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Canadian Child Health
Clinician Scientist Program

CCHCSP
PCCCSE

Praogramme canadien de cliniciens-
chercheurs en santé de I'enfant

The Canadian Child Health
Clinician Scientist Program
(CCHCSP) is a national,
multidisciplinary training
program that supports highly
qualified clinicians in
developing the research skills
required to pursue a career
bridging the gaps between
research and clinical care.
Trainees receive funding,
mentorship and progress
review, along with a
comprehensive career
development curriculum.
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program delivery possible.


http://www.ucalgary.ca/research4kids/
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C Who Is a patient ?
C Patientoriented research

C Meaningful engagement of patients as
partners

C Alberta SPOR Support Unit
C How to engage patients as partners ?

C How to request our services ?
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Who Is a patient?

Video:https://www.youtube.com/watch?v=J8YIObPDPAM



https://www.youtube.com/watch?v=J8YIQbPDPAM

Who Is a patient?

®o o ACurrent or former patients
m ACaregivers

AFamily members

APatient support groups




Who Is a patient?

m APatient organizations

e o000 /Community groups

m AMlembers of the public at large
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Patient-Oriented Research

Patientoriented research includes least oneof the
following:

1. Meaningfullyengages patients as partners
2. Focuses on patieadentified priorities
3. Has the potential to improve patient outcomes




Meaningfully engages patients as partners

AMeaningfulandactive collaborationin:
Agovernance
A priority setting
Aconducting research
Aknowledge translation

ADepending on the context, patiemiriented research may alsngage people
who bring the collective voice of specific, affected communities.

See: CIHR Patient Engagement Framework
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IAP2 Spectrum of Public Participation

Public
Participation
Goal

Promise To
The Public

Example
Techniques

Frameworks forPatient
Engagementn research

To provide the public
with balanced and
objective information
to assist them in
understanding the

problem, alternatives,

opportunities and/or
solutions

We will keep you
informed.

+ Fact sheets
+ Web sites
* Open houses

To obtain public

feedback on analysis,

alternatives and/or
decisions.

We will keep you
informed, listen to
and acknowledge
concerns and
aspirations, and
provide feedback
on how public input
influenced the
decision.

* Public comment
+ Focus groups

+ Surveys

* Public meetings

https://www.iap2.org

Involve

To work directly with
the public throughout
the process to ensure
that public concerns
and aspirations

are consistently
understood and
considered.

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

+ Workshops
+ Deliberative polling

Collaborate
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To partner with

the public in each
aspect of the
decision including
the development of
alternatives and the
identification of the
preferred solution.

We will look to

you for advice

and innovation in
formulating solutions
and incorporate

your advice and
recommendations
into the decisions to
the maximum extent
possible.

+ Citizen advisory
committees

+ Consensus-building

+ Participatory
decision-making

Empower
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To place final
decision-making

in the hands of the
public.

We will implement
what you decide.

+ Citizen juries
+ Ballots
+ Delegated decision

'MONITORING & EVALUATION

Pasients and the pubiic can

* Hawe contnued invahement with the study
10 Maintain focus and address msues as they arise.

* Collaborate with ressarchers to evaluaste the

* Reflect on their role and what they have leamed.
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IMPLEMENTATION
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DISSEMINATION
Patients and the public can

* Advise on different avences for
disseminating results.

* Jointly present the findings with researchers,
* Write information for local petient groups /
hospitas etc

© Assist in gETling rew.its / findings publshed on
charities / veluntary org:

* Help dstribute results within their
informal networks.

* Produce summaries of findings.

ANALYSING & INTERPRETING

Patients and the public can

* Assiit the research team in deveioping themnes
from data.

* Be consuited to see If they understand
and interpret data in the same wary as the

FIGURE 4 Example of study-f d fr rk for

IDENTIFYING & PRIORITISING
Patients and the public can
* Through iocal user groups and organisations heip infoem
pricrities.
* Bo consuited about research topics and priorities,
important to them as service users.
* Collaborate with researchers to identify topics
for research.

« identify topics for research themselves.

v
DESIGN
Patents and the public can
« inform the desgn of the resesrch study.
* Clarify the and affiem ity impor
* Encure the 1% approgriate for patients.
* ASSist in Creating a recruitment strategy.

* Review and On proposed o and
data collection methods.

v
DEVELOPMENT OF THE
GRANT PROPOSAL
Patients and the public can

* Help 10 ersure that the research proposed and chosen
maethods are ethical.

*» inform areas where patients and the public could
be involved.

* Provide 0ngoing advice on where patients and the public
could be invohlved.

* Define outcome measures.

* Advise on the appropriateness of the Lay Summary.

* Raive awareness about costs of involvement, expenses and
promet hers 1o cost for invoh

* Be named as co-applicants,

|
UNDERTAKING / MANAGING
Setting up a steering group to manage / monitor
the research

Patients and the publi can
* Steer the Drojct throughout the reseandh ProCess.

* Agsist in writing the patient information and
corsent forms.

« Ald in designing the detailed protocol
* Produce resesrch updates that are patient friendly
* Can assist In conducting interviews and sunveys.

i research, reproduced with permission from the NIHR

Research Design Service™

Greenhaull” et.al Frameworks for supporting patient and public involvementin
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PARTNER

Effective Partnership:

Shared values
Acknowledged expertise
Mutual Accountability

Scientific knowledge about the
disease & Practical knowledge
about living with the disease




Meaningful and active
collaboration

Governance
Priority-setting
Conducting research
Knowledge translation

5

Be Ready to

Evolve

Patient
L Engagement 2

Empower Create Culture
Patients of Engagement

Employ the
Right
Technology







