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** Call to Action
------------------------------------------------------------
"Become a Lived Experience Advisor on the PREFER Study":

Become a Lived Experience Advisor on the PREFER Study
Parenteral veRsus Enteral Fluids for infants hospitalizEd with bRonchiolitis:
The PREFER shared decision-making study
We are looking for parents/caregivers to join the PREFER study team as advisors.
We are looking for parents/caregivers with inpatient experience with bronchiolitis and/or non-oral feeding (in the past 5 years) to join the inaugural PREFER Lived Experience Advisory Committee. Lived experience advisors will partner with researchers and health professionals who are studying shared decision-making when selecting Intravenous (IV) or Nasogastric (NG) fluids in hospital.

About the Study:
This PIRN/RRPH study aims to understand the extent of parent involvement in shared decision making in the choice of IV or NG fluids in hospitalized infants aged 12 months and younger diagnosed with bronchiolitis.
The study is being conducted in Ontario, Alberta, and Quebec at:
· SickKids
· McMaster Children’s
· CHEO
· Lakeridge
· Trillium
· North York General
· Alberta Children’s
· Stollery Children’s
· Montreal Children’s
· CHU Ste. Justine

Engagement Details:
· Commitment: Participate in four 90-minute virtual meetings/year starting October 2025.
· Experience: No prior research experience is required.
· Honorarium: $40 per meeting in appreciation for your time.
· Contact:
· Caitlyn Kaziev – caitlyn.kaziev@sickkids.ca
· Francine Buchanan – francine.buchanan@sickkids.ca
· Deadline: Friday July 25, 2025

Patient Engagement:
PIRN/RRPH values the voice of lived experience.
Interested in learning more about patient engagement?
Contact: Michelle Quinlan, Patient & Family Engagement Coordinator – michelle.quinlan@sickkids.ca

Principal Investigator:
Peter J. Gill MD MSc DPhil FRCPC
Co-Founder & Chair, PIRN/RRPH
Staff Paediatrician & Scientist, The Hospital for Sick Children
Contact: peter.gill@sickkids.ca

Join the team & share your lived experience!
PIRN/RRPH is a hospital-based national network that aims to generate evidence to improve care for hospitalized children through partnerships between clinicians and patients/families.
To learn more about this network visit www.pirncanada.com.
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** Still time to register PXP conference!
------------------------------------------------------------
https://events.zoom.us/ev/Asr1pT76oeDjAaSPyqxduaYTBa_iHnoQh2AmhA0cf-wNj3HbK8zU~Ak5WnPl1F5yL7lzSCfqrMtVK0ipGXTzPCw6gspifqDUHaEy08eTSaYKIjkajToRsQ_ot6Hv-YTSvxXoUwJEnRnE0Yw

Check out this free virtual conference, a highlight among our family leaders!


** Introducing Jo-Anne
------------------------------------------------------------

Jo-Anne will be providing administration support to our Family Leader Program, PFAC and with our new volunteer platform, Better Impact!

Hi, I’m Jo-Anne, nice to meet you!  With over 25 years in administration, I've taken pride in supporting teams in every day tasks - big and small. For the past 6 years, I've had the privilege of serving as the Executive Assistant at Family Services Ottawa.

Outside of work, I enjoy taking meditation classes, going on silent retreats, exploring farmers’ markets, and checking out classic, race and exotic cars at local car shows. I also cherish any time spent with my husband, close friends, and grown children.

Although I have been at the Research Institute for a very short time, I have thoroughly enjoyed fulfilling my role as Administrative Assistant and look forward to working with you soon.

With Gratitude,

Jo-Anne


** Student Project Alert
YOUTH FRIENDLY LANGUAGE (1).pdf:

TONE AND LANGUAGE
USING YOUTH-FRIENDLY

GROUP SIZE
Consider the group size you want that will fulfill the objectives of the project. Note the intimacy of the group, considering factors such as:
1. Not wanting to share because the group is too big
2. Not wanting to share because the group is too small
3. Offer opportunities to share privately or post-consultation
Also note that many youth groups may be bigger than the number of people you want.

ENVIRONMENT
Though it may be a consultation, try to make it feel more like a conversation. Introduce yourselves, go around the table so the youth have the same opportunity, and make the space welcoming.

AVOID COMPLEX LANGUAGE
Keep language clear and concise without using unnecessary flowery language. Clarify any less common terms, especially medical ones. Also, soften or properly explain terms that may be misunderstood (i.e. trauma) or can be triggering. Break it down into simple, understandable parts that can be relatable to youth—not words that can push them away.

PROVIDE CONTEXT
Why is their input important? Who will it affect, what are the stakes? Explain why these topics are being discussed and acknowledge the difficulty that may come with them. Make them feel valued and listened to!!! Ensure that you are talking with them, not at them.
Example: Why are we talking about child coercion and trauma? In what context?

Using youth-friendly language is especially important in research and tasks that directly concern and affect them. Keeping these key points in mind while brainstorming materials can make the experience more engaging and accessible for youth, overall increasing the sharing of knowledge and making everyone feel safe and heard.

INCREASE ACCESSIBILITY
Consider the target audience and make materials accessible for all ranges of youth. Using culturally adaptable materials, visual aids, or interactive activities can be a great way of doing this.
Add a survey or point of contact they can reach out to if they feel like doing so after the consultation (either if something comes to mind later, or if they didn’t feel comfortable sharing it in the moment).
Youth-Friendly Accessible Language – Family Voices

Nieve Xiao 2025
nievexiao@gmail.com

------------------------------------------------------------
https://familyvoices.org/resources/

This resource was developed by Nieve Xiao, a student working with Dr. Rochelle Einboden on research that amplifies the youth voice.


** Resource Worth Sharing
------------------------------------------------------------
https://ceppp.ca/en/resources/learning-together-evaluation-framework-for-patient-and-public-engagement-ppe-in-research/

Learning Together : Evaluation framework for Patient and Public Engagement (PPE) in research


** Words of Wisdom from Rae
------------------------------------------------------------

Giving Engagement Feedback Takes Practice -Rae Martens

Knowledge Broker at Family Engagement in Research Training Program and UCalgary Azrieli Accelerator Certified Level 1 Implementation Support Specialist

As someone with lived experience it can also be exhausting. I get it. There are multiple other conversations to have in this context: Ensuring researchers and clinicians are ready to engage and receive feedback is one for example. This post shares a few key skills that I've built over time as a lived experience partner.

1. Put feedback in the context of shared goals. Start by restating the common objective that brought you together in the first place.

2. Use specific, observable examples. Instead of “You didn’t give space for input,” try “During the meeting, after questions were posed, we moved to the next topic without checking if the patient partner had input.” It helps highlight in context where missed opportunities are found.

3. Balance positives with improvement areas. Point out what’s working well alongside suggestions for change.

4. Center the patient/lived experience perspective Share how the engagement approach felt from your perspective or how you think it might have felt to other partners.

5. Suggest actionable next steps Replace abstract advice with clear steps.

6. Invite dialogue, not just delivery. After giving feedback, ask: “How does that sound to you?” or “What do you think could make that easier to implement?”

7. Follow up on changes. If your feedback is acted on, acknowledge it. This reinforces good practice and shows that change is noticed.

Mental Health Note:

If you don't have the bandwidth, be kind to yourself and ask if it's worth your energy to advocate. Email is an option especially if you feel like it brings more clarity in your ability to articulate your thoughts.

Talk to a fellow lived experience partner and ask advice about your approach.

Try not to ruminate. Feedback loops of your conversation aren't likely going to build on your energy.

Build in recovery time. You did a hard thing. Celebrate a little.


** Summer Social
------------------------------------------------------------

We had a wonderful turnout at Westboro Beach on August 12! Working remotely and asynchronously is our norm, so it’s extra special when we can come together in person. More events and socials are on the way—because we’re not just a program, we’re a community.


** Grand Rounds Recording
------------------------------------------------------------
https://www.macvideo.ca/media/Meaningful%20Patient%20and%20Family%20Engagement%20in%20Health%20Research%20and%20Education%3A%20Principles%20and%20Practices%20%7C%20Dr.%20Elif%20Bilgic%2C%20Dr.%20Andrea%20Cross%2C%20Dr.%20Karen%20Beattie%20and%20Samantha%20Micsinszki%20%7C%20August%2028%2C%202025/1_5gtukmrq
This newsletter is a space to highlight your engagement, celebrate milestones, and share resources that inspire others across our Family Leader Program
Send us your contributions—we’d love to feature them!
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