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GRIPP2 Short form Involvement of parent research partners in this case study 
	Section and topics
	Item

	1: Aim
Report the aim of PPI the study 
	To report and evaluate the involvement of parents of adolescents with chronic illness in the development of a complex transfer intervention, and 2) to evaluate their experience of involvement. To collaboratively involve parents as research partners in the evaluation and as co-authors of this paper. 	

	2: Methods
Provide a clear description of the methods used for 
PPI in the study
	Three parent research partners (PRPs) were recruited from the initial collaboration group to participate in a workshop together with the principal investigator (ELT) and a member of the research team. All PRPs had previously contributed to the development of the intervention.
Workshop
Prior to the workshop, ELT translated descriptions of the various methods used to involve parents in the intervention development into Danish and sent them to the PRPs to allow them to prepare and refresh their memories. During the workshop, ELT presented the methods and facilitated an open discussion, in Danish, on the positive and negative aspects of PPI.
The PRPs were asked to reflect on the various methods and to write their thoughts on sticky notes, which they then placed in either a “positive” or “negative” column. They were invited to elaborate on these reflections verbally. The sticky notes and oral feedback were digitally recorded, transcribed, and analyzed deductively by ELT. Findings were reported in Danish under each of the GRIPP2-SF’s five sections (aim, methods, results, discussion, and reflections) by ELT and returned to all PRPs for feedback and approval.
During the workshop, the PRPs were also asked to reflect on the PEIRS-22 results and to indicate how they perceived their involvement using the IAP2 involvement spectrum.
Co-author
All PRPs reviewed the manuscript in English after the workshop. The approved report from the workshop informed the results and discussion section in the paper. PRPs gave feedback and comments on the draft. Once the final version was completed, the manuscript was sent to the PRPs again for approval. In addition, the abstract and plain English summary were translated into Danish and sent with the manuscript to the PRPs. Each PRP received a follow-up phone call from ELT to address any questions before they gave their final approval.   

	3: Results
Outcome – Report the 
results of PPI in the study, including positive and 
negative outcomes

	PPI contributed substantially to the case study by shaping both the evaluation of methods and the discussion. PRPs reflections highlighted practical challenges, differences in perspectives, and ways to improve the integration of PPI in future projects. Their input not only informed the study’s recommendations but also directly influenced decisions about how best to involve them as co-authors. 
Specifically, PPI contributed by:
· Identifying what worked well and what was challenging when using the various methods.
· Highlighting which methods were best suited to the parents’ needs, time, and everyday activities.
· Informing the discussion and recommendations for future research.
· Improving the process of inviting parents to be co-authors by discussing authorship and the manuscript´s sections in Danish rather than relying solely on English versions of the manuscript.

	4: Discussion 
Outcome – Comment on the extent to which PPI 
influenced the study overall. Describe positive and 
negative effects

	The PRPs had a significant influence on the case study and on how we will involve parents in future research. Their feedback during the workshop revealed differences in perspectives between parents and the research team regarding specific methods. For example, parents preferred online methods once a relationship had been established with the principal investigator (ELT), whereas the research team favored in-person meetings. Based on this, we will consider using a mix of online and in-person methods in future projects.
We also became aware that our previous approach to involving parents as co-authors was problematic, as they did not feel confident engaging with academic English and research terminology. In response, we changed our approach to emphasize oral feedback in Danish, supported by translations of key written materials (e.g., the abstract).

	5: Reflections
Critical perspective -
Comment critically on the study, reflecting on the things that went well and those that did not, so others can learn from this 
experience
	We found it extremely valuable to include PPI in the evaluation of a study using PPI, as the PRPs brought different approaches and perspectives that helped us identify blind spots. We therefore recommend that others evaluate their PPI methods to ensure that the full potential of PPI is realized.


PPI = Patient and Public Involvement, PRPs = Parent Research Partners
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