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for Optimizing Family Engagement in Research




This pdf download links to free tools to improve early communication for
researchers and families engaged in research.

Avoid the pitfalls and roadbumps to relationship building which forms the
foundation of any succesful parent-researcher partnership.

The links are current as of December 2019.
Feel free to email us with your thoughts, comments or suggestions.

Hope your project is full of rainbows and unicorns...

Mindy & Jennifer

mindy.silva@postgrad.otago.ac.nz
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IMPORTANT DISCUSSIONS

--> Student Projects / Canchild

A QUICK REFERENCE GUIDE:
AUTHENTIC PARTNERSHIP IN RESEARCH

Family Engagement Checklist

Financial Compensation

Time Committments

Project Goals

O 0 0 0O 0O 0 O

Timeline Planning

(O a. Start - Stop - Continue Activity

Participant/Researchers motivations

--> East Midlands Academic
Health Science Network

Contact det:

Effective communication

10 top tips

EMAHSN top tips for patient and
publicinvolvement

Temporary leave & re-engagement options

Project outcome measures related to family engagement

(O b. Dedicated feedback times of projects progress

Start, Stop, Continue Activity source -->

Patient Engagement in Action: A Case
Study in Patient Oriented Research

Start
“What should we
start doing?”

List ideas/items that:
* The group is not doing, but

think they should be

* New ideas that have come up

or not been considered before

* Ideas to address new situations

orfactors that may not have
existed at the beginning of a
project or task

Stop
What should we
stop doing?”

List ideas/items that:

* Are not working for the team

* Are not having the desired
outcome

* May have proved to be
impractical

* The team just plain dislikes

Continue

What should we
continue doing?

List ideas/items that:

* Are working well and the team
wants to keep

* The team likes and thinks are
successful

* May be pieces of processes
that the team wants to “stop”
~keeps team from “throwing
the baby out with the bath
water”



http://canchild.ca/en/research-in-practice/current-studies/family-engagement-in-research-course/student-projects
http://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=1&ved=2ahUKEwif7Nygl4rmAhXWR30KHWT7CWkQFjAAegQIAxAC&url=https%3A%2F%2Fwww.emahsn.org.uk%2Frsfiles-ordering%2Fdownload-file%3Fpath%3Dour-work%252Fppi%252Fuseful-documents-and-links%252FInvolving%2BPatients%2BCarers%2Band%2BPeople%2BWith%2BLearning%2BDisabilitiest.pdf&usg=AOvVaw0z20YIO4sTLkqBu2st2Umf
http://www.youtube.com/watch?v=NgZ1G-FI9KM

Roles & Stages
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An explanation of the five roles can be found onithe next page
Please read the practical guide before using the Involvement Matrix

ROLE IN PROJECT/RESEARCH

Listener

Is given
information

Execution Preparation

STAGE OF PROJECT/RESEARCH

Implementation

Co-thinker

Is asked to give
opinion

Advisor

Gives (un)
solicited advice

Partner

Decision-

maker

Works as an
equal partner

Takes initiative,
(final) decision
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© 2017 Center of Excellence for Rehabilitation Medicine Utrecht, the Netherlands

--> |Involvement Matrix Instructions

Ways Community Members Can Participate in the Stages of Research
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Continue the
relationship

\ Plan the study participants / Do the study / Analyze the results / Disseminate the results \

P1. Determine the relevance of the R1. Advise onthe vocabulary S1. Participate inatrislrunof  Al. Contribute a unique D1. Develop a dissemination plan
research to patients and the used in the recruitment the study to assess the perspective on the (study results, policy, guidelines)
public and study materials preparedness of the staff and interpretation of data

P2. Prioritize research questions to be able to explain the D2. Identify partner organizations

P3. Assess the feasibility of patient R2. Use existing networks to experience to participants A2, Give feedback on potentially
involvement advertise the study counterintuitive results D3. Identify non-traditional models of

P4, Identify barriers to continued S2. Participate in data collection dissemination
participation R3. Provide support and {read study questions to A3. Identify how results relate to

P5. Define and assess the relevance information to participants participants, administer lived experience D4. Develop a public-friendly version
of outcomes from a patient about the specific study or interviews) of results
perspective on the experience of A4, Place results in a real-world

P6. Answer questions from participating in research 53. Collect feedback context D5. Present the patient perspective at
researchers studies in general conferences

P7. Give approval of the study S4. Identify obstacles as the
question and outcomes study progresses D6. Present in non-traditional settings

P8. Identify the partnership approach to reach new audience
(organizations, public)

P9. Identify organizations that D7. Invite researchers to present at
should be aware of the study and patient advocacy organizations
track its progress

P10. Plan how to engage interest of D8. Co-publish in non-academic
opinion leads (TV, print radio) materials

P11. Contribute to funding application

P12. Contribute to ethics application DY. Participate in the publication
for research ethics board committee

P13. Review drafts of applications

P14. Provide letter of support

3 Evaluate the study

E1l. Develop key indicators of success and how and when to measure them
E2. Survey at the beginning, middle, and end of the project
E3. Ensure the authenticity and value of the patient engagement


http://www.kcrutrecht.nl/involvement-matrix/

FINANCES 4+ BUDGETS

--> Get the Decision tool

THE DECISION TOOL | FALL2017 | 1

\ 2
He CHANGE
FOUNDATION

SHOULD MONEY COME INTO IT?

The
Decision Tool

More and more often, healthcare organizations  to paid patient advocacy, or to contributions.
dalivering care, conducting reseasch and of professional axpertise or knowledge from
evaluation, and paicy organizations ara healthcare provicers o others. It measures
consulting, discussing and braistortring sioht actors:
with patients and famiy caregivers. Research
of this natura raises the question of o Time
compensation. Shouid the patient or caregiver = Ecuity
be compensated o should neif ik be puraly  » - Vuinerable-grou stalus
vouniary? « Chalenges
* Accountabity

"o help organizations answer the payment/ « Positive Impact

i, wa daveioped The o Access
rst appearedin herepart s Cither forms of recogrition
Info 2 To create tha tool,

wa Consulted Wit The fest
factors, whe the

in Ontar a8 wel & scor

engagement panel, the PANCRAMA panel. lieiiocd of payment. The last tree questions
focus on mitigaling |- factors, where a highar

This 100l applies orly to patent.angagement  score decreases the lialinood of payment.

actities with a fixed aimount of time. 1t does

ot apply 10 routind Or onQoing 18K, 1o

governance roles such as sitling on a board,

[NHS|

National Institute for
Health Research

Select your resource: Budgeting for
involvement:

1. --> Online Budgeting for Practical advice on
budgeting for actively

Involvement Tool involving the public in
research studies

June 2013

2. --> PDF Booklet


http://www.changefoundation.ca/patient-compensation-report/
http://www.invo.org.uk/resource-centre/payment-and-recognition-for-public-involvement/involvement-cost-calculator/
http://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=1&cad=rja&uact=8&ved=2ahUKEwiMjazcpYrmAhXTbSsKHXVvDZoQFjAAegQIARAC&url=https%3A%2F%2Fwww.invo.org.uk%2Fwp-content%2Fuploads%2F2013%2F07%2FINVOLVEMHRNBudgeting09Jul2013.pdf&usg=AOvVaw2XNqtXVkPXa5Q65QpG1XHA

TEMPLATES

The templates on the following
pages have been kindly shared
with us by:

McMasters University
through their

Family Engagement in Research
Course (Canchild)

--> get more info

Click on the name to jump directly
to the template

1. Research Partners Resumé
2. Family Partner Resumé

3. Team Member Intro

4. Family Engagment Plan

5. Brainstorming



http://www.canchild.ca/en/research-in-practice/current-studies/family-engagement-in-research-course

Research Partnership Resume
Research Trainee Template

NAME AND CONTACT (phone, email, twitter, LinkedIn, etc.)

EDUCATION:

RESEARCH INTERESTS

PUBLICATIONS/PRESENTATIONS (Highlight five key publications/presentations):

RELEVANT WORK/VOLUNTEER EXPERIENCE




RELEVANT WORK/VOLUNTEER EXPERIENCE

RELEVANT ASSOCIATION MEMBERSHIPS:
(e.g., Autism Canada, Cerebral Palsy Association, etc.)

HOBBIES/INTERESTS

STRENGTHS/SKILLS THAT YOU CAN BRING TO A RESEARCH PROJECT
(i.e., what do you want family stakeholders to know about you)




Research Partnership Resume
Parent Partner Template

NAME AND CONTACT (phone, email, twitter, LinkedIn, etc.)

CHILD’S AGE AND DIAGNOSIS:

TELL US WHAT WE SHOULD KNOW ABOUT YOUR LIVED EXPERIENCE
(e.g. managing complex care, sleep disturbances, augmentative communication, sign
language, tracheotomy, gastrostomy, behavior challenges, indigenous communities
etc.)

PREVIOUS EXPERIENCE AS RESEARCH PARTNER:

OTHER RESEARCH EXPERIENCE:




RELEVANT ASSOCIATION MEMBERSHIPS:
(e.g., Autism Canada, Cerebral Palsy Association, etc.)

RELEVANT ONLINE GROUPS (e.g., Facebook groups)

HOBBIES/INTERESTS

STRENGTHS/SKILLS THAT YOU CAN BRING TO A RESEARCH PROJECT
(i.e., what do you want researchers to know about you and your strengths/capacities
that you bring to a research project?)




© A. Cross, J.Hanes, D. McCauley, JW. Gorter 2017

Name:

Add image here Town:
(.jpeg, .png)

Your Role:

Languages:

My background...

Team Member Introduction

brain health

network

My strengths are...

Something | would like to try, learn or continue to work on is...

| would like to be involved in...

Anything else you would like your team to know?




© A. Cross, ].Hanes, D. McCauley, JW. Gorter 2017

k,dg}l’ FAMILY ENGAGEMENT PLAN

brain health
network

Who is involved on your research team as a family stakeholder and what are their roles?

Who is your target audience?

How did/will you conduct a family stakeholder needs assessment?

How did/will you involve family stakeholders in the research planning and design?

How will families be involved in data collection and analysis?

What are the barriers in your project to involving families, and how do you intend to overcome

them?

What are the intended outcomes of the project for families?




4% .
% “fi Name:
e

kids . .
s st Team Brainstorming

Describe the project in your own words...

What are your hopes/goals of the project?

Who do you see participating and/or benefiting from the project?

What factors/key questions do we need to consider when developing the project?

In the short term what do you think needs to be done to make the project successful?

© A. Cross, .Hanes, D. McCauley, JW. Gorter 2017



COMMUNICATE your
way to SUCCESS

McMaster TN

University ' ‘ 4:.'\’44 bgai‘i(jlvqshc'a(alth
networ



https://filedn.com/l6Kboiuwxd0uaKl3LGuI7W4/Communication%20for%20Family%20Enagement.mp4

