatory Research Knowledge Translation at CIHR - Dr. lan D
Maximizes Community and Lay Involvement. Graham; February 28 , 2007

BMJ 1999;319:774 -778

d) Principles of Participatory Research

The following principles are identified in the paipatory research literature and have been have
been adapted for IKT partnerships (Israel 1998;kin& Wallerstein 2003; Macaulay 1998 &
1999; Green & Kreuter, 2005):

» All partners play an equal role in decision-makamgl shared governance

» All partners are experts in their own contextshvdifferent experiences that are equally

valuable

« Power differentials among partners are acknowleagksensitively addressed

» All stakeholders discuss potential harm as wepl@ential benefits of research

* Knowledge is co-created and thus co-owned

» All partners contribute appropriately to the intetation of results

» All partners contribute appropriately to the cradtiof messages

» All partners contribute appropriately to dissemimaif results

e) Shouldevery researcher be involved in IKT and/or the applicatio of their research
findings?

For many researchers, dissemination of researciitsde the appropriate audience (this
includes other researchers) is usually suffici€hts is especially true of CIHR pillar 1
researchersbut even here there is opportunity to partner Watbwledge users. Generally,
however, more intense knowledge translation effeltsuld only take place when there is a
strong evidence base that justifies applicatior in changing a clinical practice or modifying
health services. Not every researcher needs taien application or implementation expert —
as there are now specialists and knowledge brakd¥ who can help with the process and

11



support funding opportunities (section 8} P{llar 1 is biomedical research, Pillar 2 is cladic
research, Pillar 3 is health services and polisgaech, and Pillar 4 is population and public
health research.)

We strongly recommend that each researcher shouklder the potential use of their

work and how their results could have a wider rapigenpact if they were jointly produced,
disseminated, discussed and understood by appt@gnawledge users. The fundamental

question is: could IKT help to achieve those goals?

Table 1(e): Is IKT Appropriate for Me?

Here are some points to consider when deciding velneair not to undertake a

IKT project. These questions are not meant to sasva checklist, and thus &
answer of ‘yes’ is not required for each of thesedtions. They are intended fo
encourage self-reflection while introducing sometteé things that need to ke
considered when contemplating an IKT project.

Some other questions the researchers should ask theelves before
engaging in an IKT process includdadapted from Alvarez 2001):

Are your personal goals (e.g. professional, tenyre)spective and
interpersonal style (e.g. team player, good listec@mpatible with and
IKT approach?

Are you open to a problem-oriented approach, assgbto purely
curiosity-based research? l.e., are you most isttedan affecting change
with regard to a concrete, real world problem?

Are you willing to put the effort into developingginerships with
knowledge users and sustaining an IKT process?

Are you prepared to be flexible in your projectettjves and potentially
have your proposed project turned down by knowladges?

Are you prepared to engage in shared decision-rgaitiall the
important stages in the research process and ietdgoint governance
of the project?

Are you aware that an IKT process can often be tioresuming and
administratively burdensome?

Are you willing to learn from and maximize the ergse of the
knowledge users, even if that expertise is nonrsifie?

Are you willing to openly acknowledge power diffat@ls between
researchers and knowledge users, especially wgtrds to community-
based research?

Would your institution and/or department head valod support an IKT
approach?
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Knowledge users considering partnering with reseatters may ask

themselves:
Is the area of research important to your contedtia line with the
needs of the community or organization you repré&sen
Are you and your organisation or community willitegaccept research
results that may be other than you imagined?
Does your job description include building linkageh researchers and
if not, is there openness to expanding it as such?
Are you aware of the realities of research, ineclgdunding timelines
and limitations, the need to produce scientificaliyrous results and
publish in academic journals?
Are you willing to put the effort into developinguinerships with
researchers and sustaining an IKT process?
Are you prepared to be flexible in your projecteaatijves and potentially
have your proposed project adjusted by researchers?
Are you prepared to engage in shared decision-rgaitiall the
important stages in the research process and ietigpint governance
of the project?
Are you aware that an IKT process can often be tiorsuming and
administratively burdensome?

f) Introduction to module sections

The sections within these modules were developsddan the principles of
participatory research and the writings of parthgrsesearch to introduce researchers and
knowledge users to the strategies of developirgcaffe IKT research partnerships.

This is IKT 101! Seasoned IKT and participatorye@sh researchers may find relevant
reminders, references and useful case studies. Wowee recent needs assessment of faculty
working in health indicated that, although everyarss interested in all stages of the partnership,
needs vary between newer and more experiencedipattry researchers (Salsberg, 2008). For
example, those who self-identified as having ‘nonsome participatory research experience’,
were most interested in topics abeugaging partnerandjointly formulating the research
design While those who self-identified as having ‘sigeéint participatory research experience’
expressed strongest intereshow to influence poligyparticipatory research issues with IRBs
andgrantsmanship skills specific to participatory rasgh.

Some points — especially sections 2 and 7, whichd@n developing and maintaining
researcher/knowledge user partnerships — are lsaisestommendations learned from experience
and documented in a review of select participatesgarch literature. This was achieved by
applying the evidence-based participatory reseguatielines developed by the Royal Society of
Canada (Green 1995) to articles by leading autinattss field: B Israel, M Minkler, N
Wallerstein, and AC Macaulay (four current leadaughors identified usin@iteSpack The
modules sections include many web-based referdrersmise they are useful and allow for ease
of access by partners. We also recommend thatneesleew very useful casebooks of examples
of knowledge translation projects using both endraht and IKT from the CIHR Knowledge

13



Translation Portfolio, the Institute of Populatiand Public Health and the Institute of Health
Services and Policy Research (availabletit://www.cihr-irsc.gc.ca/e/29484.htjrdnd the
CIHR KT Portfolio web pages attp://www.cihr-irsc.gc.ca/e/29418.html
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SECTION 2: IDENTIFYING AND RECRUITING RESEARCH PART NERS
Learning objectives:

1) Learn the steps and skills necessary to succegsieNelop partnerships that are
appropriate for the research project.

2) Learn how to achieve partner buy-in and engagkermteliminary steps towards
fostering a genuine collaborative partnership.

a) Assessing the environment around you

An immediate distinction must be made between titergial knowledge users of the
research results at large and the integrated kmlg@lesers who will become partners for this
specific research project. The study partnershgitigted within the larger environment of
knowledge users, which are all those who might bieegfit from, or be impacted by the results
of the study, but are not necessarily involvecheirt production. Integrated knowledge users are
those knowledge users who are actively involvetthénknowledge production process of the
given study. Note that the diagram situates theewa partners as a subset wholly within the
realm of knowledge users.

Figure 2(a): The study partnership and its situatia

Knowledge users

Integrated
knowledge users

Academic partners

The study
partnership

Knowledge users
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Table 2(a)i: Types of knowledge users

Potential knowledge user

Example types of projects

Practitioners (e.g. MDs,
RNs, PTs, OTs,
Pharmacists)

Research questions arsing from researchers or health
professionals, or a research project aiming to develop new
treatment modalities intended to be used by them

Patients (e.g. those
patients attending a health
centre)

Research questions arising from researchers or patient
concerns about the care they are receiving, or a research
project aimed at improving patient care

Patient organizations (e.qg.
disease specific)

Assessing the daily problems faced by individuals with that
disease

Their caregivers

Developing new treatment or adaptive strategies for
community-dwelling patients with a particular disease

Whole communities

Collecting baseline data, evaluating interventions (e.g. for
promoting healthy lifestyles)

Decision makers (e.g.
program managers)

Evaluating how care is delivered by staff within the
organization

Policy makers

Creating an intervention that necessitates changing the way
the health care system is organized and/or funded

Institutions/organizations
(e.g. hospitals, primary care
clinics)

Starting a new outpatient health programme targeting a
particular disease or problem

Professional
colleges/associations

Evaluating implementation of treatment guidelines developed
by members of a professional group

Research funders

Research that involves new approaches that do not fit well with

existing funding models

Industry

Formally testing off-label use of an existing medication

Note that a particular research project may involve one or more of these potential knowledge
users, and thus overlap should be expected.

The first and perhaps most important step in anly piKoject is to engage in critical
examination and reflection of the context and esrvinent in which the research could take

place. Some issues to think about include:

* Do you already have working partnerships with ptéknowledge users from some
other aspect of your research, your universitytposior your life (e.g. for health
professionals this could be with patients, patsshtocacy groups, health organisations,

administrators, etc.)?

« Learning about any pre-existing relationships teaearchers at your institution may have

with knowledge users.

» Assessing how/if research results are currentlgdetilized and implemented by the

knowledge users, and how they would like to donsihé future.



» Determining how knowledge users conceptualize rebeand understand its
purpose/ultimate ends (i.e. research will most abtyobe seen as a basis for action as
opposed to purely inquisitive).

* The history of past knowledge user — researchatiogls (this is particularly important to
consider when working with past or present undeeskor ill-served communities, e.qg.
aboriginal communities, as previous experiences naag been positive or negative).

» The level of organization of the knowledge userg-whether they form a cohesive

community, are represented by a professional bodiybdy group, or are heterogeneous
mix of individuals and/or institutions.
* Becoming aware of the existing mechanisms for kedgé creation and dissemination
amongst the partners or community of interest @ogial knowledge).

* Who are the major players — i.e. which individuad®rganizations are respected amongst

the knowledge users?
e Who are the natural leaders?
« Reflection on the power structures inherently imcpl amongst the knowledge users or
between groups thereof.

This environmental assessment can be conductethar an informal or systematic

manner. Informal methods include asking colleagmsit prior working relationships with the

knowledge users of interest. Other options incloeieising websites of potential partner

organizations, attending community events or mgstiand informal ‘off the cuff’
meetings/discussions with knowledge users.

Table 2(a)ii: Practical tips for identifying knowledge users

CIHR pillar

Strategy

I: Biomedical research

Contact clinical researchers to ask if there is a need for more
basic science to better inform their clinical research
Approach leaders of a ethnicity-based community with an
identified pre-disposition to a particular disease

II: Clinical research

Contact the regional Director of Medicine or Regional Health
Authorities (e.g. CSSS in Quebec, LIHN in Ontario, RHA in British
Colombia) to reach physicians’ communities of practice

Ask departments in the Faculty of Medicine at a local university to
send out information about the project on their email listservs
Approach advocacy groups for the target disease of the project

[ll: Health
services/systems
research

Contact lobby groups in order to learn about and be introduced to
key government policy makers

Approach the Director of Professional Services of local health
agencies and ask who their boss is or to whom they report

IV: Social, Cultural,
Environmental and
Population Health

Contact local public health boards and ask for the person
responsible for area of focus of the project

Ask social workers to identify community organizations who work
in the project’s area of interest
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Examples of systematic methods of assessment amntluct a comprehensive
‘community analysis’ consisting of focus groupsstructured individual interviews of
knowledge users (Anderson 1999). Other possitslitielude analysing existing data sets or
undertaking chart reviews in your area of intesesthat you have some baseline information
when making initial contact with potential partngdse thing to keep in mind is that there may
be multiple knowledge users germane to your rebgan@ect, each representing completely
different stakeholder groups with relatively litteoss-over between them. The overarching goal
of this assessment process is to get a betteoifdeho the potential knowledge users are and
where they are coming from, as well as identifyrtign actors who could be solicited for
participation (i.e., the integrated knowledge users

Table A of the preamble shows the variation in ahtaristics of various types of
communities. It can sometimes be easier to forrmrmprship with groups that already have
common culture and traditions or shared history exmkriences.

Summary points:

« Knowledge users are anybody who may benefit or be
otherwise affected by the research results (inolydither
researchers), whereas integrated knowledge usepadaners
in generating those results

Find out what research is currently going on aroymua by
talking to colleagues, community leaders and oguns,
government agencies and local health boards

Learn about the context surrounding the knowledspzsy
who its leaders are, how it generates and diffusesvledge,
and the history of research within it

b) Choosing partners wisely

After conducting the environmental assessment,syamuld have a basis for who the key
knowledge users are in your research context. dtes not mean, however, that all of these key
people or organizations are an appropriate paftmgrour proposed research project. The
following questions should be considered when degidpon which knowledge users would be
the best fit as a partner (Alvarez 2001):

» Is the research topic important to this knowledgeryas distinguished from whether it
shouldbe important) and does it reflect the reality odae ‘on the ground’?

» Is the knowledge user knowledgeable about the relseantext — i.e., its culture, norms
of practice, and mechanisms of knowledge creatifingion?

* Is the knowledge user well-respected within theaesh context, therefore possessing the
potential to influence other knowledge users, dtalders or decision-makers?

» Is there the possibility for congruence of planse= that the knowledge user is open to
research and you are willing to be flexible andoaemodate their needs?
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» Is there the potential for a truly synergistic tilaship to develop —i.e., that the
partnership will be mutually beneficial for bothrp@s through the sharing of resources,
expertise and energy?

» Does the knowledge user have the capacity (e.qnahuesources, technical skills, etc.)
to engage in an effective partnership?

» Will effective communication be possible, given gephy, language and cultural factors
as well as availability of IT resources?

* What is the overall ‘readiness factor'?

An answer of ‘yes’ to each of these questions tg@qguired; rather they should be weighed and
balanced in accordance with the nature of yourarebeendeavour (e.g., some projects may
require more cultural competence from researcle®es if the community in question is a
professionatommunity of practide

Case study 2(b): Paediatric palliative care

This research team undertook two studies thatnataded in one article: 1) to
document implementation of a new home-based paedetliative care
program, 2) two years later to describe the livdngditions of families in the
program to analyse the program’s action procesdlandevelopment of the
participants who had participated in the prograem(inally ill children, parents
siblings and volunteers). The research team indudsearchers together with
the palliative care team — director and coordinafdhe home care program ang
later also the volunteer coordinator and her assisParents and volunteers
were interviewed to voice their concerns and t@pse solutions. Due to their
time pressures from caring for their terminallycitlildren, parents were not full
involved in all of the decision making, but onegrarhelped in developing the
guestionnaire and many parents participated impreéing the results and
making recommendations for future care. The chgderdocumented by the
researcher- palliative care team included: estaibigstrust, meeting of two
different cultures, application of the democratiogess, time requirements,
organizational constraints (personnel turnovehegalliative team), extra
requests for the research team - i.e., assistmgriyanization with grant
applications and adapting to needs of paediatti@apae care - requiring
researchers to be flexible i.e., postponing ineamg due to children worsening
situations. The successful partnership led tora tiesearch grant.

As with the environmental assessment, both inforandl systematic methods can be
utilized to identify appropriate partners. Infornmaéthods include speaking on a casual basis
with knowledge users and then ‘snowballing’ to itilgrmore potential partners (e.g., have
knowledge users nominate more partners, and sdrdajmal methods work well to identify the
pre-existing natural networks of knowledge usertheair context.

More systematic methods can include developingipetiteria for selection of partners
(e.g. main focus of activities in line with yourearof interest, history of prior research
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experience, etc.), circulating a standardized dqumasdire based upon these criteria to potential
partners in order to judge how well they meet thand/or conducting comprehensive interviews
with potential partners to judge more inter-persdaetors and gauge the ‘readiness factor’
(Salsberg 2007) and openness towards research g088; Straub 2007). These systematic
methods work well for large projects that involvamy different partners, but if the readiness
factor is low then it is not appropriate to congrany discussions.

Summary points:

* Integrated knowledge users (i.e. partners on tbggt) should be
select on the basis of best fit for the project

Informal or formal methods to partner selection baradopted,
ranging from casual discussions to circulating cahpnsive
questionnaires or conducting interviews with patdnitegrated
knowledge users

¢) Making first contact and achieving partner buy-n

Attaining complete partner involvement — turningiutedge users intmtegrated
knowledge users — is a progressive process, asdcasmight not be obtained instantaneously.
Rather, there are multiple steps along the wayrttaat happen in a short period of time (for
instance, with other academic researchers/ingitgjior over several weeks/months (such as
may be the case with many community-based partners)

Case study 2(c): It doesn’t matter who asks who tdance...

Some researchers are concerned that their prageciot be truly participatory ang
integrated if the question did not originate frdmit knowledge user partners. While
it is certainly true that if the research questtmmes from the end user group thgn
you can be guaranteed that they have an intergbieiproject and the results, this
does not always have to be the case. The impetugustias easily arise from the
researcher, and will be successful as long asstn@es meaningfully with thg
knowledge users. Sometimes researchers, familiartive current state of their fielfl

are better situated to identify an issue as needvgstigation, and can bring this fo
the attention of those who may need to know.
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Example 1 — Knowledge User InitiatioAn Aboriginal community is concerned

about high rates of type 2 diabetes.

Elders in the community asked the local physictanf&lo something about it” and t®
focus on young children. So the physicians iniialiscuss this request with a small
group of community leaders from health and eduoadiod, with their support, invit
researchers with expertise in health promotion evaluation to join the team. ThE
researchers propose an evidence-based intervaarithevaluation project, which i
then very significantly modified by community inpéts per the elders’ requests the
intervention focuses on children attending elenmgnszhools in the communit
with supporting programs for parents, extended lfamiand the entire community.
The final proposal combines a high level of sci@mtrigour combined with
community values, traditions and relevance, andoies a sustained joirf
partnership project. This long-standing projeajoserned by a community advisog
board and guided by a Code of Research Ethicslyod®veloped by communit
members and researchers. (Macaulay, 1999)

Example 2 — Researcher Initiatio®k researcher wishes to conduct a systemgtic
review of the literature on “the benefits of usiparticipatory research.” She firs
assembled a team of co-investigators, includingegsgpin all the areas needed fio
strengthen the review. The team then imagines th&siple end users of the
knowledge they hope to produce and forms a ligtosSible decision-maker partnefs
who include research granting agencies, a uniyeeditics review board, publi
health agencies and an organisation dedicatedamqimg participatory researc
with both community and academic members. Thesa@peoached, and those wijo
join partner in refining and finalising the studgsign for the grant application arjd
commit themselves to partnering on the researchdisgbminating the results
their own and other agencies.

Example 3 — Health Professional InitiatioA nurse is very concerned that mafy
patients, especially those from various ethnic Abdriginal communities, are ng
completing their therapy for tuberculosis (TB). S&ls her concern to a researctjer
who suggests partnering with representatives fltese¢ communities. The end resplt
is a research team which includes research asesdraim seven ethnic communitig¢s
and three Aboriginal communities, with goals tontilly and understand socic
cultural factors, and improve practices for prei@nteind treatment of TB. The tea
developed guiding foundation principles (see mo@)jend the associates helpedjto
finalise the questions, interviewed their commumitgmbers for information, helpe
to interpret the results and disseminated the figgliback to their communities.
Outcomes included six one-page information sheetlmguages of participating
communities, which were also printed in local nesysgrs and featured on a lodal
radio call in show; an educational video; and asaueducator to visit high ris
communities with new research-based knowledge amuinwinity-specific TB
prevention strategies. The trained community reteassociates gained new skills
useful for further employment. (Gibson 2005)
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Example 4 - Professional Organization Initiationthe Canadian Pharmacisis

Association (CPhA) publishes an online resourckeda-Therapeutics® that providds
treatment recommendations from an electronic teoband other pharmaceuticgl
databases. In December 2005, the Editor-in-Chitehded a research workshop ol a
new Information Assessment Method (IAM). In Mardd08, CPhA bought a licensg
of this method for collecting users’ feedback oe tesource; and in June 2006
researchers visited CPhA to enable the IAM impletaigon, and the idea of
collaborative analysis of data collected by the aorgation emerged. The
researchers contacted CPhA in November 2006 to lgint grant application.
Researchers proposed an outline, which was imprdedCPhA key member
including the Editor-in-Chief, a representativekafitors, the Director of Applicatio
Development & Support, and the Director of Prodeinagement. In 2007, a fu
proposal was jointly submitted by researchers hedd organizational members, ahd
funded by federal and provincial agencies: Assgssind Improving Electronic
Knowledge Resources in Partnership with Informaiooviders. (Pluye, in press)

An invitation to participate should be extended iculturally appropriate manner. For example,
an email may suffice for clinicians or health adistirators, but a face-to-face meeting with
community-based partners may be required.

Table 2(c): Practical tips for making first contact

* Attend knowledge user events (e.g. department sasigrand rounds for
communities of practice) in order to get to knowefm and start talking to
people

* Getinvolved in knowledge user causes and issugshelp them with another
research project, making linkages to other peapi@ur network, assisting
with literature reviews) as a way to get to knowle and show a willingness
to do something for them (v. them always doing sthing for you)

* When contacting busy policy makers, adjust to teelredule and location
(even if this means travelling) for meetings andpmse ways in which you
can support their policy initiatives (e.g. makinirk with a key person at
your institution)

* Have a nicely-formatted document in hand whenewestmg potential
knowledge users, as people tend to notice thesgghi

Even though one of the fundamental tenets of IK{D i®intly shape research questions, it
is often helpful — for the sake of clarity — toatifate a draft of your proposed research idea and
plan in writing in order for the knowledge userderome acquainted and assess whether or not
they wish to participate. It is important to empbkaghat this is only a draft plan that is preseénte
for discussion and input from knowledge users. Aapbption, where geographically possible,
and that may also be more suitable for knowledgesusithout an academic background, is to
organize one or more information sessions thatnpialeoartners can attend where, for example,
a presentation is given outlining the proposedaseplan and there is significant time for
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questions and discussion. To increase attendarisegften helpful to organize such sessions to
suit the knowledge users, i.e., outside of offioars, including a light meal and, if appropriate,
also offering to compensate for expenses.

Follow-up communication should then be conducted to
1. Acknowledge that everyone at the table will brinffedent knowledge and skills
(researchers are not the overarching experts errathat they bring is the technical
skill to undertake scientific enquiry)
2. Answer any questions about the proposed reseaach pl
3. Explain IKT principles and why their participatiamthe research process is crucial to
its success; and
4. Start a two-way dialogue by taking a genuine irdgene partner activities, initiatives or
ongoing research. Questions that may be usefidk@atential partners during this
follow-up communication include:
* What are some of the needs you encounter on aoddsit basis?
* Have you ever thought about getting involved wébkearch or starting your
own research project?
* What are some of your or your institution’s prim# for the next few years?
* How large is your institution? How many staff memsbeork there? What is
its target population?

It is important to not misinterpret any sign of popt from the knowledge users at this
stage as a blanket endorsement of your researchigato distinguish between support for the
IKT process you are proposing from support forghgect you have in mind. It is the former
(i.e., support for the process) that you shoulddeking at this point. Such support is considered
partner buy-in with respect to IKT projects, evbaugh the specific research questions and
methods may not yet be finalized. It should noabsumed, however, that researchers have the
support of the knowledge users, and vice versaglyafter the preliminary meeting (although in
some cases this may be correct). Indeed, eithgy plaould be prepared to receive and accept
‘no’ for an answer, and realize that this is aneptable answer that needs to be respected.
Clarification is thus essential.

This buy-in into the process can either be an médroral understanding between you and
the knowledge users or formalized into a letteintdnt to partner signed by all parties. An
informal understanding is likely sufficient for shea projects and need not duplicate the
declaration of partner roles which will be set muthe eventual grant application or research
protocol. Large projects, such as those compris@ctional networks of researchers and
knowledge users, might benefit from a formaliseteteof intent even before the grant
application process is initiated.
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Summary points:

» Having knowledge users becomegratedknowledge users is a
progression and may sometimes take significant time
Invitations to participate should be extended mamnner that is
appropriate to the context of the integrated kndgéeusers, ranging

from email to information seminars to face-to-faceetings

Follow-up communication is essential after firshtaxt has been made,
which should consist of a two-way dialogue betwessearchers and
integrated knowledge users

Both researchers and integrated knowledge usdues stiiould understang
that it is acceptable for either to say ‘no’ if yhdo not like the direction

d) Getting to know one another

A critical part of any IKT process is getting todu one another. This means to get to
know the backgrounds, ‘stories’, institutions, eticthese specific integrated knowledge users
with whom you are partnering. The overall goallo$ fprocess is to begin establishing trust,
building commitment and to see how the contextaaheknowledge user can uniquely influence
the entire research project (which includes joifithalizing the research questions, methodology,
interpretation and dissemination). How this is aspbshed will depend on the type of integrated
knowledge user. For more academically-inclinedgraged knowledge users, it may consist of an
exchange of CVs and circulation of a draft studyt@eol with the partner providing his/her
feedback and ideas in writing. For decision-malkensrofessional bodies, this process may
consist of a series of face-to-face meetings ectwiferences to discuss the ‘next steps’ of the
collaboration to a high level of detail. In bothtb&se cases, this process may be quite brief, as
the relationship may be seen in strictly ‘busingésgns of collegiality. Care must be taken,
however, with more community-based integrated kedgé users, who may not have an
academic background or any experience working agtdemics. In this case, the ‘getting to
know one another’ phase may be lengthier and coofsativities such as ‘meet and greet’
functions, attendance at important community everttbective meals together, etc.

The key here, in any respect, is for researchemsatch out to the integrated knowledge
users in their own environments, rather than alveeygecting the partners to meet them on their
‘turf’.
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Table 2(d): Practical tips for getting to know oneanother

Jointly organize a health fair on an issue thaf isoncern to the communit
of interest, providing, for example, informatioereening and referrals

Invite integrated knowledge users to give a predemnt (e.g. at departmente

seminars) on their organizations and any researokher key activities that
they may be undertaking

Schedule a dinner or potluck between researcherséggrated knowledge
users, where just business may not be strictlyudsed

Summary points:

» Time must be dedicated in which researchers aegrated

knowledge users can get to know one another irr dode
establish trust

* This process should be mediated and modified bybe of
integrated knowledge user partnered with

Suggested reading for section 2:

Anderson, 1999
Kramer, 2005
Levy, 2003
Straub, 2007
Thompson 2001
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SECTION 3: TAKING STOCK OF BARRIERS AND FACILITATOR S
Learning objectives:

1. Learn the importance of assessing barriers to iateq knowledge user participation.

2. Learn how to identify such barriers, some of thesnra@mmon barriers with examples of
strategies for overcoming them.

3. Learn the importance of building upon the facibtatof the partnership and how to
expand upon them.

4. Learn about possibilities in mobilizing the resagof integrated knowledge users (e.g.
social capital).

a) Working together to overcome batrriers to integraed knowledge user participation

Many barriers — both foreseen and unforeseen rtégrated knowledge user
participation must be expected, especially givenittherently social and collaborative nature of
IKT projects. It is absolutely essential that thbaeriers are: 1) identified and openly
acknowledged, 2) given due consideration, andiBjlyoaddressed through a problem-based
approach. In order to do so, all participants sthdn&l prepared to engage in critical reflection on
the project, including the status of researchedstha status of the integrated knowledge users
(see also section 2). Identification of barriers ba carried out in formal or more informal
manners. Examples of the former could include atht@ring anonymous questionnaires to
partners (e.g., after meetings) or asking partteevarite down what is working well and what is
not. Alternatively, or in conjunction, informal digssions could be held with partners to gauge
the different aspects of the relationship.

An ideal solution may not be possible for all barsiencountered for every type of
project, but the key is for partners to discussilamd work together to overcome them as best as
possible. Again, barriers may vary according totyipe of integrated knowledge users involved
with the project. Some barriers that might ariseé possible ways to mitigate them are
summarized in the table below:
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Table 3(a): Potential barriers for

partnerships andpractical tips for solutions

Barrier

Possible Solution

Job ma

ndates of knowledge users

The mandates of both partner
individuals and organizations may
not include research. This may be
particularly frustrating when an
individual is keen to partner, but
there are organizational hurdles to
his/her involvement.

Dialogue with integrated knowledge users and their
institutions is perhaps the most effective means to
overcome this barrier, in order to possibly bring about
small changes in job mandates. Offers to work with
partners to overcome their organizational hurdles to
participation should be made, rather than expecting
them to sort it out themselves. Such offers may include
contacting senior management to advocate their case
(only with consent of the partner). For example,
agreements on ‘flex-time’ could be negotiated whereby
partners could make-up hours missed during the day
resulting from their attendance at research activities.

Scheduling

It is important to accommodate, as
much as possible, the schedules of
integrated knowledge users when
arranging meetings. This is
particularly important for more
community-based partners, who
may only have time to dedicate to
your project outside of office hours,
especially when research is not part
of their job or organizational
mandates. This is also important for
professional partners with
demanding practices.

Scheduling meetings and other project-related events
during the evenings or weekends, or having lunch
meetings, can help integrated knowledge users to have
the adequate time to become actively engaged in your
project. Catering these meetings can win much favour
and increase attendance. For professionals, it is
important to work around their practice schedules. Some
grants provide for professional release time and this
should be budgeted at the time of application.

Compensation

Many integrated knowledge users
may have to work above and
beyond their normal job
requirements both intellectually and
physically (e.g., if meetings are held
during evenings or on weekends).
Researchers should not expect
partners to volunteer their time
without paid compensation or
expenses.

Many grants may permit budgeting for ‘salary release
time’ for partners. This money is paid to partner
institutions in order to free up paid time of employees to
participate in research projects to compensate for loss of
productivity or work time or to hire replacement staff. If
salary compensation is not possible, then out-of-pocket
expenses (e.g., parking, gas stipends, babysitters, etc.)
should be provided.
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Language/culture

Especially when working on
multicultural or pan-Canadian (with
francophone/anglophone partners)
research projects, issues of
language and culture may arise that
can negatively impact upon a
knowledge user’s ability to
effectively participate in the IKT
process. For example, some
partners may have difficulty reading
or speaking in their second
language and, thus, may not be
able to express themselves fully at
meetings, leading to frustration.

If your project involves partners from more than one
linguistic group, then effort should be made to provide
translations of key documents. Such translations can be
built into budgets. During meetings, effort should be
made to give ample time for members speaking in their
second language to speak and complete their thought
before interjecting. Regarding culture, it can be useful to
be aware of one’s own academic culture and modify it
when necessary. For example, non-academic partners
may not be used to long research meetings with a
packed agenda and many discussion points.

Power differentials

Power differentials — including
gender/race/age/education — may
deter knowledge users from being
able to fully speak their mind. This
may be particularly acute for
community-based partners
(especially those from minority
and/or marginalized communities)
who may be intimidated at the
prospect of working with academics
from a university setting. But power
differentials may also be present
within the health field and an
imagined hierarchy between
disciplines can lead to feelings of
unease among partners.

While it is not possible to make long-entrenched power
differentials disappear overnight, it is important to be
aware of them and takes steps to minimize their impact
upon knowledge user participation. This can be
accomplished by ensuring that everyone is respectful at
all times and that partners are provided with equal
opportunity to participate without being interrupted by
those in position of higher power. For example, meetings
can be structured so that each partner has a set amount
of time in which to speak during which other members
are not allowed to talk. Additionally, input can be sought
in writing before meetings and these comments
circulated to other members and then discussed
sequentially at the meeting.

Knowledge

Non-academic integrated
knowledge users may often lack the
scientific training and
methodological training to fully
understand the ‘lingo’ of the
researchers.

It may not always be appropriate to involve all integrated
knowledge users in the nitty-gritty technical design of a
research project, but this must be discussed openly and
agreed upon. Researchers, nevertheless, must take
care to explain concepts in a non-technical lay language
to partners lacking an academic background and be
ready to answer questions that may be posed.
Additionally, researchers should remember that, while
they may have the technical knowledge, all partners are
equal by definition, and everyone brings their own valid
and valuable expertise to the process.

28



Geography

Particularly given the geographic
scope of Canada and national scale
of modern research, it may be
difficult for researchers and
integrated knowledge users to meet
face-to-face or travel times may be
quite long. The literature,
nevertheless, stresses the
importance of face-to-face contact
in developing collaborative
relationships. This may be
particularly important for non-
academic or non-institutional
integrated knowledge users.

If possible, travel costs (e.g., airfare) can be built into
grant submissions for face-to-face meetings at project
outset and wrap-up. Information technology resources
should also be exploited, including video- and
teleconferencing technologies, as well as online meeting
services where presentations and text documents can
be jointly viewed and edited (e.g., www.webex.com).
Care should be taken, however, when using these to
ensure that people ‘on the other end of the line’ are
included in meetings and given ample opportunity to
interject with their comments. In cases of long travel time
(e.g., with rural communities), it is important for
researchers to not always expect partners to come to
their university, but make the effort to hold meetings with
the partners in their own community. Use can also be
made of common national conferences where many or
all partners attend.

Critical to overcoming these and other barrierépigesearchers to develop skills other than

strictly methodological ones (Israel, 1998). Thesgy include: active listening skills, lay

communication skills, nominal group processes, hiatjon and conflict resolution skills, ability
to work in multicultural environments (including ttidisciplinary cultures), self-reflection skills,
able to admit one’s errors, and, most importarymility.

Summary points

Barriers should be expected and acknowledged, skscband given due
consideration, and then mutually tackled in ordepvercome

Identification of barriers can be accomplished tigto formal means, such
as anonymous questionnaires, or informal meansudjhr frank discussion
Researchers must learn others skills to augmeintrtiethodological and

scientific ones
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b) Jointly building on the facilitators of knowledge user involvement

While there may be many barriers when engagingitka process, there are also many
facilitators to integrated knowledge user partitga It is very important to: 1) explicitly
identify and assess these facilitators and 2) emtistbuild and expand upon them. Identification
of facilitators can be accomplished through eitherformal or informal means mentioned above.
Once facilitators have been identified, a conceetitart should be made by everyone to build
upon them. For example, if questionnaires inditdada partners found a particular way of
running meetings to be useful (e.g., having a aedey chair, consensus rather than majority
decision making), then that method should be etilim future meetings. These facilitators can
be incorporated into any research agreement bettheamsearchers and knowledge users (see
section 6).

Table 3(b): Practical tips for facilitating effective IKT process

Hire members of the integrated knowledge users’mamity (even
professional community of practice) to work as caators of the
project or research assistants in data collectiohaamalysis

Make use of e-mail to circulate, on a regular hasesvs about the
project and solicit integrated knowledge user pgrdition on any
special issues that may arise (e.g., low recruitmeges)

Encourage face-to-face contact by ‘piggy-backingother events
that may bring partners together (e.g., confereratgscal team
meetings)

Cycle the location of meetings between researdngst(e.g.,
university, hospital) and integrated knowledge ssttings (e.g.,
community centres, group practices, local healémaugs)

Rotate meeting chairs on a regular basis, so tteyene feels
included in the running of the project

It is also important to explore other facilitatdinsit might be underutilized. This
especially pertains to the resources the partroersl dring from their own organizations. In
particular, making the most of partner social apguch as existing human resources, not just in
terms of intellectual input into the project, bathelping with some of the ‘leg work’ activities
such as organizing meetings, preparing agenda/esnabontacting fellow partners about follow-
up issues, etc. This both aids to alleviate sontee@administrative workload of the researcher,
which can be higher for IKT projects, fosters coranship of the project, and also promotes
empowerment and capacity building of individual Wiedge users.
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Case study 3(b): Dividing up the work

While all partners should have equal say in theegmance of the stud

not all partners will make the same contributio®®hile researchers wil
contribute the bulk of the scientific know-how, kviedge users will contributg
important knowledge and contacts from the contextahich the results will be
used. This will help assure that the question mintdated and the research |is
structured in a way such that it increases itsveglee to end users and that resdlts
will need less “translating” after the fact in orde put them to action.

But what else can the integrated knowledge useribate? Industrial o
commercial partners probably have well-develop&damisational infrastructureg
in place and can make in-kind contributions to @cbpdministration, from clerica
support through tool development.

Example 1 — Administrative Suppofn IKT project partnering researchers withfa
pharmaceutical company can avalil itself of theetdtadministrative support fo
such items as advertising for participants and tddeng and transcribing o
research team minutes. The partner can also prodiilee space outside thg
university to facilitate meetings within the orgsation or community where thg
research is being undertaken

Example 2 — Technical Suppo/n IKT project partnering researchers with a
health professional association to investigategasibnal use of digital decision-
making devices, can use the latter’s informatiaht®logy department to create
the data tools needed to poll its members and waalge across practice networks.

Example 3 — Intervention Fundintyn an IKT project with intervention and
evaluation components, funding intervention cam lsballenge as most funding

mechanisms only allow for research salaries (as#istcollaborators, etc.) .
Integrated knowledge-user partners can provideysaigport or in-kind human
resources to fund the intervention team.

One final comment should be made to stress theriiapce of initial face-to-face time,
where feasible, as perhaps the most importanititoit of IKT projects. Rather than being a
disembodied voice on the phone, face-to-face mge®o a long way to establishing trust and a
positive working relationship with new knowledgestsswho you may not know (especially for
community-based partners).
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Summary points:

Facilitators to an effective IKT project shouldalse expected, and
accordingly identified and built upon to make thegess even better
The resources of the integrated knowledge usegsi{gman
resources) should be examined and utilized as pppte
Face-to-face contact is key

Suggested reading for this section:

* Israel, 1998
e Jones, 2007
* Minkler, 2005
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SECTION 4: ENGAGING IN COLLABORATIVE RESEARCH DESIG N
Learning objectives:

1. Learn how to identify issues that are importarthresearchers and integrated
knowledge users alike and mesh them together.

2. Learn how to operationalize these issues into giad$earch questions.

3. Learn how to choose appropriate, clear and feapitdeities for each research project
based upon these questions.

a) Identify the issues that need to be addressed@jointly develop research questions

Now that all researchers and integrated knowledgesurelevant to the research project
are around the table, a genuine process of coldbormust be embarked upon in order to both:
1) identify specific issues that are importantie integrated knowledge users and 2) develop
research questions based upon this input and skeanehers’ scientific expertise. It is important
during this stage to not force the research plah@fesearchers upon the knowledge users. It
should also be stressed at this point that IKT smgdy any means entail that the researchers’
research plan should be flatly rejected in defezdndhat of the integrated knowledge users.
Rather, the idea is to turn this plan intoadlaborativeone that both incorporates the researchers’
own interests and proposals as well as the needsfied by the integrated knowledge users
who will actually use the results of the researchriactice. That is, to reflect upon the needs of
the integrated knowledge users and to see how tieesis can be successfully merged with those
of the researchers to come up with research qumssitiaportant to all. Essential skills in this
process include:

* Becoming an active listener of the points raiseddsgarchers and integrated knowledge
users, which means to take a genuine interestsintbow-up questions to explore the
issue even further.

* Becoming open to alternative ways of knowing onfirgg issues in non-medical or
scientific terms that may better capture the ‘lieegberience’ of the knowledge users.

* Recognizing that each member brings his or her expertise to the table, and that no
one person’s input should be valued over another’s.

* Being flexible in one’s goals and showing willingseo compromise and move beyond
one’s initial ideas.

« An ability to provide everyone with equal opportiyrivy, for example, not relegating a
partner to the sidelines due to non-proficienchaimguage.

Once again, there are systematic methods and miorenial ways of learning about
integrated knowledge user issues. The use of eithledlepend on the type of integrated
knowledge users involved. Systematic, formal meshody consist of structured qualitative
interviews or focus groups with integrated knowlkedgers, followed by joint interpretation of
the data to abstract and discuss the main thereasfidd. Informal methods may include group
discussion(s) or having integrated knowledge useite out their own ideas of what issues need
to be addressed in their own context. More creatieéhods are particularly useful when
partnering with individuals or organizations fromnffefent cultural groups. These may include,
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for example, using the ‘photovoice’ technique wheaeticipants take pictures that they feel
reflect the realities of their communities or orgamg walking tours when researchers have the

opportunity to walk through their community of inést and meet people relevant to the project
(Wang 1997, 2004).

Table 4(a): Practical tips for jointly identifying issues

* The Nominal Group Technique (Moore, 1994) can bpleyed with a big
group of people, which first involves the use ofdirgroups to brainstorm
their ideas and, second, the bringing of all thalsgroups together to see
overlap and generate a final list.

A professional group facilitator can be employedha early stages to bring
the group together and catalyze the identificatibresearch issues in an
equitable and systematic manner

Organizing a day-long workshop that brings togetheearchers and
knowledge users to brainstorm in a neutral locatrath meals in order for
everyone to get to know each other

If not all partners can be brought together, userdime meeting system (e.g},
www.webex.com), which allows everyone at remotatmns to view
PowerPoint slides and jointly edit Word documents

Now that issues have been identified, the task isadw collaboratively turn these issues
into a realistic research project. The challengepadingly, is to turn the many issues identified
by the researchers and the integrated knowledge urge questions that can be addressed by a
research project. This is where the researcheiensiic skills can be particularly valuable and
may be a good opportunity to introduce partnertout an academic background to the
scientific method. The idea is that there is arharge of expertise here between researchers and
integrated knowledge users, so that the questi@igievelop reflect the needs of the partners
with the scientific rigour required for academisearch and for success in funding. That is to
say, develop questions that do not just fill a oaghe literature, but also a gap ‘on the ground’.

34



Case Study 4(a): A partnership with policy makersér women’s health

The Women’s Health Surveillance Report (WHSR) wasdti-sectoral
initiative aimed at making a significant contrilmrti to the understanding ¢
gender-related health disparities in important six&avomen’s health. The projegt
was a collaborative effort between the CanadianuRgipn Health Initiative
(CPHI), Health Canada, CIHR, Statistics CanadatuStaf Women Canada, the
Centres of Excellence for Women’s Health, univgrglepartments and expers
and practitioners in women’s health across Canauatarnational collaborators
were also involved in the development and reviewth&f report. Funding wa
provided by CPHI and Health Canada. The WHSR reptes a significan
knowledge translation effort, involving an interdinary systematic review o
existing research, the development of recommenugtior improving healt
surveillance activities, setting policy for womeiisalth priorities and the use offa
variety of dissemination strategies to reach deensdiences. Significant uptake pf
the report’'s findings and recommendations, by ptraners, policy makers
researchers and the general public, was achieved.

The interdisciplinary input used to develop the WRHBas essential to thg
policy development cycle of a sustainable womeréslth surveillance systenj.
The external consultation provided many good ideathe content, disseminatig
and use of the report: some of these were usedttweds noted for future reports.
For instance, there were suggestions for reseanchlifferent women’s healt
issues, but reliable data on those topics wereaiways available. It was alsp
suggested that more consensus around a concemoaviork should have beg
obtained at the beginning of the research to gtingechoice of topics for thg
report.

While the collaborative and consultative processesployed in the
preparation of the WHSR were invaluable, it wasasamnally challenging tc
reconcile the intended quantitative/statistical rapph to the WHSR - i.e
analyzing the available data and attempting to ntakemmendations on the bagis
of evidence of effectiveness — with the discipliaesl expertise more often fourjd
in gender and health research, such as socialcegein retrospect, further steps
could have been taken to better prepare the auythaech as short training sessiops
in the appropriate methods and distribution of @el chapter” for guidance.
(DesMules, 2004)

The questions that you develop should have bropdastifrom all researchers and
integrated knowledge users alike. If all partieth project cannot come to an agreement or feel
as the project has strayed for the worse from tlggnal interests of any of the parties, then
consider whether you have chosen the wrong partoetise project (i.e., perhaps they are not
the appropriate integrated knowledge users fordbearch question) or whether the IKT
approach is a good fit for the research team (setos 1). This issue can be turned on its head in
the case of integrated knowledge user questioragotement might indicate that they have
approached the wrong academic disciplines or tlomgvimdividual researcher(s). Other
interpretations include the fact that the reseaschrd integrated knowledge users are — for
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whatever reasons — not ready for this IKT proje¢hes point in time. In such cases, the project
should not be started as commitment is an absmgtdgrement from all of the partners.

Summary points:

* Research needs must be jointly identified by irdesg knowledge
users and researchers alike
All partners must be good listeners, flexible iralyo open to

alternative ways of knowing and doing things, aecbgnize/respect
each other’s expertise

These needs must be turned into researchable opgstispecially with
the scientific expertise of the researchers

b) Selecting priorities that are realistic, feasil#® and important to all parties

The above process may leave one with an unmanagpkabhora of issues, each
important in their own right, and research questj@ach worthy of a grant in themselves.
Therefore, of all the points raised, it is advigatal focus on one main topic, especially for those
starting out with IKT projects. Again, it is imparit to stress that this should not just be the
researchers’ priorities, but the priorities of theegrated knowledge users as well. This
narrowing-down can be a complicated process, frawgh the potential for conflict given the
competing demands placed upon integrated knowladeges (e.g., for practical results that they
can apply in their context, in line with governmeuoticy) and researchers (e.g., for time
commitment, to submit grants and publish papemneissues to consider when selecting
priorities include (CCPH 2006, DUITT 2005):

* Is the priority unifying or divisive?

« Will it have real benefits for the knowledge users?

e Does it have the support of all knowledge usersrasdarchers involved?

* Could it constitute a cohesive, do-able researofept?

* What barriers might such a priority run into andidathey be sufficiently overcome to
ensure the success of the project?

* Would it enable the knowledge users to utilizertlogin resources for the project?

« Does the project offer opportunities for capaciiding?

* Are there funding opportunities?

No quick consensus or vote should be made whentsgjgriorities; extensive
discussions are required in order to ensure thanegartner feels as though their own priorities
are being marginalized. With large numbers of irdégd knowledge users where extensive
meeting time is prohibitive, as in the case ofarai research networks, tBELPHI technique
is often used to select priorities through writtext and email. In any case, this collaborative
process might necessitate adding some short-telimedbles for the integrated knowledge users
who will not be used to the long time frames of jmegsearch grants. This helps to both maintain
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their interest, justify their participation in thesearch process (especially to their respective
organizations), support co-learning, facilitatepasaty building and aids in the iterative process
inherent to most partnership projects.

Case Study 4(b): Engaging in collaborative researctiesign

i) Aligning projects with realities of funding

There is a research funding opportunity in colomcea requiring that the
researchers partner with patients or communitiemily medicine research group
has a high level of the necessary expertise, BuCttmmunity Advisory Committeg
(CAC) from a practice-based research network hastified their priority to be
research into illicit drug use. One researcherasriin trepidation out to the CA(
meeting and informs the group of the funds and labk expertise, whils
acknowledging that he knows that this subject isome of their interests. Howeve
during the CAC meeting, one member needs to leawastt her father terminall
ill with colon cancer, and another expresses dreatration that her husband wi
not go for colonoscopy after his father had beeagmosed with the illness. Whg
was the end decision? The CAC voted to partner thighresearchers and apply f
funding (it was successful), and the researchemnzed to try to find expertise a
funding for a future project in illicit drug use.

(Westfall, 2004)

il) Developing a research project with women priemn

A family physician has cared part-time for womeis@ners in a minimum/mediu
security prison for ten years. Her research questiere to: 1) determine wheth
it was feasible to engage women inside prisonzinidj participatory research, a
2) identify the health concerns that participattigalth research could addre§
inside a women'’s prison. In the summer of 2005, wonm prison and prison sta
(correctional officers, contracted health and hpeafessional staff) werg
interviewed. The questions included: “Tell us wigat think are the major healt
concerns for women in prison that the prison pigaiory health research proje
should address?” Data analysis showed five majtagoaies from both prisonerg
and prison staff: addictions and mental health; Hi¥patitis and infections; heal
care in prison; life skills and re-entry into sdgi€including homelessness a
housing); and children, family and relationships.tthe fall of 2005, all wome
prisoners, prison staff, management, and researgbarticipated in a one da
meeting in the prison gym to discuss the intervigwlings, brain storm ideas fo
potential health research interventions, and inwtEmen and staff to assist
writing a research grant. The ecological healthceoms of life-skills, re-entry ant
family became the priorities of the ensuing fundmison participatory healt
research project.

(Martin, under review)
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iii) Realities of the partnership

A researcher knows of a situation where studemtdrawelling from great distancds
to attend junior college, and where the drop oté¢ each year is high, but marg
students eventually return and finish their coursesnetimes years later. He hgs
significant discussions with the director of thdlege and some students resultifig
in strong interest to form a partnership of studenbllege staff and researchersjto
better document the actual numbers eventually cetingl college, and to intervie
students to understand their challenges. The eafligdo use results to develdp
programs to support students complete their trgirtifowever, there is a change |n
leadership at the college and the new director doésee this proposed researchjas
a high priority. The proposed research agendat@ibsaterialize.

iv) Coming to a common understanding

Researchers were interested in evaluating ‘adwarmsets’ that had occurred to
patients and proposed this idea to clinicians pnaetice-based research network
and its Community Advisory Council (CAC). The CA@posed that a patient
survey, parallel to the survey of network provideosidentify community
perceptions of adverse events, would provide a roomgplete picture of this issue
The CAC members felt very strongly that ‘adverserds’ were better described a
‘medical mistakes’. The group also believed thangisocal newspapers would
distribute the survey to a high number of patiemiz short period of time.
Researchers understood and agreed with the CAGestions. In the
guestionnaire, which was jointly finalized by resémeers, clinicians and patients
participants were asked to report “any event yauitdeish to have happen again
that might represent a threat to patient safetife fiesearch findings resulted in a
system to make reporting medical errors easy,aadeeliable: interventions
designed to reduce error. The CAC assisted witha diaalysis and interpretation,
co-authored a manuscript, and presented findinggcat and national meetings.
They also ensured that study results were shardgdocemmunities by writing an
article about the study and results for publicatiolocal newspapers throughout
the network region.

(Van Vorst, 2007)

The overarching goal of this exercise of selecfirigrities is to clarify expectations
between all parties — i.e., to make sure that ererys on the same page — in order to mitigate
conflict or disappointment down the line. Detaitlidcussions also help in team building as
everyone comes together and learns more aboutotlaeh Furthermore, it aids in ongoing
evaluation of the IKT process in that transparamdhmarks are set against which the long-term
progress of the partnership can be judged.
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Summary points:

Limit oneself to one main priority for the reseaproject, which
must be jointly agreed upon from all the issuesiified previously
Consider the fit of this priority with the reseangartnership, the
reality (in terms of funding and time) of the siioa and capacity
building

For large groups, employ a systematic techniquedtacting a
priority (e.g. DELPHI)

Suggested reading for this section:
« CCPH 2006, Unit 2
e Martin 2008
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MODULE 5: GOVERNANCE
Learning objectives:

1. Learn about the different models of joint goverreaand various decision-making
processes.

2. Learn how to share leadership of projects and ifferent roles that integrated
knowledge users can play in order to put their eigeeto good use.

3. Learn how to enable successful group practicesdhagen open communication and
equitable participation.

a) Joint governance and decision-making

In order to ensure that the principles of IKT atdyt put into practice, formal
mechanisms are needed that support the team appodcsolidify the channels for everyone’s
participation in the project. Indeed, the discussineeded to develop these mechanisms
frequently serve as a crucial way of increasinguhéerstanding and trust between the various
parties. To accomplish this, potential modes aftjgovernance and decision-making of the
project must be reviewed and mutually agreed upoe.-Aegotiation on how the project is to be
governed and the setting out of procedures for thegisions are to be made. Once again, care
should be taken to engage the integrated knowladges in this process to jointly arrive at a
framework. They should not just be asked to agvdbe proposed framework put forward by the
researchers, but all team members should havepi@toinity to contribute intellectually to
developing agreements that respect the natureeatearch project and their own particular
context. The first paragraph and table of thisisaaieal with joint governance, and the second
deals with shared decision-making.

There is no ‘one size fits all’ solution for joigbvernance in IKT projects. Various
governance models are available. The one selsbtmdd depend upon the scale of the project
(for instance, larger projects of a national sca#g require more administrative layers) and type
of integrated knowledge users involved (for exambplesy institutional practitioners and
community members may not be available to contelout a day-to-day project management
basis). That is, the complexity of the governancelehis a function of the size of the project and
the culture of the integrated knowledge users (idrgprofessional or ethnicity-based). The key
theme in any model agreed upon, regardless ofritstare, is equitable representation of
integrated knowledge users at the highest or ulértevel of governance and decision-making of
the project. Such equitable representation is meaensure genuine shared control and equitable
participation from integrated knowledge users kingbortant junctures of the project - not only
to inform design and methodology, but also to nambngoing translation of knowledge
throughout the process. Summarized in the tabewbate some of the various ways with which
to formalize this. The table represents a spectwith, more researcher-controlled projects on the
left and more integrated knowledge user-contratledhe far right. We advocate the middle,
which maintains a good balance in terms of gensiraged decision-making.
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Table 5(a):

Types of Joint Governance

Type Description Suitable for: Advantages Disadvantages Practical tips
Ad-hoc Bringing in Very small Limited Can be heavyon |« Keep all
integrated projects (e.g. pilot | administrative researcher integrated
knowledge studies) with bureaucracy, control, as they knowledge users
users as relatively few thus speeding decide when to up-to-date
needed on and | researchers and | along the bring in through emails
individual integrated decision- integrated or newsletters,
basis, knowledge users | making knowledge users. so no one feels
according to involved. process. Partnership not left out.
the issues at Enables one- formalized. « When a crucial
hand. on-one decision needs
relationships to to be made for
develop. the project,
inform all
partners and
provide them
with the
opportunity to
take part in the
decision-making
process.

» Ask for written
feedback from
integrated
knowledge users
if a face-to-face
meeting is not
planned.

Integrated | Incorporated All projects, Integrated Some integrated | » Consider forming
integrated though very large | knowledge knowledge users a sub-committee
knowledge projects might users and (especially to deal with nitty-
users into the want to consider | researchers patients or gritty scientific
researcher/inve | mixing this with make joint community-based issues.
stigator an Advisory decisions partners) may « Maintain an
committee — Committee. together, as all | feel equal balance of
i.e. making are part and uncomfortable research and

them ‘part of
the research
team’ along
with other co-
investigators.

parcel of the
same team or
working group.

discussing
complex scientific
issues, and feel it
an unproductive
user of their time.

integrated
knowledge users
at the high level
of decision-
making.

 If sub-
committees are
formed, ensure
that integrated
knowledge users
area afforded the
opportunity to
participate.
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Advisory
Committee

An Advisory
Committee can
be formed
consisting of
integrated
knowledge
users (but with
some
researchers if
appropriate). It
can offer input
and advice on
the general
direction of the
project at pre-

Larger projects
with multiple
integrated
knowledge users,
or projects of a
national scale.
Works especially
well for
community-based
projects, in
particular in
communities
previously
harmed or
otherwise

This Committee
can serve to
provide the
integrated
knowledge
users with a
place to freely
discuss their
concerns semi-
independently
—orin some
cases
independently
— of the
researchers,

Can be
administratively
burdensome and
it may take longer
to make a
decision,
especially if back-
and-forth is
required between
the Committee
and the
researchers.

» Make sure that
the Advisory
Committee has a
very clear
mandate that is
written into any
partnership
agreement (see
section 6).

» Consider setting
up a small
subset of the
Committee that
can deal with
more

determined disenfranchised thus enhancing administrative
frequencies, or | by research). their issues and thus
researchers Also useful for participation. offer a faster
can defer to it communities of turnaround on
specific issues | practice. decisions
before final between
decisions are meetings of the
made (e.g. Committee at
methods, large.
publications,

staffing,

budget).

These three alternative models of shared goverranmeceot meant to be mutually
exclusive. Rather, they are meant to be combineddrand matched depending upon the type

and needs of the project.

The most common ways of approaching joint decisiaking are: 1) majority vote, 2)
consensus building and 3) the 70% rule. The firsy e the easiest of all the methods, but it is
also fraught with the greatest chance for confbcirise. Using a simple majority, especially
when making very important decisions about thequtg direction, can lead to a sizeable
number of participants (the ‘other’ 49%) becomitgedfranchised and feeling as though their
voices do not count. Also, decisions can be bigstére are more researchers around the table
than integrated knowledge users and vice versam@sioned above, equal representation and
quorum when decisions are made are crucial.) Censdouilding, on the other hand, does help
to generate a genuine sense of inclusion withinjaintdl ownership of the project, but can be a
time-consuming and often frustrating process. Furttore, consensus may not always be
possible on all issues and is not always necesgaeyn making more administrative decisions.
One intermediary between these two approacheg ig8G%o rule (Becker 2006). This can be
applied in two ways. First, rather than a simplgamiy vote (i.e. 51%), a majority vote of 70%
of members must be obtained before a decision genrdternatively, if consensus is desired,
members do not all have to 100% agree with thesaetiinstead they can each agree only 70%
with the decision. That is to say, everybody mgsea that the final decision is one that they can
live with — even if it is not their preferred cheidOne final thought should be kept in mind: joint
decision-making can become unwieldy in very largaug, where everybody has a different set
of priorities and agendas. Accordingly, it can keful to decentralize decision-making to sub-
committees that are charged with meeting a spesgfiof the project’s goals.
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Summary points:

« Integrated knowledge users should always be aftbtide opportunity to
participate in the highest levels of governance @gasion-making.

* There are many ways of going about sharing govemand decision-making,
and the various options need to be discussed atghityuagreed upon by
researchers and integrated knowledge users.

« The complexity of the governance model and decisiaking procedure should
reflect the scale of the project and the culturthefintegrated knowledge users
involved.

b) Deciding upon leadership and roles

In order to reduce later confusion or potentialftondown the road, the project
leadership and roles of both researchers and kidgwlasers should be jointly agreed upon. It is
very important that these are made as explicitéear as possible. It is important to be creative
and flexible when deciding upon project leadershii,just because IKT is built upon shared
governance and decision-making, but also becasgemsibilities and burdens can be shared
amongst all parties and their expertise put tocéiffe use. Moreover, flexibility is required as the
roles of partners may fluctuate over time accordanthe tasks that need to be done at various
stages of the research project.

Even though funding agencies often require a notethgrincipal investigator to be listed
on their grants, it should not be assumed thatpison is the sole leader with ultimate authority.
(In the past, this was always someone with an awadappointment.) Today, some CIHR grants
allow a nominated integrated knowledge user toesasvprincipal investigator and to hold the
research funds at their eligible non-academictunsdins. Integrated knowledge users should
have the opportunity to assume leadership rolethéoproject as a whole or for parts that are
most relevant to their expertise, whether or neytthoose to take on such a role. For example,
when recruiting research subjects from a specdiomunity, it may be appropriate for members
from that community to lead the development of@ugment strategy and oversee its
implementation. Additionally, an integrated knowgeduser will often be the best person to act as
the primary advocate disseminating the researcalitsgsee module 9). When regular meetings
are held, researchers and integrated knowledge naartake turns chairing meetings and share
the administrative load of preparing agendas amuites.

Crucial decisions should also be made on the adlése researchers and knowledge users
during the various stages of the research prdy@stinstance, it may be jointly decided that the
researchers will be solely responsible for therddie aspects of the project (e.g.,
methodological design, statistical analysis, etnd knowledge users for active dissemination
(e.g., be the ‘face’ the project to community ag& academic detailing, advocacy for change,
meeting with health planners, etc.). If there ibéoa Steering Committee or Advisory
Committee, then its role in the project and thepgcof its authority should be clearly set out.
Some other sample roles that knowledge users egnmilude (adapted from CCPH 2006):

» Develop project, processes, procedures and polic&gsupport the IKT initiative.
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» Identify an intervention plan for research resafipropriate for their members or
context.

» Develop and/or review grant proposals, scientdigrpal articles and presentations.

* Where more than one data collection method exudtsr{ with no ‘gold standard’), the
knowledge users can identify the methods most ggpjatte or acceptable for their
members or context.

* Facilitate two-way communication between the proged the overall knowledge users
of the research results (e.g., the profession&ges, community organizations, the
media, etc.).

* Recruit new integrated knowledge users to the pt@e needed.

* Summarize group discussions and show appreciatiogvierybody’s participation.

* Integrated knowledge users can be hired as reseacctinators and/or assistants for
the project.

Summary points:

* Roles of researchers and integrated knowledge abkesneed to be entirely cle
and result from discussion.

» Flexibility in these roles is essential, as theyrohange over time as the project
develops and moves though its various stages.

* Integrated knowledge users can assume many innevaties beyond a traditiondl
‘advisory’ capacity.

c) Group dynamics

The group dynamics for any IKT project should biéuenced by the principles of: 1)
open communication and 2) equitable participat®ecker, 2006). Key for the success of both is
to set, at the outset, clear and realistic goasghit the needs (e.g., promotion and tenure $ssue
amongst younger academics, desire for rapid chemgeswer organization questions or address
health disparities in a community) and pragmatidsath researchers and integrated knowledge
users (e.g., funding cycle periods, slow diffustdiknowledge amongst communities of
practice). Written operational norms or codes bifastalso play a crucial role (see section 6).

1) Open communication: The over-arching princi&spen communication must be honesty
and transparency. This means to:
» discuss important decisions and only make a detistten the group is ready to do so;
» frankly talk through any disagreements or conflttist may arise;
» keep one’s word and never make promises that cdrenkept;
* Dbe realistic about goals and results from the oués;
* make decisions according to the agreed upon opgratirms, and never exclude any of
the partners from this process even if you fedi tiiiay may impede it.
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Table 5(c)i: Practical tips for open communication

» Distribute agendas in advance of meetings so [jaaitits know the issues to be
discussed and can think about them ahead of time

* Promptly circulate the minutes to meetings withdleeisions made clearly
highlighted so everybody is on the same page aovde an opportunity for
corrections/modifications if needed

* Make an effort to communicate with partners whoeaaosent at important
meetings to ensure they are up-to-date and obitainihput on any important
decisions

» Be available to all partners by email and phonerasgond to messages in a

B N R e

2) Equitable participation: The intention of eqbi@participation can be understood as two-fold.
First, it is to acknowledge and seek to rectify plogver differentials that exist between
researchers and some knowledge users (e.g., acadeatifications, gender, ethnic origin and
age). Second, it is adopt strategies that acteebpourage participation and strive to create an
environment that is conducive to such participation

Table 5(c)ii: Practical tips for equitable participation

» Use group facilitators to run meetings and ensaedverybody has a chance
speak and that no one person (or group) dominagesimys

» Rotate meeting chairs between researchers andateeilgknowledge users so
that all partners have the chance to set the faaeneeting

» Ask for written feedback on issues or documentsutating in order for partners
who may not feel comfortable participating in laggeups to provide input

* Divide the partners up into sub-committees of 8&6pe, each charged with a
certain task or meeting a certain goal (e.g., agita consent form, developing
dissemination strategy)

» Assigning individual work to partners who are iet&ed

Be creative in how you choose to implement thegseqrinciples that enable a successful
IKT process — i.e., don't be afraid to think ‘oulsithe box’. Moreover, these principles highlight
the point that researchers should not assumertteggrated knowledge users are not interested in
a certain task, responsibility or otherwise (estatistical analysis, data collection) and vicesaer
Every partner must be afforded with equal oppotiutt engage, even if that opportunity is not
taken up on.
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Summary points:
» Effective IKT processes are built upon the prinegobf 1) open
communication and 2) equitable participation.
* Think ‘outside the box’ when devising ways to phge principles into
practice.

Suggested reading for this module:

* Becker 2006

« CCPH 2006, Unit 3
e Quinn 2004

* Wallerstein 2006
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SECTION 6: ETHICS AND PARTNERSHIP AGREEMENTS

Learning objectives:

1. Learn about the ethical considerations inheretiinprojects that necessitate a
discussion that goes beyond the principles trathily underlying research ethics.

2. Learn that IKT ethics endows both researchers atedjiated knowledge users with
clearly defined rights and responsibilities, andenstand the value of jointly negotiating
these with respect to trust and mutual respect.

3. Learn the advantage of written partnership agre¢ésnand some models/examples for
developing them.

4. Learn how Research Ethics Boards (REBs) may appridk projects, and strategies for
working with REBs to ensure an adequate and tiraglics review.

a) The need for ethics specific to IKT

The basic premise of the ethics of research inugliumans is to ensure protection for
individuals who agree to take part in a researdiept. In Canada, the Tri-Council Policy
Statement (TCPS): Ethical Conduct for Researchltwg Humans (Tri-Council 1998, which
incorporates the fundamentals of the Belmont RegrudtDeclaration of Helsinki) is the main
Canadian guideline for research involving humartigipants, and it is based on the moral
imperative of ‘respect for human dignity’. This ams that researchers should only conduct
research that leads to acceptabies(i.e., the creation of beneficial and generalizdslewledge
for society) and using morally acceptabieand(i.e., never treating the subject merely as a
means, but rather as having intrinsic moral wortth dignity). From this overarching principle
of respect for human dignitgentral ethical obligations are derived to properticipating
individuals. These are: Respect for Free and Indor@onsent; Respect for Vulnerable Persons;
Respect for Privacy and Confidentiality; Respectligstice and Inclusiveness; Balancing Harms
and Benefits; Minimizing Harm; Maximizing Benefit.

IKT projects involve partners with differing bapiounds and divergent agendas, shared
governance and decision-making, co-creation/owmngishknowledge and joint dissemination
and publication. Because there is the potentidlttiearesearch process and its results will affect
many people, each choice can have complex etlmgaidations. As such, one must look
beyond - while not forgetting - the traditionaluss as outlined above and also consider issues
that will frame ethical conduct between partiesbdi)ding trustbetween researchers and
integrated knowledge users and@)tual respectiKT projects also require an expanded ethical
discourse that includes both informed consent dividualsandthe additional group or
communal consent of the organization or commurfiiptegrated knowledge users (including
communities of practice). Communal consent is irtgurbecause the potentiaipactof
research results on targeted organizations or groap continue beyond the scope of one project
(i.e., positively through additional research petgeor negatively through stigmatization caused
by publishing negative results). In addition, miiggagreed upon mechanisms for benefit
sharing should be in place to prevent inequalgethat both researchers and knowledge users
have access to the real, concrete benefits of Wagk. Finally, it is important to prevent

! The TCPS is currently being revised. This moduég time updated to reflect any relevant changeseitiitial
version of TCPS.
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exploitation in the context of IKT by ensuring theotection of vulnerable populations and by
ensuring that communal consent is genuine andseut as a rubber stamp.

Box 6(a): Main ethical issues to consider in IKT pojects

Although it is by no means an exhaustive list,ftllwing five issues are of

paramount concern when engaging in an IKT projétexibility and the ability to
adapt are key, as not every IKT context will needddress each of these issues to te
same degree.

Building trust between researchers and knowledgesus

Maintaining mutual respect amongst all parties

Obtaining communal consent

Agreeing on mechanisms for benefit sharing

Preventing exploitation of knowledge users (esplgorghen working with
traditionally marginalized communities)

arwnE

Researchers and integrated knowledge users néedéoa heightened awareness of the
potential ethical challenges characteristic of #Id openly discuss them to reach agreements
outlining how they will be addressed. This is esgy important when partnering with
vulnerable communities that have previously bedaestied to top-down researcher-driven
projects, where dissemination of results did n@uoevithin the community, or where external
dissemination occurred without community knowledBfeere are many examples of researchers
who published negative results in named communitifsout consent (e.g., high rates of
alcoholism and suicide), which resulted in stigation of those communities. This notion can
also be important when partnering with communitiepractice where, in the past, research has
served to further entrench biases about certaifegsmnal groups and its members. Researchers
diligence in creating complex ethical agreementikhbe a function of: 1) the culture of
knowledge users (even when it is a professionalig)l and 2) the nature of the research project.

Finally, ethical principles should be considerethwi specific contexts. It is, therefore,
important to apply sound judgement as to whatedasst approach and to determine which
ethical principles are most relevant and salierat given situation.
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Summary points:

» Building trust, mutual respect, community conséenefit sharing and avoiding
exploitation are five ethical principles of centcaincern in IKT projects, in
addition to central notions of informed consentfadentiality, etc.

* How these principles are put into practice musbenly discussed and jointly
negotiated amongst researchers and integrated &dge/lusers at the beginningj
of the project

» The complexity of any ethical agreement depends tipe culture of the
integrated knowledge users and the essence oéskeanch carried out

b) Setting the rights and responsibilities of bothresearchers and knowledge users

Standard conceptions of research ethics tencete ¥he researched’ as having rights and
the researchers as having responsibilities to tfeegn, to not exploit, to treat with respect). The
ethics of IKT, however, sees integrated knowledggrsiand researchers as hawothrights

and responsibilities to one another and to thearebesubjects. Examples of each are
summarized in the table below (Macaulay 1998):

Table 6(b): Rights and responsibilities of partners

Researchers

Integrated knowledge users

Rights

To conduct scientifically rigorous
research that meets established
standards of excellence

To publish research results, as
long as it has been jointly
interpreted and everyone has
come to consensus or to include
a dissenting opinion.

To be consulted and involved, if
desired, in all aspects of the
research project and all important
decisions

To benefit from research results,
both in terms of new knowledge
gained and increased capacity to
address any problems identified
To come to consensus or to be
able to have, and write about,
dissenting opinions regarding
interpretation of research results

Responsibilities

To actively engage knowledge
users in the project rather than
consider passive acceptance as
sufficient

To provide resources to the
knowledge users to facilitate their
collaboration (e.g., travel/parking
costs)

To provide scientific explanations
to knowledge users in lay and
culturally-appropriate language, if
needed

To recognize the knowledge
users as co-owners of the data

To meet regularly with the
researchers in order to discuss
any issues that may have arisen
and offer prompt feedback

To promote the objectives of the
project and actively disseminate
its results within their institutions,
professional bodies and/or
community

To offer advice, at a minimum, on
the research questions, and
interpretation and dissemination
of data

To offer constructive input rather
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and research results, and thus than negative criticism, and work
involve them in any secondary with the researchers to modify the
analysis project as needed

= To help address any health or
social issues raised as a result of
research

These rights and responsibilities should be dismdjssegotiated and agreed upon before
the project begins. They should reflect the unicpadities of IKT projects and the specific
individual contexts. Valuable time is spent gettiagknow one another through this process of
negotiation that helps clarify what needs to beedimnpromote the success of the project. Such
negotiations not only help avoid confusion and mdrrstanding down the line, but also serve as
atrust-buildingexercise between parties Trust serves to makertject more feasible because
it diminishes potential concerns between reseasdad integrated knowledge users regarding
potentially conflicting ‘agendas’.

Moreover, by positing both researchers and integrehowledge users as havingth
rights and responsibilities, the additional and-efeentioned principle ahutual respecis
fulfilled — researchers do not take a paternalatitude to protecting the research subjects and
integrated knowledge users are empowered to taketare and engaging role in the project.

Summary points:

» Researchers and integrated knowledge users areveddaithbothrights and
responsibilities

e These rights and responsibilities must be discuaaddnutually agreed upon, which
is a trust-building exercise in itself

c) Negotiating written partnership agreements

We highly recommend the development of partneragieements, which will be distinct
to each IKT project depending upon its nature citvetext and the partners. When negotiating
these agreements, it can be helpful to review prtevagreements and guidelines (Boser, 2006).

Examples of such guidelines include:

* Royal Society of Canada 1995 guidelines for assggsarticipatory research projects (see
section 1, available &titp://www.lgreen.nej/

* New Reliability-Tested Guidelines for Assessingtiégratory Research Projects,
Appendix C in Community-Based Participatory Resed8econd Edition). Editors
Minkler M and Wallerstein N. Jossey-Bass (2008)id8lines will also be availableere

» Centres dedicated to participatory research suthed3etroit Urban Research Centre

*  Community-Campus Partnerships for Heaffers many other examples

e Center for Minority Health - Community Research Asiwy Board
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* CIHR Guidelines for Health Research Involving Algamal Peopldocus on partnership
research, include a useful template, and are higtidyptable to other contexts.

For research with Aboriginal Communities:
* CIHR Guidelines for Health Research Involving Algamal Peopleare mandatory for all
CIHR research funded after July 2008
» Some specific projects have published their owresanf ethics i.e., th€ahnawake
Schools Diabetes Prevention Project
e See Appendix for a broader list of Aboriginal andigenous ethics statements and
guidelines

For the sake of clarity and for future referentés recommended to developvaitten

partnership agreementts writing process is a worthwhile endeavout gidbbws both parties to
think about the rights, responsibilities and ralésall those involved in the project. A written
agreement can serve to bring together many of dhepthat have been discussed in the previous
modules.

Table 6(c): Practical tips for content of written partnership agreement

» The principles on which the partnership is based

» The research project’s objectives and goals (sedtjo

* How work will be divided between the various partngsection 3)

* The structure of the project’s shared governandenagthods for joint decision
making and operating norms (section 5)

* Roles of each of the partners (section 5)

» Rights and responsibilities of partners (sectioaspecially Table 6(b))

» Mechanisms for conflict resolution and ongoing ewaibn of the partnership proces
(section 7)

» Conflicts of interest and how they will be managed

V)

Preparing a written partnership agreement is parhagst desirable in large-scale or
national projects, where multiple partners are imed, and is extremely valuable in community-
based research, where the community has historice#n disadvantaged and thus hesitates to
agree to further research. It can also be usefuiulticultural environments, where a written
document can serve to minimize cultural misundaditegs as all parties have agreed to it. (Very
rarely, a written agreement may not be culturgtiprapriate, such as with some Aboriginal
communities.)

Different teams have developed different levelagreements that vary from more
general foundation principles, through agreemeutkning specific administrative procedures,
to very detailed Codes of Research Ethics (seeecabvebsites).
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Case study 6(c): Written agreements in practice

Example 1 — Written memorandum of understandifige Sandy Lake Health agd

Diabetes Project (SLHDP) is a community-based gqadtory research projeft

investigating all levels of cause, impact, comglmas, management and preventionj of
type 2 diabetes. The Oji-Cree community of Sandkel.@ntario, had the 3rd highgst
documented prevalence of this disease in 1992. ndonty leaders and Elders wanted to
know why, as well as how they could alleviate theden on future generations.
component of research was a proposed genetic stuthyestigate the prevalence of a
‘thrifty gene' in this community of 2,100 that eocages the efficient storage of fatjin
lean times; something that was once advantageamigptay ill-serves this populatiop.
Despite a well-earned modern history of Aborigimastrust of genetic research, foun

of any revenue that might result from this resegmdgram. This memorandum inclu
Sandy Lake First Nation, the University of Torontiee University of Western Ontarip,
St Michael's Hospital and Mt. Sinai Hospital, Tai@n
(Hegele, 1998)

Example 2 — Statement of principl@he following is a list of the principles used tine
tuberculosis project presented in Case study 2/d)hough these are oriented towagds
community-based integrated knowledge users, theyighly adaptable to other typesjof
projects (even communities of practice).

1. Plan the code of ethics / foundation principlesonjunction with the Community
Advisory Committee, community associates and caltcommunities.

2. Honour the life circumstances of people we are wgrkvith and be guided by

mutual respect and appropriate confidentiality.

Be sensitive and responsive to the values, culamdspriorities of the individuals

and communities.

Promote sustainability of community networks argesech capability.

Research is to be responsive to identified commurgeds.

Research is to be educational.

Primary commitment should be to those who aresatand to enhance possible

coping strategies for those most challenged.

8. Advocate for equity to support those who have beasfchallenges.

w

No ok

(Gibson, 2005)
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Such a formal, written spelling out of these isstees be done either in a formal or an
informal manner. The most formal manner of a wnitpartnership agreement is a Code of
Research Ethics or Statement of Principles sigyedlllparties (e.g., thBetroit Urban Research
Centey theKahnawake Schools Diabetes Prevention Prograhe sample agreement provided
by theCentre for Indigenous People’s Nutrition and Enviment (CINE)with clauses that
specifically address all these points. A morernmfal approach, particularly with smaller
projects or with communities of practice, is fogrant proposal or research protocol to stand as
the written agreement. If this latter approactaken, there should be explicit mention of the
partnership and the topics listed in Table 6(clusthbe addressed in the protocol. In both cases,
the integrated knowledge users should not justeafgréhe documents, but be actively engaged in
writing and reviewing them because adequate oppityttust be given to everyone. The
process can, therefore, be quite lengthy.

Summary points:

» Written partnership agreements, jointly developgddsearchers and integrated
knowledge users, are advantageous for the salardfy@and future reference

« When drafting such agreements, refer to a settefeally-developed guidelines to
direct this process

» For large projects with community-based integrateowledge users, a formal code’Ff

ethics is recommended; for smaller projects witdo@munity of practice, the researgh
protocol can fulfil this role

d) Obtaining Research Ethics Board approval

All health research requires ethics approval bgcagnized Research Ethics Board
(REB), for which the majority are university or Ipital-based. It is now common practice in
Canada that all REBs include members from the géwemmunity to review all research
projects. Community members were added to REBsdar to bring a different perspective and
support research of increased relevance to thegatdiarge.

As IKT projects and more participatory approactoesesearch increase in frequency,
REBs will need to become familiar with the addisbethical principles outlined above and be in
a position to evaluate proposals coming in fronjgmts with researchers and integrated
knowledge users partnerships. There exists atpraseide spectrum of REB attitudes toward
this research approach. Some boards are very diygoand others still focus on the model of
traditional researcher-driven projects. In the azfghe latter, many of thethics review forms
checklists and guidelines were developed stricttyaf biomedical clinical research framework,
focusing on the principle of assessing risk to imfitrmed consent of individuals and, thereby,
not including assessment of risk to the knowledggr group or whether consent has been
obtained from that group as a whole. This will htewée addressed in the future through
education of REB members and revisions to reviawm$ checklists and guidelines. In fact,
groups in both Canada and the US are currentlyrtaeiddeg to develop REB/IRB training
curricula addressing the particular exigenciesawfrered research.

Some of the additional challenges for REBs inelud little guidance to evaluate
partnership proposals, (addressed somewhat by teatrelease of the “New Reliability-Tested
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Guidelines for Assessing Participatory ResearclieBts’ in Minkler & Wallerstein 2008); 2)
evaluation of research proposals where the partresd further discussions to finalise details
such as data collection tools; and 3) allowingdecisions or negotiating with community-level
or local ethics boards.

We recommend taking a ‘participatory’ approach viRtEBs not accustomed to reviewing
partnership IKT projects, through an early and emgalialogue with them. The content of these
early discussions can include 1) informing thentyeam of intention to submit an IKT project, 2)
resources available to the REB to help with etheegew (e.g. guidelines mentioned above), 3)
demonstration of the team’s willingness to answer@uestions that the REB may have and
even attend a meeting to do so, if requested, amdsbme cases, particularly with respect to
research involving vulnerable groups, encouragimegREB to bring in a representative from that
group to offer their perspective on the project] eequiring REBSs to respect any community-
level ethical review boards. Ongoing dialogue beiwthe project and the REB can be held at the
time of interim review and further facilitated dyetuse of amendments in order to keep its
members updated with modifications made as theg&rnership evolves.

It is also important that researchers explain theeg review process to any integrated
knowledge users unfamiliar with research ethicsthedeview process. The onlifieé-Council
Policy Statement tutorigproduced by the Interagency Advisory Panel oreResh Ethics) is a
good resource for this purpdse

Summary points:

* Some REBs may not be familiar with an IKT partngsipproach to research
and, hence, may lack the expertise and tools #sagke proposed project.

* An ongoing dialogue with the REBs, even before sgbion of protocol for
review, can be helpful in overcoming some of thesalenges.

e The ethics review process must be explained tgiated knowledge users who
are not already familiar with it.

Suggested reading for this module:
* Boser, 2006
Emanuel, Wendler and Grady, 2000
Fadem, 2003
NAPCRG, 1998
Weijer and Emanuel, 2000

Links:
* Declaration of Helsinki
* The Belmont Report

2 Again, the TCPS is currently being revised. Thisdnle may be updated to reflect any relevant chaitgéhe final
version of TCPS.
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SECTION 7: MAINTAINING PARTNERSHIPS OVER TIME

Learning objectives
1. To learn that partnerships require maintenanceaondt some of the issues that may
need to be addressed through such maintenance.
2. To learn the basic steps to resolving conflictha partnership.
3. To learn the importance of ongoing evaluation efplartnership process and some
strategies for doing so.

a) Maintaining partnerships requires ongoing effort

Effective partnerships require constant work betwiegegrated knowledge users and
researchers, with everyone making an active eftokeep the lines of communication open,
ensure a sustained and smooth progression of tiecprand address conflict promptly before it
gets out of hand. In addition to individual motieat specific mechanisms can be explicitly put
into place or built into the partnership agreemeassmentioned in section 6. These mechanisms
must recognize and help to mitigate the fact thatpolitics’ of the project may change over
time as priorities shift and personalities char&mme other issues to consider when maintaining
partnerships include:

* How member turnover will be addressed — i.e., memlaaving and bringing new
researchers and knowledge users into the teamglaasistudents.

* Maintaining regular communication between all parsrby, for example, circulating
regular newsletters or memos updating everyoneogress.

* Providing interim results to integrated knowledgens on an ongoing basis, while
stressing that they should not jump to concluslmased upon incomplete data (i.e., that
preliminary data may not equal conclusions).

» If the research results are a long way off, researsccan consider providing immediate
services to the integrated knowledge users -infermation seminars on the existing
state of knowledge of the research topic or researethodology.

* Working toward overcoming some of the institutioaal structural barriers to integrated
knowledge user involvement — e.g., finding salagase funds or getting research
activities written into their job descriptions.

* Recognizing that partnership maintenance is a tag-street, requiring effort from
researchers and knowledge users alike.

« Periodically, re-affirming the project’s goals amlojectives.

Case study 7(a): Maintaining partnerships over time- An example from Saskatchewan

In 2004, the University of Saskatchewan Departnoéiamily Medicine and Saskatoon
Health Region began to create West Winds PrimaitH&€entre (WWPHC) to be located in
under-served Saskatoon communities. WWPHC wouldigegprimary health services, a
Residency Training Program, and engage in primagajth care research including a community-
based participatory research (CBPR) project thailted in the development of evidence-
informed prevention and treatment programs.

The Community Participation Working Group begarhia fall of 2004, with membership
from each of the Community Associations that WWRM&3 to serve: the Department of Family
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Medicine, Saskatoon Health Region and individuadd had participated as Peer Researchers in
an earlier participatory research project in dowmtsaskatoon. In 2005, this group negotiated a
set of values aroungspect, trust, communication, and empathy

Project goals were to: 1) engage the communitiegtserved by WWPHC in program
development, and 2) better understand the streagiti®pportunities for change in the
communities.

Peer Researchers (community members) receivedtati@m prior to implementing the CBPR
project, covering interviewing, data collection dadilitation skills that included transforming
conflict. From September 2005 to June 2006, Pese&eher teams collected data from six
WWPHC communities and team meetings (Peer Researahd Principal Investigator) occurred
weekly at a local community hospital until April@®and then at WWPHC. At these team
meetings, successes and challenges were of thevpaktwere discussed and thoughtful
solutions to the challenges were developed. Althahgse meetings could be seen as being very
repetitive, it is what kept and what continues éex the team together. These research projects
have also facilitated praxis which resulted in paed healing. Some Peer Researchers have
worked with the Principal Investigator for nearntyears on various research projects and
program development; thus, maintaining partnerstakss time but is very humbling and
rewarding.

(Government of Newfoundland and Labrador, 2006)

The remainder of this module is dedicated to twthefmost important elements of IKT
partnership maintenance: 1) conflict resolutiord 2hongoing evaluation.

Summary points:

174

» Effective partnerships require constant maintenavitteall partners making an activg
effort

* Mechanisms should be put in place in the partnpragreement to support this
activity

b) Conflict resolution

Whenever large groups of people work together,lmbn$ inevitable. Indeed, it would be
naive to believe that conflict will not arise givélre inherently social and collaborative nature of
IKT projects. Nevertheless, it should be addregsedtimely and appropriate manner to prevent
long-term negative effects that impair the abibfythe partnership to complete the project. The
best solution is turn conflict and its resolutioitoi somethingproductiveandpositiveto further
strengthen the partnership. It is hence incumbpahuesearchers and integrated knowledge
users alike to develop conflict resolution skiilbove and beyond their respective traditional
field of expertise.

Conflict can be divided into the following typesofByth 1999): 1) personal, conflict
between individual personalities; 2) substantiveagreements over opinions or ideas; 3)
procedural, strategies or operating norms may dnénd 4) competition amongst members. By
far the best way to both expect conflict and resdlvs to build in conflict resolution structures
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or norms of conflict to the partnership agreem&eicker 2006). That way, jointly agreed upon
procedures are incorporated that 1) help assumy@we that it is perfectly acceptable to openly
talk about conflict, 2) prevent ad-hoc or arbitrapjutions and 3) ensure that no one is left out of
the discussion. These should be based upmmaadversariabpproach to resolving conflict; that
is so say, they should be based upon negotiat@mébn 1994). The following points

summarize typical steps in negotiated resolutiorsonflicts (Johnson 1994):

1. Jointly defining the conflicithe resolution of a conflict depends upon the way defined, as
do the feelings of the parties involved. When dafira conflict, it

is best to take time to reflect with a ‘cool’ heaat in two steps: 1) defining the conflict to
yourself, and 2) agreeing with the other partieg aefinition. Other helpful rules include:

» Describe the other party’s specific actions thatehlad to the conflict, and not their
personality or character flaws that may have dane s

» Define the conflict as a mutual problem to be sdlgellaboratively that will result in a
win-win situation — by framing issues in terms thait not lead to one party emerging
victorious over the other.

» Take a narrow and specific definition to the cantfliithout including the larger
‘political’ background issues.

* Be clear about your thoughts and feelings — i.enatcassume that the other party
understands how you feel or can read your mind.

* Reflect and describe upon what actions you cuiyelt) or neglect to do, that have given
rise to this conflict and may sustain it — aftdy @ahe only has control over your own
actions.

2. Exchanging proposals and feeling®et out the needs and hopes of both parties, so a
better picture of what a sustainable solution nugt like can be developed. Be an active
listener to the other’s thoughts and feelings, laagie time for them to speak before
interruption (e.g. by designating specific timesewlparties ‘have the floor’). Be sure to
ask questions of the other’s point of view for fade of clarity and to offer critical
feedback. Finally, remain flexible to the needs gadls of the other party when
proposing collaborative solutions.

3. Understanding the other’s perspectivut yourself into the other party’s shoes and make
a concerted effort to understand how they viewcthrdlict and what the main issue is.
This is helpful in devising a resolution that metiies needs of the other partners and
allows them to ‘save face’. Recognize that blamelmacounter-productive and result in
defensive posturing.

4. Inventing options for mutual gaifhe five steps are: 1) focus on the needs and gbals
all parties in finding a solution, and not on tryito change their positions; 2) ensure that
all differences are brought to light and clarifisefore focusing on the commonalities
between the parties’ concerns; 3) make the othaopdeel empowered through the
conflict resolution process and not feel as thatlngly are coming out the loser; 4) avoid
obstacles to finding a resolution, such as jumpingonclusions, looking for quick-fix
solution and focusing too much on your own needbgals; and 5) be creative in
finding a resolution.
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5. Reaching a wise agreemeitwise resolution is one that has 1) concrete eiias for
overcoming the conflict, 2) a feasible implemematstrategy, and 3) a means to monitor
and re-asses it. It is crucial that both partigsjust agree to the resolution, but show
commitment to abide by it. Also recognize that ¢heray be ‘after-shocks’ to the conflict
and ‘slip-ups’ to the implementation of the resmnt How to deal with these, should
they arise, can also be discussed.

If a resolution to the conflict cannot be foundnsialer an appeal to a third personradiator

This person should be mutually selected and agsped by all parties, and their scope for

finding a resolution clearly delineated (e.qg. itlbparties agree to be bound by results of this
arbitration or not, timeframe for finding a resadu, etc.). A final note, one of the most

important attitudes everyone can adopt when cdrdhises is ‘agreeing to disagree’. This is
especially true for large teams with multiple pars) and can take some of the pressure off trying
to reconcile all differences through recognizing &alidating multiple perspectives.

Summary points:

» Conflict is an opportunity for growth and improvittge partnership, and no
just difficulty.

« Conflict needs to be openly talked about so theait become such an
instrument for enhancing the partnership.

« A step-wise plan for addressing conflict shoulddegeloped and put into
any written agreement, with recourse to a mediatade an option or simpl
‘agreeing to disagree’.

c) Ongoing evaluation

A crucial element to maintaining successful IKTtparships is ongoing evaluation of the
partnership process. Evaluation of the partnergtopess specifically, as distinct from evaluating
the success of the project’s goals overall, semges means to continually improve and
strengthen the overall and day-to-day functionifithe partnership, identify problems early
before they potentially turn into a larger confliahd ensure that all partners feel comfortable
with and able to contribute to the partnership.ré€hmay be little sense in continuing a
partnership that is going badly, and ongoing evanacan help to not only prevent such a state,
but also identify ways with which to fix it. Thess&nge from very simple and informal
approaches to formal evaluation tools and instrumedeally, the various options should be
discussed and agreed upon in the beginning, amdrleerporated into the written research
agreement.

Perhaps the simplest means to evaluate the pdripéssdocumenting its achievements
through time. Too often, minor achievements aldmgway can be forgotten in lieu of obtaining
the project’s major objectives. Therefore, by doeating them, researchers and knowledge users
have a readily available list of the partnershgchievements when they sit down to ‘take stock’
of it.
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Table 7(c): Practical tips for ongoing simple evalation

» Create a timeline containing milestones for thergaship (e.g. finalize
research agreement, secure funding, begin studyit@ent) so that
everybody knows where the partnership has to betampdogress easily
tracked.

» Use the research agreement itself as a referemce pith integrated
knowledge users and researchers alike regularlgwavg it (‘spot checks’) in
order to ascertain how well partners are abiding bgspecially with respect
to operating norms)

» Devote time at the end of project meetings to leafree, unstructured
discussion of how everyone thinks the partnershigoing and offer
recommendations for improvement (take care, howewanake sure that
everyone appreciates and respects this exercisecamahents are kept
constructive)

» Conduct a similar exercise to above by having aftrpers anonymously write
down one thing they would like to see in the paghip, and then have one
person read out to the group at large for discuassio

More formal approaches can include circulating soentific questionnaires to all partners on a
regular basis. Such questionnaires should be anongnand ideally an impartial third party
should review and synthesize them for the grousf)ons could include (Portland State
University 2008):

* What's working well in our partnership?

* What's not working well in our partnership?

e What do we need to proceed?

* What expectations have been met so far?

* What expectations have not yet been met?

« What are the sources of satisfaction for you?

« What are the sources of frustration for you?

Note that asking these questions is different ftaking stock of barriers and facilitators (module
3). Whereas the latter’s intent is to identify teeriers and facilitators to the partnershejoreit
begins, this evaluation process is meant to proaidengoing means to enhance an existing
partnership (even after several years of opergtions
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Case study 7(c): Developing a partnership with a tl YMCA to promote
physical activity among teenagers in an underservecommunity: A doctoral
participatory research project

| am a PhD student who wants to develop, impleraadtevaluate a physical
activity promotion program for teenagers in an usdered neighbourhood. To begi
| initiated a collaboration with the community YMC#us facing the hurdle of
gaining access to the organisation. In my init@itact with the director, | stated my
research goals, my desire to work with employees‘imottom-up” fashion, and |
suggested various degrees of collaboration frammaha the YMCA’s community
orientation. Subsequently, the director, youth pragmes coordinator and | met to
discuss means and feasibility of collaboration, i@h@came clear that we had
common goals and a common vision.

One idea discussed during this meeting was to imgh¢ a Double Dutch
skipping programme. Hence, | immediately arrangeldaive a Double Dutch
demonstration. The rapidity of my actions, and sgedn implementing this activity,
helped to establish my credibility and led to thgpéoyees’ confidence in my
intentions. Although | took full initiative for tkiactivity, | kept the YMCA abreast o
all developments so as they could take over thenohg or repeat the event at a Iatel
date. Furthermore, asking employees’ consent attbfeck on every planning detai
demonstrated that | respected them and also valuédeeded their expertise. The
time and energy | devoted to organising this eegenfirmed my commitment to
helping them to achieve some of their goals.

Over the year since the initial contact, severatilas developed due to
personnel changes at all levels. | have had taakiert and flexible. When a new
director was hired, the processes of gaining acdess&loping trust, and establishing
credibility began anew. | did this by listeningher perceived needs and goals, and
by presenting the work | had accomplished and hdwad benefited the YMCA. |
also provided resources unrelated to my own reke@iven the personnel and
managerial changes, the research design is collyimyalving so as to remain
relevant. Time delays have also resulted and, adghdrustrating, they have been
very valuable, allowing for more complete assesdrmokthe organisation, and a
better understanding of the personalities and wetinic of employees. Finally, as an
outsider, | have had to overcome communicationatiffies. Reaching employees by
phone or email is not always possible, nor effitiGetting involved in programs,
being present in the organisation, and engagimgfanmal, informative hallway
discussions has helped me to maintain contactiramneéased my relationships with
employees. Employees recognise my continued present also my patience, and
perseverance to navigate through the changes andrist in me has strengthened

| can afford this time as | am supported by a 3 yesearch scholarship. |
have kept detailed notes throughout this procedse incorporated into the project’s
process evaluation, documenting the barriers agititédors to achieving my ultimate
research goals.

Paula Bush, doctoral candidate, McGill Universitgdartment of Kinesiology and
Physical Educatic
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Questionnaires of this type need not be to onlgssthe partnership as a whole; they are
also useful with respect to specific issues or etspas well. For example, project meetings where
all integrated knowledge users and researchern®gether are extremely important to the IKT
initiative’s success. But because they can be cizeghof a large group, they may be difficult to
facilitate and some may feel that they have notthatt chance to speak fully. A questionnaire
could thus be circulated at the end of project mgstto assess how well the meetings are
working and whether everybody feels they have ttace to equitably participate. Questions
could include:

* What worked well in this meeting, in terms of hdawas run?

* What did not work well?

* Was there anything that you wanted to say goinguhdidn’t feel as though you had the
opportunity to during the meeting?

Finally, there are very formal instruments avaiatur evaluating the perceived influence
of different partners on a project (see Cargo 2@d&pe group dynamics of a partnership (see
Schulz 2003). These instruments tend to be evidbased, grounded in a conceptual framework
for partnerships, require scientific or statistiaahlysis in order to interpret the results, arefuls
only for very large partnerships with many differearties, or when external evaluation is
required (e.g. for a funding application).

Irrespective of the evaluation methods, researchasntegrated knowledge users should
be committed to implementing the results to imprthesfunctioning of the partnership. As such,
action plansshould be developed based upon these resultsiogtivhat needs to be changed (if
anything) and how to go about doing so. In somesabe original research agreement may have
to be modified or the project’s objectives scaladky For example, if the questionnaire
circulated at the end of project meetings indictétas all parties may not feel as though they had
their adequate say when a decision was made, lileetigcussion and decision-making
procedures should be reviewed and revised accdydiAg such, it is very important that
researchers and integrated knowledge users altkbieRexibility in modifying the original
agreement.

One final note should be added to stress the digimbetween an evaluation based upon
the project’s success versus the partnership’sessc&ven if projects fail to meet all its
objectives or the research undertaken (e.g. f@vaintervention) has mixed or negative results,
researchers and integrated knowledge users mhgasidider the partnership between
themselves to be a resounding success in ternslefcning, individual and team capacity
building, and personal connections. This is an gyt success, which can also pave the way for
an ongoing, fruitful collaboration.
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Summary points:

* Ongoing evaluation in terms of the partnershipfitse the research
objectives) is crucial to partnership maintenanue immprovement — and it is
on these terms that the success of the IKT prasetetermined

» Study timelines and the partnership agreement sexnexcellent measures,
and thus should be reviewed (and modified accojdinga frequent basis

* More formal evaluation techniques include circulgtquestionnaires to

researchers and integrated knowledge users asiengto rate certain aspect$

of the partnership

1°4

Suggested reading for this module:

+ Johnson 1994
* Naylor 2002

* Schulz 200:
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MODULE 8: IDENTIFY IKT FUNDING OPPORTUNITIES

Learning objectives:
1. To learn potential strategies for obtaining resedoads.
2. To learn what funding opportunities are right floe fpartnership.
3. To learn what to consider and what needs to bedec when applying for an IKT-
specific funding opportunity.
4. To learn about current potential funding opportiesifor IKT projects.

a) Potential strategies to obtaining research funds

We envisage a two-step process to securing an é&@arch grant. Current funding
mechanisms may not account for the significant tieggiired to develop a new researcher-
integrated knowledge user partnership before at g@anbe submitted. Indeed, it can take many
months to identify integrated knowledge users, lifignesearch questions and set the project’s
priorities — all required before even thinking abthe actual content of a grant submission. This
development time is crucial and partners shoulg apply for large-scale project funding once
they feel as though the partnership is strong emo@gviously, resources are required in order to
carry out these partnership formation activitidsug, as the first step to seeking any sort of large
scale IKT funding, we recommend, if possible, segkseed or ‘start-upg funding for the
partnership in order to conduct these activitied @m them well.

CIHR now offers some funding for development wdrkparticular, the “Meetings,
Planning and Dissemination grant” is offered thioegch of the 13 Institutes as well as the KT
Portfolio. This grant awards a maximum of $25,000dne year to develop a research project
and prepare a funding application. Additionallygd@m Grant” funding opportunities require a
two-step application process: 1) submission ottad®f intent and 2) of those selected,
submission of a full application. Once a letteiraént is approved, $10,000 is awarded in
development funds. Finally, many private foundagiane open to providing seed funding for
partnerships and are not bound by traditional faganodels of government agencies.

Once the partnership has been adequately develmeadly through this seed funding, then you
can move onto the second step: securing a fulgddKT grant.

b) Determining which funding opportunities are right for the partnership

Some of the issues to consider when deciding whadrounities are good to apply to for an IKT
project include (adapted from CCPH Handbook, 2006):
* Does the opportunity fit with the priorities andhwmmon agenda that the partnership has
established?
« Does the funding agency or organization appearatipp of collaborative research?
« Does the funding agency or organization appear keageable about partnership, IKT or
participatory research?
* Does the opportunity’s deadline allow for adequae to receive input from all
researchers and integrated knowledge users irattiegoship?
* What is the opportunity’s funding timeframe — ifer, how many years is funding given?
* Does this allow for the additional time that IKTopects can potentially take?
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* Does the opportunity provide sufficient financiesources for the success of the IKT
project? Is salary release time available for iraegf knowledge users?

« How will the grant proposals be reviewed? Will tnbe sufficient knowledge user
involvement in the review process?

* Does the opportunity allow for integrated knowledgers to act as co-applicants or, in
some cases, as principal applicants on the grant?

Although most funding opportunities are geared tawasearchers, many agencies now
allow knowledge users or community-based, not-fofiporganizations to apply for grants.
Indeed, many private foundations have this exptibjective in giving out money. However, it
remains essential for researchers and integratedlkdge users to partner in applying for
funding. Integrated knowledge users will bring diddial strengths and insights to the grant
application and researchers can provide supportraimdng to knowledge users to increase their
acquaintance with funding agencies and the graplicapions process.

c) Issues to consider when applying to an IKT-spdut funding opportunity

CIHR, among other agencies, offers various fundipgortunities that require a
partnership of researchers and integrated knowladges. In cases where the initial research
questions or identified needs arise from the re$egis, care must be taken in approaching and
integrating knowledge users who can adequatelyr@gahingfully translate the study’s ultimate
finding. This means that the knowledge user orgdinss integrated in the study need to be well
situated to turn the results into effective actiofiimprove the health of Canadians” (in the
CIHR context). However, it also means that the @andividual sitting on the study’s team
representing their organisation, has meaningfuitglfi.e. authority, distinction, credentials, gtc
to translate the resulgithin their organisation, and to the wider audience tth@irganisation
serves. This includes the authority to propose geaimn the organisation’s policy and practice to
successfully move the research results from knogded action. CIHR formalises these concepts
by inviting co-applicants (researchers and integt&nowledge users alike) to consider a number
of questions when deciding on a collaborative peaship:

e To what degree does the question respond to a kagelgap identified by knowledge
user partners?

* What is the commitment and capacity of the knowdedser partners to use the synthesis
in their decision-making?

* What is the likelihood that the project will hav@asitive and substantive impact on
health outcomes, practice or policy?

* What is the overall quality and feasibility of taed-of-grant knowledge translation plan

* How relevant is the proposal to themes identifrethis funding opportunity?

Here are some practical considerations when dewvgjagm IKT grant with integrated knowledge
users included as co-applicants:

» Itis generally the researchers’ role to write gin@nt application. But how can integrated
knowledge users share the costs of preparing g gpplication? The burden need not
rest solely on the researchers and their teamsefireh assistants and staff. The integrated
knowledge users’ organisations can offer in-kindtdbutions in the way of clerical
support and other technical services.
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Keep in mind that integrated knowledge users @egision Makersn CIHR web-form
parlance) will need to have CIHR agency persorattification numbers (PINS).
Individual integrated knowledge users @ply for PINsthemselves or, alternatively,
research assistants can apply on their behalfc@tein information is required; please
view the above webpage for details).

CV requirements for integrated knowledge users dapending upon the funding
competition. In some cases, the full Common CVoisraquired of them and, rather, a
shortened (3-page) decision-maker CV is necesbapther cases, no CV whatsoever is
required. As standards have yet to emerge, itsstbecheck with the officer
administrating the funds for which you are applying

For integrated knowledge users who decide not tofe co-applicants (i.e., not take an
intellectual role in the project, but still wantle involved in a particular aspect), letters
of support should be appended to the grant apitat

In the grant proposal, there should be a detatedunt of why each integrated
knowledge user partner is involved and how they eahtribute to each stage of the
study. At minimum, this must include a descriptadrhow integrated knowledge users
will contribute to shaping the research questiartgrpret the research findings and craft
the message around them, and move the resultpriattice. Other considerations include
integrated knowledge users’ time commitment, if/itbey will be involved in
methodological considerations and if/how they Wwélinvolved in data collection. These

descriptions should be as specific as possiblerablemmended creating a table and
including it as an appendix (see example belowis Tdble is not only helpful to the
reviewers, but can serve as a good exercise fquaheership itself in that it forces
partners to think about who will do what.

Table 8(b): A good appendix to include
For grants where integrated knowledge users doegpiire CVs or are brought in as
collaborators (and not co-applicants), we recommeaddding a table similar to the one below

that outlines who the integrated knowledge usezswanere they come from, their expertise, and

their role in the project. This is hypothetical eae of a study looking at cardiology patients
released from hospital and followed-up in community

Name Position & Affiliation Expertise Involvement in project Letter
Enclosed
Mike Orlando | Coordinator, Clarkdale | Community-based Recruitment of study Y
Community Clinic, clinics, primary subjects, recruitment of
Clarkedale, BC care, community participating family
organizing physicians, dissemination
to community
Juspaga Physician (Cardiology), | Cardiology, patient- | Designing appropriate data Fax
Golan, MD Clarkedale General centred care, collection methods at
Hospital, Clarkedale,BC | continuity of care, hospital, dissemination at
medical education cardiology conferences
Carey Milosa, | Director, Clarkedale Health Advisory Committee Y
MD, MBA Health Authority, planning/policy,
Clarkedale, BC programme
management,
primary care
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Some other important things to include in the gmoposal include (which could constitute sub-
headings in an IKT protocol):

» Timeline for the project that includes milestonesthe research project as well as for the
partnership (e.qg., finalization of written partrf@psagreement, formation of Advisory
Committee, etc.).

* A detailed dissemination plan that has been joidéyeloped by all partners, including
very specific measures that will be taken by thegrated knowledge users to help
implement results and any concrete assistanceefisarchers will provide in doing so.

* A section that describes the governance of theept@nd how decision will be made,
including a diagram/organigram to be appended.

« For grants that do not require CV documents frotegrated knowledge users, a brief
synopsis from key people outlining their respecbwganizations/communities and
previous work they have done in the field (whettesearch or not).

d) Funding opportunities

Below are some examples of funding opportunitiesrmechanisms that require a
partnership component to be built into the researokess. A link is provided to allow for the
search of CIHR opportunities. Select opportunities require a specific research partnership are
listed from SSHRC, other Canadian funding agensiesie provincial agencies and US
opportunities. These opportunities have been itledtirom the agencies’ respective websites
and are in no specific order. It must be stresat] although many of these competitions and
mechanisms are ongoing, many others are uniquetjrmegunding opportunities or have only
one or fewer funding cycles per year. Furthermadeljitional opportunities specific to IKT may
be added in the near future and other opportunifested. Thus, for a comprehensive list of
which opportunities are at present, please cotiseiltvebsite of the funding agency in question.

1) Canada

The two largest funding agencies open to IKT itikies on a Canada-wide level are the
Canadian Institutes of Health Research (CIHR) &edocial Sciences Humanities Research
Council (SSHRC). Summarized in the tables belowsarae of their main funding initiatives
with a partnership focu3hese opportunities have been identified by seagcthieir online
funding databases with the keyword ‘partnership’.

CIHR

To find funding opportunities made available by RlHsee theiFunding Opportunity Database
The Operating Grant Program has now been expandadltde provisions for researcher-
knowledge user partnerships as well as targeted/lkeage translation projects. Examples of
funding opportunities with a specific focus on parships include:

* Meetings, Planning and Dissemination Grants

» Partnerships for Health System Improvement

* Knowledge to Action

* Knowledge Synthesis
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SSHRC

The list includes all grants with a specific parstep focus. Check frequently wilSHRCand
individual institutes for special Funding Opportigs.

» Aboriginal Research: Development Grantso help teams of Aboriginal community
organizations and university-based researcherdajevesearch partnerships and
proposals to investigate issues of concern to Ajowal peoples.

» Aboriginal Research: Research Grant® support university-based researchers and
Aboriginal community organizations to conduct reshan issues of concern to
Aboriginal peoples.

» Capturing the Outcomes and Impacts of Publicly FathResearchTo support research
that will develop more effective ways to identifiydhassess the impact of Canadian
research.

« Community-University Research Alliances (CURK):support research projects jointly
developed and undertaken by postsecondary institliased researchers and
organizations from the community.

* International Community-University Research AllieaadCURA)—in Partnership with the
International Development Research Centre (IDRK®)support research projects jointly
developed and undertaken by community organizatimaspostsecondary institutions in
Canada and low- and middle-income countries.

* International Opportunities Fund: Project Granffo support projects that secure
Canadian participation in international researdtiatives or networks.

* Northern Research Development Progrdi:support research in and about the Canadian
North, with emphasis on involving local stakehokler

Canadian Health Services Research Foundation (CHSRF

CHSRFhas two funding opportunities targeted specificedlvard partnership initiatives that
must involve knowledge user integration. Note DEISRF uses the term ‘knowledge exchange’
rather than CIHR’s preferred ‘knowledge translatidimese two opportunities are summarized
below:

e Decision Support Synthesis Prograftie Decision Support Synthesis program aims to
contribute the best available evidence to decisiaking in a particular policy or
management context. Decision support synthesedriaen by the information needs of
decision makers and produce recommendations farypamhd management through a
deliberative process that involves key stakeholdenese syntheses incorporate different
types and sources of evidence, including reseaslilits and promising practices. (1 year,
maximum $65 000 from CHSRF (matching funding, casim-kind, must be found from
a partner))

* Research, Exchange and Impact for System SugRBISS) CompetitionDeveloped in
consultation with researchers, decision makers famders across Canada, the REISS
competition combines elements known to fuel coltabwee, evidence-based support for
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the organization, management, and policies of t#ea@ian healthcare system. The result
is a unique funding model that goes beyond tragitioesearch funding to promote high-
potential-impact research, high-quality capacitylbng initiatives, and effective
dissemination and implementation of results. (4ge@aximum $500 000 split over the
course of the project)

ii) Provincial

Most provinces offer research funding through pmoial agencies. Please visit the websites for
your province.

iii) United States

Most US grants must be held at an American ingtitutHowever, many have
international collaborative components and mosticealude international (i.e., Canadian) co-
investigators. Most governmental grants are adnaresd through the National Institutes of
Health (NIH). For a comprehensive, continually ueddist of US funding opportunities, please
consult theCommunity-Campus Partnerships for Health’'s website

Key Funding Opportunity Websites:
e Community-Campus Partnerships for Health (CCPH)
» Canadian Institutes of Health Research (CIHR)
» Fonds de la recherche en santé du Québec (FRSQ)
» Social Science and Humanities Research CounciboB@a (SSHRC)
» National Institutes of Health (NIH; USA)
» Centers for Disease Control and Prevention (CDQ; US
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MODULE 9: DISSEMINATION AND KNOWLEDGE TO ACTION

Learning objectives:

* Reflect on the goals of disseminating results ithatide both increasing knowledge and
using results for ‘knowledge to action’.

» Agree on who are the audiences to reach, how fotbeacentral messages and the
importance of the messenger; understand the diffeebetween passive and active
dissemination.

» Assess facilitators and barriers for and againtikegoof results.

* Evaluate the dissemination process (when apprepriat

a) A dissemination plan

Before dissemination can occur, researchers aedratied knowledge users need to
jointly interpret the data, agree on the final issand key points and craft the messages for
different audiences. This process culminates vighdevelopment of dissemination plana
crucial component of any IKT project that will adv& knowledge and promote using that
knowledge for change in addition to identifying waiiteam members will be responsible for the
different milieux of dissemination. By definitiothe IKT project starts with the participation of
integrated knowledge users as representativeseoboseveral stakeholder groups (e.g.,
professional bodies) that could use or be impaoyeithe research results. Furthermore, many
partnership grants now require a detailed desonpt the research proposal of how, by whom
and to whom the dissemination will be carried @eic(ion 8). Thus, even at the initial planning
stage, the partnership should have a well-estadisiissemination path within their own
organization and to other key individuals, groupsrganizations.

Once results of the project have been produceddaheers must review their initial plans
to ensure they are still appropriate and achievaldtual results may necessitate new or
additional dissemination strategies and partnensimae changed along the way. Strategies may
depend upon such considerations as the strengtie dihdings, if results are new or if they add
to existing knowledge, their potential applicalyildr, if they are too preliminary or contradictory,
whether widespread dissemination would be bené&fieilathermore, the actual results may
implicate further knowledge users who were not iifiexal at the outset (see figure 2[a] in section
2).

Case study 9(a): Dissemination for KSDPP

The Kahnawake Schools Diabetes Prevention Prdf&®DPP) started in 1994 as a partnerghip
between the Mohawk community of Kahnawake (popoita#,500 people), represented throigh
a Community Advisory Board (CAB), and researchdts. goals are to improve healthy
lifestyles to reduce the high rates of type 2 diebeln 2002, follow-up data of children jn
grades 1-6 showed improved nutrition and stablesichY activity levels, but increased weigljts.
These results were first jointly interpreted by CABd researchers and then shared with the
entire community. A team of six people, includindAE members, local nutritionists afd
researchers, crafted a twenty minute presentatioeveryday language. This included jhe
known risk factors for developing type 2 diabetés, rationale for improving lifestyles and the
e_ight-year KSDPP results. The same presentation mwade by 2-3 people (CAB and
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researchers) to 14 organisations and at two opemmtmity meetings. Notes were taken of fhe
wide ranging discussions followed each presentawonl attendees completed a sHort
guestionnaire regarding their satisfaction with phesentation and recommendations for fujure
KSDPP interventions were solicited. The lessonmbshincluded: the time needed to devdlop
and make the presentations; the importance of jGIAB-researcher presentations; using
community knowledge to guide the experience andswaly attracting an audience; the

difficulty of reaching men; the importance of feadk from those attending the presentatig¢ns;
and the need to plan prospectively for analyzirignatee feedback. The community feedblck
was used to improve future interventions and fewlinterpretation of the results befgre

submitting a scientific paper for publication.

(Macaulay, 2007 and Paradis, 2005)

What is the most effective way of reaching andraaténg with knowledge users? Much has been
written about dissemination, so the following istanmary of key points identified in the
literature. Readers are encouraged to learn mone tihe references and, visit websites and
resources dedicated to knowledge translation apd/ladge to action activities.

Summary points:
* A dissemination plan, developed collaborativelyrégearchers and integrated
knowledge users, is a key component to all IKT gety
» The preliminary dissemination plan, developed atgfoject’s outset, should be
reviewed and revised as needed once the resukskesan produced
» There are many web-based resources for knowledgslation and knowledge to
action, seesuggested readingt the end of this module

b) Goals of dissemination

Dissemination goals include the traditional objeesi of increasing knowledge within the
research community, including researchers fronetbfiit disciplines, teams and countries. As
IKT involves a partnership, researchers should idensnviting integrated knowledge users to
share in delivering any presentations, includingcantific conferences. One activity specific to
IKT is joint authorship between researchers anegrated knowledge users. This will be very
familiar to anyone who has previously jointly autkd papers based upon team efforts; the lead
author is generally responsible for the bulk ofwréing, with some others contributing specific
content, and all authors being responsible foren@ing and accepting the final draft. Standard
authorship guidelines should still be enforcedhwvaitithorship only going to those who have
contributed meaningfully to the project in someegted way (see CIHR'’s authorship
guidelines).

What differs in the IKT case is that several of theauthors may have little or no
experience, not only in writing scientific articJdsut also in being familiar with their style and
format. Furthermore, what constitutes ‘meaning@alihtribution to the study might be a bit
different from cases where all team members aemarekers. Integrated knowledge users should
be encouraged to actively participate in authorsinigh many will find the experience rewarding
and even empowering. Integrated knowledge usepasiilp should not, however, be used as a
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‘rubber stamp’ of authenticity, especially in thentext of research with marginalised or
disempowered groups. All partners should ensurdigtad authors have, in fact, made a real
contribution to the study or paper. This procesghtninclude sitting down with integrated
knowledge users and helping them write, or evemiginog them with a temporary research
assistant. In all cases, this should be done wipect and acknowledgement that the integrated
knowledge user has a unique contribution to makbedinal product. (See théahnawake
Schools Diabetes Prevention Project Code of Relsdzitcs (2007jor authorship guidelines
addressing contribution of community members.)

In most joint authorship cases, one of the reseaschill take the lead for articles
targeted at scientific audiences. This is bothréasons of writing experience and for more
pragmatic reasons such as better ‘marketing’ ohttiele in fields where the author's name is
known. Furthermore, it should be acknowledged ftbenproject’s outset that academic
publication is one of the key outputs that the aedeers require from the partnership. Integrated
knowledge user partners may lead writing teamsedk lm any study, there will likely be room
for several publications. Integrated knowledge psetners should appropriately serve as lead
author for publications to professional journalshair communities of practice and community
members should appropriately lead the writing titks aimed at community-based audiences
(e.g., in the local media). Also consider writimjades about the process in addition to the
outcomes.

Research results will also increase the knowledgdl the other team members who are
well-positioned to decide how to inform their owrogp or organisation. Other potential groups
to reach include policy makers, decision makensgiing agencies, health professionals, industry,
the public and the media. Remember to thardativelyin the dissemination process — e.g.,
would it be appropriate to create videos and DMDsls appropriate for various audiences,
handouts in lay language, etc. See the CIHR wehmiten examplef how theatre performances
were used for dissemination.

Summary points: J
« As equal partners, integrated knowledge users dhmilnvited to be co-authors on dll
publications and co-presenters at conferences
» Authorship should be determined based upon theayguidelines of level of
contribution to the project and manuscript preparat
» Integrated knowledge users should take the ledgsseminating results within their
own context and commuy

c) Knowledge translation as ‘knowledge to action’

CIHR defines knowledge translatidastaking place within a complex system of
interactions between researchers and knowledgesyusdrich may vary in intensity, complexity
and level of engagement depending on the natutteeatesearch and the findings as well as the
needs of the particular knowledge userhis recognizes that knowledge translation is ost |
the transfer of information, but requires multifexkinteractions between those who create
knowledge and its potential users. Although theneged for more information as to how new
knowledge is adopted into practice, the literagivews that new knowledge is socially
constructed, negotiated and adopted: 1) through tmihmunication and by people of influence,
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and through social networks that link peers andlarorganizations; 2) by the presence of peers,
opinion leaders and champions; and 3) especialbaibyring the message to the language, values
and needs of the organization (Greenhalgh 2004).

It is important to choose the right team membéthesmessenger’, since people learn
best from their peers, opinion leaders and changpilban integrated knowledge user — as the
most appropriate ‘messenger’ — feels diffidentiplaining complex research results, this person
could ask a researcher to be present as a backarder to provide the scientific knowledge. If
possible, the person disseminating the informadtoould first make contact with a leader or
champion in the other organization or group in otdeunderstand their experiences, information
needs, appropriate language and values, to adapeshlts for the organization and, finally, to
decide on the format of the knowledge translatictivdies together with the organizational
leader. It is important to allow for extensive diglie to discuss new knowledge and its potential
applicability.

Knowledge translation processes are diverse, distind linked to local structures,
geography, history and culture. For example ‘..arathnding local Indigenous processes of
knowledge creation, dissemination, and utilizaiea necessary prerequisite to effective KT,
including health promotion practice in Indigenoasitexts” (Smylie et al. 2008). This overall
philosophy applies to all groups and culturess just as important to understand how knowledge
is generated, understood and utilized in commundiepractice as it is for ethnicity-based
communities.

Knowledge translation activities include both passind active ways of transmitting
information. These methods have beescribedas:

1. Diffusion is the passive and most broadly aimedtstyy and often does not result in
changing behaviour (e.g., peer and non-peer redigueélications, including open access
journals, websites, social networks, use of masfiafe

2. Dissemination is more active and targeted to imtlials and organizations with shared
interests (e.g., summaries/briefings to stakehs|d=tucational sessions with patients,
practitioners and/or policy makers)

3. Implementation is active, targeted and involvestsgnatic efforts to encourage adoption
of the results’ (e.g., educational activities, iigmg and overcoming barriers).
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Case study 9(c): Using diffusion of innovations thay to guide implementation
of a diabetes management program: an illustrativexample

This article is worth reading in its entirety agaod example of how an excellent t
year pilot project with end of grant knowledge siation activities was unable to
secure continued funding. Further funding was néédeontinue the intervention,
which included additional nurses to coordinatedhie of patients with type 2
diabetes. The authors of this paper make suggsesti®io how this project and othe
projects could use the principles of integratedvikdedge translation to increase the
chances of ‘sustaining long term implementatioo nmetal world settings’. This
includes the ‘Who’, ‘What’ and ‘How’ of the knowlge to action plan. ‘Who’ starts
with forming early strong partnerships with govesmhdepartments and communit
organizations, health planners, administratorsgateénts for their greater
understanding of the need for improved servicesthaid advocacy role in continuin
to provide continued funding. ‘What’ includes clemmmunication of risks and
benefits associated with the values, interestspameer of the stakeholders in additi
to identifying the champions and opinion leadersaly the ‘How’ recommends tha
the entire team evaluate barriers, hold regulakimgrgroup meetings of all the
stakeholders, ensure stakeholders are regularigtegénd have a real say in all th
decisions.

(De Civite. 2007

It is always worth the time and effort needed tgeas facilitators and barriers for and
against uptake of results. Here, the varied exqeedf everyone at the table, especially the
integrated knowledge users, will be of great use factors found to be associated with a
successful knowledge translation strategy includsesnination among peers by the different
members of the research team, adaptation of rdsessults for users, acquisition efforts by the
users, pre-existing formal and informal linkage heedsms, source of funding, type of research
results, and the contexts of users and researohPRézase visitKnowledge Utilization —
Utilisation des Connaissances (KUU®)r an excellent summary of KT recommendationd an
examples of adapting research results for vergufit groups.

If possible, it is always useful to track evideméeaiseful initial dissemination and
sustained knowledge use by evaluating the outcob@sumentation of the short- and long-term
outcomes would also add to the literature on KTvdgs. In summary — in the words of
Jacqueline Tetrg&knowledge Translation at CIHR: A Primer‘Generally, the intensity of
knowledge translation should depend on factors asdhe potential importance/impact of
applying the findings; the amount and strengthefavidence supporting the findings (often
determined only by synthesis); the target audiex)c@(hat is known about effective strategies to
reach the audience(s); and what is practical, &thémd feasible to do under the circumstances”.
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Summary points:

» Knowledge to action requires a multifaceted appgndadringing together
creators of knowledge with its intended users

* The messenger is key, and should be a leader ormba within the context inj
which the message is being disseminated

* Assessing the facilitators and barriers to impletaigon of research results in
bring knowledge to action can be helpful in modityithe message and makirg
it more likely to be intearated into pract

Key resources and references

Bero, L. A,, Grilli, R., Grimshaw, J. M., Harvey, FOxman, A. D., Thomson, M. A.
Closing the gap between research and practicevenview of systematic reviews of
interventions to promote the implementation of aesle findingsBritish Medical Journal
1998; 317(7156): 465-468.

Canadian Health Services Research Foundation,d&suénkage and Exchange Between
Researchers and Decision Makers

http://www.chsrf.ca/knowledge _transfer/pdf/linkagegodf

Graham ID, Grimshaw How are Canadian Health Researchers Promoting tpeakke of
their Research®ttawa: Canadian Institutes of Health Research:/httww.cihr-
irsc.gc.ca/e/29492.html. Accessed June 12 200& 200

Greenhalgh T, Robert G, Macfarlane F, Bate P, Kjdiau O. Diffusion of Innovations in
Service Organizations: Systematic Review and Recemdations. The Milbank Quarterly
2004;82(4):581-629. http://www.blackwell-synergymdoi/abs/10.1111/j.0887-
378X.2004.00325.x?cookieSet =1&journalCode=milq

Knowledge Utilisation Studies Program: http://wwwsing.ualberta.ca/kusp/ index.htm
Jacqueline Tetroe. Knowledge Translation at thea@em Institutes of Health Research: a
Primer www.ncddr.org/kt/products/focus/focus18/Fsidi pdf

lan Graham, Lost in translation: http://www.jcehprdvol26/2601_graham.asp

Landry R, Lyons R, Amara N, Warner G, Ziam S, HatilN, Kéroack M. Two
Knowledge Translation Planning Tools for Stroke é&@sh Teams.
http://kuuc.chair.ulaval.ca/ctci/
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MODULE 10: EPILOGUE

Recall the hypothetical case study presented aiutset of these training modules. The INEPT
team was struggling to implement their new tooldesessing nutrition level —i.e., to move their
knowledge into actianVhat are the main lessons they can learn frontkfeapproach after
reading these modules?

An IKT approach to research increasesrtéievanceandpertinenceof its results, thus
making them more likely to be implemented into dayday practice

To accomplish this, IKT involvesartnershipbetween researchers and integrated
knowledge users at all crucial stages of the rebganocess

Integrated knowledge userglude: practitioners, patients, caregivers, comites,
community-based organizations, health care ingiitg{ decision-makers, policy
makers and other stakeholders in the researchsesul

All partners in this partnership aegualand each brings their ovaxpertiseo the table
Barriers and facilitatorsare present in any IKT project and need to be itledtearly
on and overcome/enhanced

Research needs mustjbetly identifiedby both researchers and knowledge users, and
then turned into researchable questions

Governancef the project should be shared and a proceduesedgrpon for joint
decision-making

IKT projects may require a differeathical frameworkespecially when being reviewed
by Research Ethics Boards

Written partnership agreementan provide clarity and serve to build trust betmvee
partners

IKT projects require@ngoing partnership maintenance

Integrated knowledge users should play an equaimpanydissemination plan

Do not engage in an IKT project if theadiness factois just not there

With this in mind, the INEPT team has decided tbrand itself as the ‘Experienced Partnership-
Engaged Research Team’ (EXPERT). They are now doiagply for anewresearch grant in
order to re-work their nutrition tool using an IK&pproach.

First, the EXPERT team thought about the potektiawledge users of their tool. They
decided that there are four main groups: 1) health planners, who will be responsible for
wide-scale adoption of the tool through settinggoand procedures; 2) family physicians,
who will actually use the tool during their patiegpointments and counsel their patients
based upon its results; 3) nutritionists with batitrition knowledge and expertise in
counselling patients; and 4) patients, who willén&wy act upon the results to change their
eating habits and lifestyle choices.

With this in mind, the EXPERT researchers decidethtget representatives from each of

Experienced-Partnership Engaged Research Team (EXFH)
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these groups. They first asked their colleagudterfe are any pre-existing linkages betwee
themselves and/or their university and represematirom these groups. One colleague
replied that she had previously worked with a Pat@ommittee at a local hospital, so the
EXPERT team contacted them in writing and themaliéel one of their meetings to solicit
their participation. Another colleague had a nealrbwho was a nutritionist and also
suggested asking the Department of Family Mediairte university to send around an en
on their listserv network. Without any pre-existintkages with health care planners, the
EXPERT researchers decided to contact the DireftBrofessional Services at their local
health agency, present their case, and then akkwhidbm they should get in contact (i.e.,
snowballing).

From these preliminary contacts, they then decigeh the exact individuals with whom to
partner — i.e., which knowledge users to ‘integratbey considered a number of factors of
fit’, including how well-placed these knowledgeeus are to bring about change, whether

their agendas can be made congruent with thodeeaesearchers and the ‘readiness factof'.

These individuals were invited to become membeth®@EXPERT research team, which is
now a partnership.

Then the EXPERT partnership decided to hold a ayewbrkshop that brought together all
the partners. There, the researchers presentedsiis of the previous study and their goa
for developing a shortened tool with high scientgsychometric properties. However, mos
the time was dedicated to having the integratedvkedge users present their needs for

—

ail

of

nutrition and its assessment. Issues identifielided: health planners expressed the needjfor

a comprehensive and very specific action plan lilegethe steps necessary for implementin
the tool in practice (i.e., what human resourcesnaeded, who will act as the ‘messengers
health care centres); patients expressed isswethikneed for follow-up care, financial
concerns and monitoring if the tool shows inadegumaitrition (e.g., through referral to
already-existing community resources, key educatioraterials they would require);
nutritionists were concerned about how the rigidity standardised tool could be balancec
with individual client goals; and family physiciaegpressed concerns about time (e.qg.,
shortening the tool through reliability analysiShe partnership then set about designing a
new research project, based upon these identiBeds) that also brings together the
researchers’ previous project experience, witletsémd rigorous scientific standards.

0
in

Together, the partners developed a series of @segaestions based upon discussions in the

workshop. A few of these were designated as piesrior a research project through furthe
discussion, via teleconference and web confererasgrgpme partners could not travel to th
researchers’ university on a regular basis. THenpartnership set about jointly writing a

research grant. The researchers were able to lootgriheir knowledge of the literature and

14

scientific expertise and the integrated knowledggrsiwere able to contribute their day-to-gay

experiences of being people who could potentiadiydsit from the knowledge to be gained.

The policy makers worked to develop a compreherdisgemination plan with exactly whatf

other policy makers would look for in such a plathey were to be convinced enough to

implement the tool on a wide-scale basis. The ptttiand nutritionist offered to help develgp

a patient-friendly guidebook to be circulated iseaf a ‘positive’ test. Finally, the family

physicians sug_gested that rather than having tiiemnaster the tool, try adapting it for use

Dy
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nurses who typically already take blood pressuegght, weight, etc. As such, it was decide
to bring a nurse in as a partner on the reseaach.te

In jointly working on this grant submission to deg test and implement the revised and
shortened tool, the partners also discussed thieis,rrights and responsibilities. The
integrated knowledge users would become co-appaamthe grant, and one of them WouIIj
be nominated as Co-Principal Investigator. Theylditniave the right to be equally involved
in all major decisions during the research proeegkshave their name attached in any
documents sent for external dissemination, inclgdio-authorship on scientific articles. Their
responsibilities would include providing timely pesises to the researchers when importaijt
decisions had to be made and disseminating resithis their milieu. The researchers’ righgs
would be to be able to publish the results of ti@e study. Their responsibilities would be th
ensure the fair and equitable participation ofithegrated knowledge users throughout the
project, and to get their consent before any pabbas are submitted or conference
presentations made.

This led to more general discussions concerningg@nce and decision-making. The
EXPERT partnership decided against setting uprmdbCommunity Advisory Board and,
instead, decided to make all integrated knowledggesupart of the investigator or research
team so that they would be involved in all crudatisions during the course of the project
and especially during the analysis phase. Theyfalsthat consensus might not always be
entirely possible and too time-consuming, so jgidecided that, as long as 70% of the
members agreed with a decision, then it would kertaAll this, including the
roles/rights/responsibilities, was written dowraishort document constituting a partnershi
agreement and submitted as an Appendix to the.grant

A —4

The partnership also engaged in some criticalctdfle at this development stage to determjne
what some of the barriers/facilitators might bentegrated knowledge user involvement.
Nutritionists and family physicians expressed condkat they did not have dedicated
research time apart from their clinical duties stituvas decided to make use of CIHR’s
mechanism for providing salary release time torad. Patients felt as though they needed
some travel expenses, such as mileage and pat&iagend meetings, and this was duly
added to the grant’s budget module. The main sugdéacilitator was to rotate research tepm
meetings between the university and some of theesffof the integrated knowledge users.

Finally, the EXPERT researchers and integrated kedge users devised a preliminary
dissemination plan that included joint authorshipany study publications (which implies
integrated knowledge user support of the findiregg) presentation of results at conferences
relevant to their professional domain by partnemifa physicians and nutritionists. These
clinicians also were willing to become ‘champion§the new tool within their institutions
and beyond as the ‘public face’. The patients Wquish the Patient Committee of the
hospital to devise an awareness campaign to erg@woitaer patients to get assessed and
provide the nutrition guidebook free of chargehiéy screened ‘positive’.

As the partners look back on this whole grant-wgtexercise, they feel as though they haye
| gotten much more out of it than a funding applmatiCritically, trust has been developed
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between the integrated knowledge users and reszarahd a general feeling of co-ownership
of the research project has been fostered. Theyaweoptimistic that they can create a go
nutrition assessment tool, in terms of scienti@iltability and feasibility for moving it from
knowledge to action.

We thank you for taking the time to read these nexland sincerely hope that you have found
some useful information contained therein. We wish the best of luck with your IKT projects!
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