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Abstract: Advancing inclusion in pediatric pain research requires approaches that move beyond recruitment diversity toward 
authentic partnerships with youth and families whose lived experience can inform scientific rigor, relevance, and ethical integrity. 
Although patient engagement is widely endorsed, practical guidance for implementing partnerships that are safe, equitable, and 
sustainable remains limited, especially when working with populations exposed to intersectional marginalization and stigma. In this 
perspective, we argue that trauma-informed principles provide a critical framework for structuring meaningful patient partnerships in 
pediatric pain science. In collaboration with our patient partner (co-author, SS), we situate contemporary partnership approaches within 
their historical foundations in the justice-oriented movements that first recognized lived experience as a form of expertise. We then 
synthesize evidence describing benefits of patient engagement for research quality, feasibility, and translation, alongside emerging data 
on benefits for patient partners themselves. We use a case example from our lab to illustrate how patient partners can shape study 
design, language, recruitment, and ethical safeguards in ways that strengthen methodological and contextual validity. We also examine 
structural, relational, and emotional barriers that may limit equitable, rewarding participation if not intentionally addressed. In response 
to these barriers, we propose a partnership framework that links core trauma-informed care (TIC) principles (eg, safety, transparency/ 
trustworthiness, peer support, collaboration, empowerment, cultural responsiveness) to actionable strategies and underlying mechan
isms toward authentic engagement. We conclude inclusive partnership practices can help pediatric pain researchers to build 
collaborations that are ethically grounded, methodologically robust, and amplify the voices and priorities of youth living with pain. 

Plain Language Summary: Young people living with chronic pain have valuable ideas that can improve research about pain when 
they are included as partners, not just participants. Working with patient partners can make research studies more useful, relevant, and 
respectful. However, many researchers are unsure how to build partnerships that feel safe, fair, and supportive, especially for youth 
who have had negative healthcare experiences. In this perspective, we explain why it is crucial for pediatric pain researchers to ensure 
their partnerships include diverse perspectives and treat partners as true equals. We describe how patient partners can improve how 
researchers design their studies, connect with participants, and interpret the information they gather in their studies, and help the 
findings to be used in patient care. We also talk about how patients benefit from these partnerships, by helping them feel heard, 
connected, and able to make a difference. Using an example from one of our studies, we show how patient partners help improve study 
materials, questions asked, and overarching research plans, as well as avoid unintended harm. We review common challenges with 
partnerships (eg, limited time, unclear roles, burden) and offer practical suggestions for addressing them. These suggestions focus on 
safety, trust, respect, and making decisions together – all approaches that acknowledge that patients may have had difficult 
experiences. In sum, thoughtful and inclusive partnerships help make sure that pediatric pain research reflects the real needs and 
priorities of the young people it aims to serve. 
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Introduction
Patient-oriented health research has shifted the field beyond viewing patients solely as research subjects toward their 
integration as key interest-holders and genuine collaborators across the research lifecycle.1,2 Patient partnership, the 
meaningful and active collaboration with people with lived experience (and their families and caregivers, as appropriate), 
in the priority-setting, study design, conduct, and dissemination of research, strengthens rigor, feasibility, and translation, 
while advancing inclusion.3,4 With care and strong guiding principles, patient partnerships, particularly with historically 
marginalized communities, serve as both methodologically innovative and a necessary act of social justice.5 In pediatric 
pain, the case for patient partnership is especially compelling: youth experience and express pain in developmentally 
distinct ways,6,7 youth and caregiver priorities often diverge from clinician assumptions,8,9 and longstanding sampling 
homogeneity has constrained generalizability and perpetuated inequities in prior pain research.10 In this perspective, we 
argue that pediatric pain research can fulfill its scientific and ethical obligations only when partnerships are intentionally 
designed to be safe, inclusive, and equitable.

We offer our perspective in several parts: (1) situating contemporary patient partnerships within their historical and 
ethical foundations, (2) synthesizing existing evidence on the bidirectional benefits of partnerships for teams and patients, 
(3) illustrating the impact of partnership through a study of gender identity and chronic pain among transgender and 
gender diverse adolescents and young adults, and (4) delineating the structural, relational, and emotional barriers that 
often undermine safe and equitable partnership for teams and partners. We then offer a trauma-informed, equity-centered 
operational framework for patient partnership in pediatric pain research. Drawing on the key principles of trauma- 
informed care, we translate values into concrete, actionable strategies that redistribute decision-making power, enhance 
psychological safety, and prevent tokenism across all study phases. In each component of this perspective, we include 
reflections and direct quotations from our patient partner (co-author, SS). Our goal is to offer researchers, patient 
partners, and institutions a pragmatic, ethically grounded, theoretically driven framework for cultivating partnerships that 
are not only meaningful but also safe, inclusive, and enduring. While prior scholarship documents the value of both 
patient engagement and trauma-informed principles individually, existing patient engagement frameworks rarely oper
ationalize principles into behavioral guidance or integrate trauma-informed theory with equity-centered partnership 
design. Our framework addresses this translational gap by linking principles, mechanisms, and actionable strategies.

Consistent with reflexive approaches to conceptual scholarship, we (AS, HR, JC) acknowledge that our multi
disciplinary training, clinical and research experience in pediatric pain settings, and commitments to equity-centered 
and trauma-informed care shape the lens through which we interpret the role of patient partnership. Collaboration with 
patients with lived experience, our local Patient-Family Advisory Committee, and our patient partner (co-author, SS) 
informed our understanding of the interpersonal and systemic dimensions of patient partnership. We offer this perspective 
and framework transparently as one viewpoint, intended to advance dialogue about inclusive partnership practices.

Historical and Ethical Foundations
Participatory action and community-engaged research have long been established as effective methodologies and as 
drivers of change in health research. Their origins are deeply rooted in advocacy movements and embody principles of 
health equity and social justice. Patient partnerships were predicated on social movements that challenged who is 
permitted to speak, decide, and lead, within knowledge-producing institutions such as healthcare and research. Within 
the disability rights movement, activists rejected the notion that medical professionals were the sole experts on disability 
and advanced a social model that located disability within socially driven barriers and policies, rather than bodies 
alone.11,12 From this movement, the principle “Nothing About Us Without Us” re-emerged to demand that individuals 
with disabilities be directly involved in policymaking, research priority-setting, determining clinical standards, and care 
delivery design.13 The recognition of lived experience as expertise, a concept previously absent from healthcare, is 
widely understood to stem from this movement and simultaneous activism within the LGBTQ+ community during the 
HIV/AIDS crisis. LGBTQ+ activists demonstrated that excluding lived experience leads to harm, whereas inclusion 
improves relevance, ethics, and trust.14,15 These ethical movements led to the recognition that health research questions 
often fail to reflect patient priorities, study outcomes are misaligned with lived experience, and marginalized 
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communities were being systematically excluded.16,17 Similarly, Indigenous sovereignty movements, feminist health 
movements, and mental health consumer and survivor movements asserted the rights of impacted communities to be 
heard, credited, and centered.18–20 This laid the intellectual groundwork for intersectionality theory21,22 and emphasized 
that health experiences are shaped by interacting social identities and systems of power. More recently, the Patient- 
Centered Outcomes Research Institute (PCORI) institutionalized a response to these very concerns, embedding patient 
engagement into the infrastructure of health research in the United States by resourcing patient engagement and 
evaluating it as expected practice.4,16,17

Consistent with these justice-oriented foundations, patient engagement has often been conceptualized along 
a continuum of involvement, defined by the degree of influence patients hold over decision-making processes, ranging 
from informing and consulting to involving, collaborating, and empowering partners to share knowledge and decision- 
making authority.23 This continuum underscores that engagement varies not only in presence, but in the extent to which 
lived experience meaningfully shapes research priorities, processes, and interpretation.

These foundations of patient partnership are particularly salient in pain research, where lived experience is 
central to understanding discomfort, suffering, disability, and engagement in care, yet pain itself is often been 
marginalized in research and clinical care. Given the subjective nature of pain and the many biopsychosocial 
factors contributing to its development and maintenance, the experience of chronic pain cannot be fully char
acterized through biomedical metrics alone. Patient partnership offers a mechanism to align research priorities, 
methods, and outcomes with what matters to those living with pain. Importantly, the rationale for patient 
partnership is not solely instrumental. Even in the absence of measurable improvements in study outcomes, 
inclusion remains an imperative grounded in principles of justice, representation, and respect for experiential 
knowledge. Thus, patient partnership should be understood not only as a strategy for improving research, but as 
a standard for conducting it responsibly.

Bidirectional Benefits of Partnership
For Research Teams
Beyond its ethical imperative, patient partnership offers practical advantages for research teams. A growing body of 
qualitative and mixed methods evidence demonstrate that patient partnerships can improve the overarching quality of 
empirical research, which, through direct improvements on methodological design and generalizability, also hold 
indirect benefits for the population being studied. First, patient partners bring unique insights from their lived 
experiences navigating their health conditions and participating in healthcare systems that are difficult for research 
teams to intuit or access independently.16,17,24 Second, patient partnerships may improve participant engagement in 
research and, in turn, support more inclusive and applicable findings for dissemination and implementation. This 
promotes research that is likely to be adopted in clinical settings.25 For instance, during study design, patient partners 
help teams to ensure the relevance and quality of research questions, that research participation is not burdensome to 
patients, that measurement tools are accessible and appropriate, and that interventions align with patient preferences 
and daily realities.24,25 Third, patient partnerships can improve the quality and efficiency of healthcare research. 
Studies that involve patient partners have been associated with improvements in rigor, feasibility, quality, and 
relevance,26 fewer endeavors that fail to result in meaningful benefit, better translation of findings into clinical 
practice,27,28 and increased transparency and accountability.29 Moreover, research teams may experience intrapersonal 
and intellectual benefits, including novel learning opportunities, personal growth in understanding and humility, and 
meaningful insights that shape future projects and professional development.30,31 Researchers also benefit from 
strengthened confidence, authenticity, and legitimacy, knowing they have taken critical steps to reduce personal biases 
and assumptions in data interpretation,31,32 a dimension of partnership impact that remains underexamined in engage
ment scholarship. While much of this evidence derives from qualitative or observational designs rather than trials 
determining causation, convergence across methodologies suggests consistent perceived and practice-level benefits for 
research teams.
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For Patient Partners
The body of literature exploring and measuring the benefits of partnership for patients remains comparatively small, 
relative to that which has been conducted with research teams.33 While often motivated primarily by altruism (eg., the 
desire to improve the health system and benefit other patients),34,35 patients may also experience substantial personal 
benefits from engaging as research partners. Our patient partner (co-author, SS), collaborated with our team on 
a literature review to generate a list of commonly cited benefits for patient partners. SS then reflected upon their 
experiences as a partner and offered quotations in direct response to the comprehensive list. SS agreed to quote 
placement and context below; no quotes were omitted from their contributions to the text below.

SS first reflected on their motivations for engaging in partnership with our team:

I wanted to give back and help ensure that future patients would be able to receive the same amazing care that I did. It has been incredibly 
meaningful to be able to pay it forward by helping to influence a research study and help others receive improved care. I know that the 
work I am doing will have a direct impact on improving the care that other young people with chronic pain will receive. 

More personal benefits for patient partners include: having their voice heard, feeling valued by and connected to the 
healthcare system, maintaining and developing new relationships, distress relief and self-improvement, and softening 
power imbalances between researchers, clinicians, and patients.34–38 As SS notes, this can include building confidence 
and trust in the research process as a whole:

Seeing how pain research is conducted has been an incredibly eye-opening experience for me. I am someone who always loves 
to understand how things work and why things are the way they are, so being able to go behind the curtain and see how the 
research is done, knowing that similar research helped to inform the care I received, has been valuable. To see all the different 
hurdles that the team has to jump through and the care with which the [research is] being conducted brings not only confidence, 
but trust in how medical research is done. 

Participation can also help patient partners to clarify their own perspectives and promote their own personal growth 
through experiential knowledge:

Being a part of this research team [exploring the intersection of pain and gender identity] helped me to think about and clarify how 
I feel and think about these topics. I have independently explored how my experience with chronic pain has influenced and changed 
how I think about my gender identity and body. It also helped me to learn how to work with people coming from a very different set of 
experiences. As someone whose work outside of the study revolves around collaboration, this experience will help me in my career. 

Partnership can also offer a unique form of support and emotional connection, which SS notes experiencing during a key 
healthcare transition:

I had just finished my time [in pain rehabilitation] and knew I was going to be losing some of the direct contact with medical 
professionals I had loved and made me feel safe. Joining this team of people who have studied chronic pain and continue to 
work with other adolescents and young adults with chronic pain lessened some of that separation anxiety. 

Perhaps most pertinent to equity, patient partnerships allow those with lived experience to fundamentally shape research that 
reflects real-world needs, instead of exclusively academic, institutional, or political interests, thus democratizing the research 
agenda.16,17

A Case Example
The following case example illustrates how meaningful collaboration with our patient partner (co-author, SS) has served not only 
as a methodological strength but also an ethical safeguard for study participants, supporting sound pain science and inclusivity. 
As youth with historically marginalized social identities are at heightened risk for poorer pain outcomes, in our recent study, we 
examined how transgender and gender-diverse adolescents and young adults (TGD-AYA) living with chronic pain and multi
disciplinary pain providers understand the intersections of gender identity and pain, as well as the barriers and facilitators to 
affirming pain care, using a mixed-methods approach. Because this work sits at the complex juncture of two marginalized, 
frequently misunderstood, and clinically contested identities, as patient partner, SS helped to ensure that our inquiries and 
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interpretations reflected and respected the realities of TGD-AYA living with pain. This was accomplished through their 
integration as a valued and compensated member of the research team from the inception of the study, via regular attendance 
at study meetings, preparatory review and editing of materials between meetings, and informal updates and check-ins (eg, via 
email, text) between work sessions Importantly, while the TGD-AYA study began with two patient partners, our second partner 
stepped away from the project unexpectedly due to worsening health. At this time, SS had established rapport with the team, had 
built confidence as a valued contributor, and expressed comfort continuing in their role independently. In fact, they highlighted 
that bringing a partner in mid-study could be inadvertently more challenging for the new member to feel integrated and informed.

Table 1 details SS’ contributions to the TGD-AYA study’s language, recruitment processes, interview protocols, and 
risk-mitigation plans from the perspective of the researchers (AS, HR, JC), as well as the ways in which engaging in 

Table 1 Bidirectional Benefits of Patient Partnership by TGD-AYA Study Stage

Study Stage Researchers’ (AS, HR, JC) Description of How Patient 
Partnership was Helpful to Each Project Stage:

Patient Partner’s (SS) Description of How 
Their Engagement in Each Project Stage was 
Impactful:

Study design “SS identified terminology and protocol pain points prior to study 

initiation by providing insight into how aspects of the protocol would 

be perceived by participants (eg, protecting patient safety, establishing 
researchers as ‘safe,’ reducing burden) This resulted in a deliberate, 

community-centered study design that reflected the priorities of the 

TGD-AYA community. SS bridged the gap between medical jargon and 
accessible language (eg, on consent forms). This facilitated the 

integration of important messaging while maintaining transparency and 

conveying safety.” (JC)

“Coming into the project at the start, a time when 

I could have influence, was crucial to my feeling of 

ownership and ability to contribute freely. I was able 
to think about ways in which the design and 

protocol would be most inclusive. Being able to 

offer suggestions of language and other ways of 
engaging to help make the study a place where 

everyone could be heard, and to have those 

suggestions considered seriously and implemented, 
helped me to feel confident in being a valued 

member of the team. I also had worries about 

needing to speak for an entire identity group and 
learn lots of new medical terms and concepts. At 

this early stage, I was able to talk through these 

concerns and understand the new language. This 
gave me the space to ask questions because I did 

not feel like I was behind.” (SS)

Recruitment “SS’ input on study materials and recruitment methods helped to 

design and refine solid recruitment processes. Their input ranged from 

community norms (eg, text vs. Email use among AYAs) to diversifying 
recruitment methods (eg, considerations of online access, privilege of 

affirming homes) to improve inclusivity and reach. They constructively 

challenged recruitment plans, resulting in materials that reflect 
community values through inclusive images and language. They 

encouraged the team to pause and reflect on the reasons for 

recruitment challenges, before generating solutions.” (HR)

“This was a part of the project where I struggled at 

first. I needed to constantly remind myself not to 

feel compelled to speak for entire identity groups. 
I did not know how different people might react or 

respond to the recruitment methods we were 

exploring. The team’s willingness to explore 
different options helped me to gain confidence… 

I was surprised by the questions I was able to 

answer, just with the knowledge of the tendencies 
of people my age. Being able to ensure that all 

potential study participants would be able to 

understand the terms and processes being thrown 
at them was important to me, since I was always in 

a position to ask questions and clarify when they 

were unclear for me… I also enjoyed the 
opportunity to improve on how we recruit 

participants, as it is important to me that those who 

take part in the study represent as wide a range of 
experiences as possible.” (SS)

(Continued)
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these study elements personally impacted SS. To create Table 1, SS collaborated with our team to determine the core 
domains of their contributions to the study. To describe the benefits of partnership for the research team/study itself, the 
researchers reviewed meeting agendas/summaries, as well as tracked changes and comments on study documents. It is 
also our team’s general process to note team members’ contributions to study, to support accurate acknowledgement and 
authorship equity. Simultaneously, SS reflected on their experience with each study domain and offered direct quotations 
on their experience, all of which are included in Table 1. The TGD-AYA study case example illustrates mechanisms 
through which our patient partnership influences research integrity: ethical and equity calibration, linguistic accessibility 
optimization, and contextual validity checking. Such mechanisms help explain how true partnership affects methodolo
gical rigor beyond that which may be offered by surface-level engagement.

Barriers to Safe, Inclusive, Equitable Collaboration
While invaluable, patient partners in pediatric pain research can face unique vulnerabilities due to their lived experiences 
as individuals with pain, potentially holding other marginalized social identities, and serving as consultants on those 
experiences. Their engagement in research may entail disclosure of deeply personal material, exposure to invalidating 
narratives, and pressures to best represent broader communities. Pediatric contexts must also account for evolving 
developmental capacity, family dynamics, and protections for vulnerable groups as well. Thus, awareness of structural, 
relational, and emotional barriers to safe and equitable partnership (and in turn, efforts to ameliorate them) are essential 
not only to successful collaborations but also to preventing harm. Without this, tokenism remains a central risk in patient 
engagement work.39 Various frameworks for patient engagement (eg, INVOLVE, GRIPP2) warn that patient involvement 

Table 1 (Continued). 

Study Stage Researchers’ (AS, HR, JC) Description of How Patient 
Partnership was Helpful to Each Project Stage:

Patient Partner’s (SS) Description of How 
Their Engagement in Each Project Stage was 
Impactful:

Qualitative 
Interview 
Development

“When designing the interview, SS ensured that questions were asked 

in an affirming manner, with sensitivity to the emotion they might 

evoke. Their input reduced risk (eg, not asking questions that did not 
further the study’s aims, adding a discussion of strengths), 

incorporated expressions of safety and empowerment, and reduced 

burdens of participating (eg, shortening length, appropriate 
remuneration). This helped to increase interview efficiency and clarity 

(eg, refining when a question was about pain, gender identity, or 

both).” (HR)

“It has personally heavily interested me to think 

about how you can ask a question in a way that 

provides the most space for an answer while also 
being respectful of the patient. As someone careful 

not to speak for an entire identity group, it was 

additionally important to me that the questions 
were framed in a way that did not ask the 

participants to feel that way.” (SS)

Mock 
interviews

“Practicing the interview with SS created a safe place for us to make 

and learn from mistakes and highlighted what felt most genuine, given 
our relationship with SS. They facilitated consideration of how 

questions, tone, and approach landed when posed directly to a person 

with lived experience (vs. on paper), which positively shifted the 
interview feel. SS also identified non-verbal opportunities for us to 

convey safety and inclusivity to participants (eg, wearing rainbow 

lanyards/pride pins).” (AS)

“The mock interview helped me to personally 

explore how my experience with chronic pain has 
influenced and changed how I think about my 

gender identity. As someone who struggles to feel 

comfortable in the body they are in, the added layer 
of sometimes debilitating chronic pain further 

amplifies a desire for change and feelings of sadness 

for the body I am in. It also further brought to light 
for me how each of these two identities can feed on 

the other to make pain, dysphoria, sadness, and 

anxiety more prevalent… I spent a lot of time 
thinking about the questions we would ask and how 

the interview would work. Being able to experience 

firsthand what it would be like for participants gave 
me a better understanding of how we might be able 

to make the study more inclusive to everyone.” (SS)
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can quickly become merely symbolic rather than substantive,40,41 particularly at less involved levels of the engagement 
continuum23 (eg, informing or consulting) At these levels, lived experience perspectives may be solicited but they are 
often not substantively integrated into research processes and decision-making.

Below, we begin with an overview of various structural barriers, as these can shape and constrain relational dynamics. 
Then, we review potential interpersonal and emotional barriers to successful partnerships, with these sections primarily 
written by our patient partner, SS.

Structural Barriers
● Funding: Equitable partnerships require sufficient funding to compensate patients for their time and effort, 

funding that, if not budgeted for,42,43 can pose challenges to successful and fair patient engagement. Resource 
constraints may limit the number and diversity of patient partners with whom teams are able to engage, which can 
result in increased workload and emotional burden for existing partners. These challenges highlight the importance 
of designing partnership frameworks that remain feasible across resource-diverse research contexts.

● Institutional policy gaps: While review boards and funding sources often inquire about involvement of communities 
in research design, this has not yet been mandated universally. Consequently, many institutions lack guidance on 
creating and sustaining patient partnerships, resulting in no clear workflow, policies, or guidance on patient 
engagement processes.43–45 The resulting confusion can open the door to inadvertent missteps that jeopardize the 
safety and equity of the partnership.

● Training gaps: Without sufficient orientation and training, patient partners may struggle with research processes and 
terminology, while researchers may lack skills in facilitating meaningful collaboration.43–45 Without addressing 
these foundational needs, teams risk a disconnect between key interest-holders, where both parties remain siloed 
from the lived experience and professional background of the other.

● Regulatory constraints: Empirical analyses demonstrate that institutional review board (IRB) structures and 
regulatory priorities can conflict with the relational and iterative practices that equitable patient partnerships require, 
undermining shared decision-making and negatively affecting partners’ experience.46,47 Dense language and multi- 
step procedures can feel inaccessible and daunting to partners, failing to demystify the research process. Other 
bureaucratic hurdles slow the implementation of rapid, iterative feedback from patient partners, fostering feelings of 
disappointment or mistrust if not acknowledged in earnest.

Importantly, each of these structural barriers may also hold consequential influence upon the level of patient 
engagement along the continuum that is feasible within a given research context.

Interpersonal/Relational Barriers
● Power dynamics: The historical lack of patient inclusion in research has perpetuated a hierarchical dynamic 

between researchers and patients.42,48 This dynamic again echoes Arnstein’s Ladder of Citizen Participation49 

and Etchegary’s engagement continuum,23 where less involvement (eg, informing, consulting) preserves institu
tional authority, while more involved partnership allows for shared decision-making and genuine power redistribu
tion Lingering effects of these hierarchies may contribute to partners feeling that their experiential knowledge is 
undervalued or not being utilized effectively.28 Importantly, patient partners may also be accustomed to the idea of 
medical professionals as authority figures. Without efforts to shift this dynamic in partnerships, researchers may be 
unable to access their partner’s full potential.

● Role ambiguity: Joining an established group of research professionals who have gone through intense schooling 
and may even be viewed as experts in their field can make a patient partner feel unsure of their role on the team. 
Additionally, patients who are unfamiliar with the concept and value of lived experience partnerships may be 
unaware of the scope and cadence of their involvement. Absent or vague discussions about these key details can 
result in a nebulous and dissatisfying experience for patient partners.50

● Mismatched expectations: Differing views about what meaningful engagement in research will look like for patient 
partners can create tension and damage trust between team members.42,43,48 For example, fragmented engagement 
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in the research lifecycle (eg, involvement in study design but not grant writing, data analysis, or dissemination) can 
lead to confusion and invalidation At the same time, pre-determining specific expectations for patient partner 
involvement without consideration of the partner’s interests, capability, and perspective is likely to result in 
mismatched expectations,48 which can adversely affect the partner and the work overall.

Emotional/Identity-Related Barriers
● Representation Pressures: It can be difficult for individuals with historically marginalized identities and diverse 

lived experiences to feel that they must represent their identity or experience in day to day life and in advocacy 
efforts.34 This pressure will only be magnified for patient partners, if they perceive they are being asked to do so in 
the context of a formal research study. This immense pressure to be “the voice” of an entire group can escalate 
intensely, with the knowledge that their perspective can influence the nature of the study and in turn have lasting 
impact in medical practice through its outcomes.

● Emotional Burden & Distress: When asking a patient partner to dig deep into identities and experiences that may be 
uncomfortable, painful, anxiety-provoking, and traumatic, there is a real possibility of experiencing emotional 
distress. This distress adds to the overarching burden associated with serving in this role, as patient partners are 
often juggling their research commitments to the research team alongside health management and other life 
responsibilities,48 thus increasing the risk of burnout.51 Questions about privacy and confidentiality (for the 
partner’s lived experience and the study details), when not discussed explicitly, can create apprehension, confusion, 
and distress.

● “Feeling Out of My Depths”: As patient partners may have limited or no experience in the practice of science or 
medicine, or in conducting research, they may feel intimidated or hesitant to speak up to contribute.52 They may 
feel that they are not the most knowledgeable team members and so may naturally worry about overstepping their 
role. Bringing in related but novel ideas that are not explicitly tied to a question asked of them can be challenging, 
creating missed opportunities for valued expertise and result in the partner feeling ineffective or isolated.

Collectively, these barriers and challenges rarely appear in isolation. Attempting to address these challenges one by 
one misses how risk and burden compound, especially for youth and families living with chronic pain. In practice, the 
accumulation of compounded risks is most often what derails successful partnerships and unintentionally reproduces 
inequity. These layered complexities require a justice-oriented approach that intentionally designs patient partnerships 
with safety, inclusion, and accountability built in from the start, rather than as an afterthought or course correction. 
Inviting patient engagement in research is a vital first step, but pediatric pain researchers must move beyond good 
intentions to be impactful.

A Framework for Creating Safe, Inclusive, and Equitable Partnerships
There is a critical need for an accessible, feasible, and effective framework to support cultivating and sustaining inclusive 
and equitable patient partnerships from their inception. We argue that a trauma-informed approach offers robust 
guidance, ensuring research teams recognize the lived experiences of our patient partners and reduce the likelihood of re- 
evoking prior harm,53 instead creating safe, empowering environments for collaboration. Using the six principles that 
guide Trauma-Informed Care54 (developed by Substance Abuse and Mental Health Services Administration and detailed 
in Table 2), we specify concrete, evidence-based strategies34,38,44,55 to redistribute decision-making power and enhance 
psychological safety, accompanied by reflections from our patient partner (co-author, SS), on why these choices matter in 
practice. This trauma-informed approach views patient partnership as an iterative system in which our overarching ways 
of relating (eg, cultural humility, respect, accountability) mutually reinforce specific strategies to support meaningful 
engagement We conceptualize trauma-informed partnership as operating through three reinforcing mechanisms: reduc
tion of perceived interpersonal threat, redistribution of epistemic authority, and enhancement of patient partner self- 
efficacy.

In practice, trauma-informed principles are not intended to be implemented as isolated techniques, but as coordinated 
design decisions made across the research lifecycle. Early engagement and shared agenda-setting may enhance epistemic 
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Table 2 Trauma-Informed Model for Patient Partnership: Principles Translated into Implementation Strategies

Principle Partnership Strategies Mechanisms Addressed Why This Matters to Patient Partners

Safety: 
Creating physical and emotional environments 
where people feel protected and supported, 
ensuring that spaces are free from harm, and 
fostering a sense of safety through their 
interactions and practices 

● Training and orientation to research processes and 
terminology

● Ongoing emotional support and readily accessible 
resources

● Check-in opportunities between meetings
● Trigger warnings for sensitive subjects
● Confidentiality regarding study involvement
● Private channels for providing feedback 

● Reducing anticipatory threat, emotional risk, and uncertainty
● Increasing psychological safety
● Ensuring autonomy over participation

“Stepping into a world that, for most of us patient 
partners, is unknown, having resources and 
opportunities to speak with team members who can 
help us through potential emotional distress (and 
understand the medical world we are stepping into) 
are vital to feeling safe, in addition to any research 
background, terms, and procedures we may be 
provided.” (SS)

Trustworthiness & Transparency: 
Building trust through transparency, having 
open and honest communication, and providing 
clear and consistent information.

● Clearly articulated, co-defined role definitions
● Transparent compensation structures
● Clearly articulated, co-defined expectations for 

scope and cadence of participation
● Shared decision-making processes
● Continuous, bidirectional feedback
● Continued offline discussion and check-ins between 

meetings

● Building epistemic trust and role clarity
● Enabling partners to invest cognitively and emotionally in the 

work
● Reducing burden
● Allowing the role to evolve over time

“Clear role definitions and expectations, of which 
we, as patient partners, are a part in creating, are 
critical to our success as a team because they allow 
us to trust each other. It is vital that there is room 
for feedback and flexibility for the role to grow and 
change as the study and team progress.” (SS)

Peer Support: 
Connecting people with others who have had 
similar experiences, promoting shared 
understanding, reducing feelings of isolation, 
and offering practical advice and support.

● Early and sustained engagement to foster and main
tain connections

● Co-patient partner models
● Structured peer mentorship

● Normalizing experience
● Building trust and respect
● Distributing emotional labor
● Reducing feelings of isolation
● Fostering confidence and comfort in sharing perspectives
● Making efforts feel valued and sustaining engagement 

“When relationships are established and maintained, 
we, as patient partners, are more likely to open up 
about our own experiences and feel comfortable 
sharing perspectives of often marginalized 
groups.”(SS)

Collaboration: 
Working together by involving those affected 
by trauma in decisions about their care, 
encouraging teamwork, and ensuring that 
everyone’s voice is heard and valued

● Early, ongoing engagement across all phases
● Shared agenda-setting
● Collaborative decision-making
● Co-creation of protocols and materials
● Matching partner to tasks by preference and 

capacity

● Redistributing decision-making authority
● Shifting partners from consultants to co-producers,
● Promoting ownership of the work
● Fueling engagement and preventing tokenism

“Integrating with the team and engaging with the 
project early in the research process helped me to 
feel a sense of ownership. Being seen as 
a collaborator raises my level of investment and 
increases the care with which we approach the 
work.” (SS)

Empowerment, Voice, and Choice: 
Giving people control over their care, 
respecting their decisions, and fostering 
resilience.

● Shared power and authority
● Addressing power differentials
● Appropriate, adequate compensation for time and 

contributions to enable participation
● Flexibility in participation format, communication 

style, and timelines
● Appropriate recognition
● Sufficient time to review, reflect, and prepare

● Increasing perceived agency and self-efficacy
● Promoting sustained engagement and authentic input
● Conveying that the partner’s voice is central
● Making participation worthwhile and feasible

“Compensation, recognition, allowing for flexibility 
in our participation, and addressing potential power 
imbalances help us, as patient partners, to feel 
empowered to contribute as we purposefully take 
time out of our busy lives to be part of a study.” (SS)

Cultural, Historical, and Gender 
Awareness: 
Understanding and respecting diverse 
backgrounds and experiences, being sensitive 
to cultural differences, recognizing the impact 
of historical and gender-related trauma.

● Intentional trust-building with historically margina
lized communities as first step

● Structural equity in recruitment, authorship, and 
compensation practices

● Use of inclusive language
● Flexibility, respect for, and tailoring to individual 

preferences

● Signaling safety
● Reducing identity threat and anticipatory marginalization
● Allowing partners to participate without self-monitoring
● Showing willingness to meet people where they are

“The team’s awareness of our being a part of 
marginalized groups and that, as patients, we have 
often viewed medical professionals as authority 
figures, is vital to our successful engagement with the 
team. It ensures that they truly listen to our ongoing 
needs as a part of building trust and respect.” (SS)
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authority by positioning patient partners as contributors to research priorities, while flexible communication structures 
and transparent expectations may reduce perceived interpersonal threat and support sustained participation. Across the 
research lifecycle, these trauma-informed strategies function cumulatively, shaping how partners interpret their role, the 
degree to which their perspectives influence decisions, and whether partnership feels meaningful, feasible, and safe. 
Rather than prescribing a fixed model of engagement, the framework is intended to support dynamic, context-sensitive 
decisions that aligns partnership structures with study goals, partner preferences, and available resources. As illustrated in 
our case example and SS’s contributions throughout this perspective, these principles operate iteratively, with our patient 
partner influencing not only study focus, design, and decisions, but also the nature of partnership itself.

From a trauma-informed lens, the ideal level of patient engagement in each partnership is not determined by how far 
along the engagement continuum it is, but rather by the extent to which the partnership structures support safety, 
autonomy, voice, and meaningful influence. Naturally, higher levels of engagement, such as collaboration, often increase 
opportunities for lived experience to shape research in ways that enhance relevance and equity, provided adequate 
relational and structural supports are in place. At the same time, trauma-informed principles also emphasize respect for 
partner readiness, preferences, and capacity, recognizing that meaningful engagement can occur at any level, so long as 
participation is voluntary, valued, and free from undue burden. Above all, trauma-informed partnership is an evolving 
process, not a specific set of techniques; it requires ongoing care, reflexivity, institutional support, and cultural change.

Limitations and Future Directions
This perspective should be considered in light of several limitations. First, in keeping with trauma-informed principles of 
transparency and humility, we again acknowledge that this framework reflects our specific clinical, research, and lived- 
experience perspectives and represents one contribution to an evolving conversation about equitable patient partnership. 
The framework is intended to provide a foundation for partnerships that hold space for the lived experiences and 
epistemic authority that patients bring to pain care and research. Additionally, although we identified structural influences 
on safe and equitable partnerships (eg, funding constraints, institutional policies, regulatory processes), our operational 
framework focuses primarily on relational, interpersonal, and emotional principles, mechanisms, and strategies. It does 
not yet fully specify approaches for addressing the structural determinants of partnership equity. Taken together, these 
limitations highlight the need for continued refinement, empirical testing, and structural support to advance equitable, 
trauma-informed partnership practices in pediatric pain research.

Second, the case example and reflections included here draw from our collaboration with one lived-experience patient 
partner (our co-author, SS), who has reported generally positive experiences with navigating the healthcare system and 
with their role as partner. Thus, while this collaboration provided meaningful insight into partnership processes and 
potential benefits, no individual can represent the full diversity of experiences among those whose voices they seek to 
amplify (for SS, this was gender-diverse AYA living with chronic pain in our study and patient partners in this 
perspective). Engagement with multiple patient partners across varied social positions is important to ensure that 
partnership on both research studies and framework development remain responsive to heterogeneity in needs, prefer
ences, and risks. Third, as a conceptual perspective, our framework, while grounded in existing literature, theory, and 
clinical experience, has not yet been empirically evaluated.

Future research may refine and extend this framework in several directions. Integrating structural and institutional 
determinants of partnership equity into the trauma-informed framework represents a critical next step toward supporting 
routine implementation. Future work should examine how macro-level factors such as reimbursement structures, 
institutional review board processes, and sociopolitical contexts shape the feasibility and sustainability of equitable 
partnership. Still, the current trauma-informed partnership framework can serve as a strong rationale for advocacy around 
systemic conditions that support meaningful, adequately resourced, and sustainable patient engagement.

Empirical work is also needed to evaluate the feasibility, acceptability, and impact of trauma-informed partnership 
across diverse research contexts, including community-based and resource-constrained settings. Additional work may 
also examine how trauma-informed partnership influences research processes, partner experiences, and study outcomes 
across methodological approaches and populations. Development of practical implementation guidance, training 
resources, and evaluation tools may support broader uptake of equitable partnership practices across pediatric pain 
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research settings. Continued collaboration with patient partners across diverse lived experiences will be essential to 
iteratively strengthen this framework and ensure responsiveness to evolving needs and priorities.

Conclusion
By intentionally enacting the trauma-informed strategies described here, pediatric pain researchers are positioned to build 
partnerships that are meaningful and emotionally safe, better align pain science with lived patient realities, and ultimately 
reduce pain disparities. Ensuring that patient voices are valued and amplified advances inclusion not only in pediatric 
pain research, but in improving understanding, prevention, and management of pain more broadly. The question is no 
longer whether patient partners belong in pediatric pain research, but whether research can be considered rigorous, 
equitable, or inclusive without them.

Data Sharing Statement
Not applicable; no datasets were generated or analyzed during the current study.

Ethics Approval and Informed Consent
Our patient partner and co-author, SS, provided informed consent for their direct quotes to be published.

Acknowledgments
The authors gratefully acknowledge the support, encouragement, and scholarly guidance provided by Dr. Brenna Morse, 
which contributed meaningfully to the development of this work.

Author Contributions
AS and SS drafted and edited the manuscript. HR helped draft and edited the manuscript. JC helped edit the manuscript. 
All authors made a significant contribution to the work reported, whether that is in the conception, study design, 
execution, acquisition of data, analysis and interpretation, or in all these areas; took part in drafting, revising or critically 
reviewing the article; gave final approval of the version to be published; have agreed on the journal to which the article 
has been submitted; and agree to be accountable for all aspects of the work.

Funding
This work was partially supported by a 2025 Boston Children’s Hospital Anesthesia Ignition Award (#777) to AS, to 
support the compensation of our lived experience patient partner, SS. The funder had no role in the design, conduct, or 
reporting of this manuscript.

Disclosure
Mx Sachs reports grants from Boston Children’s Hospital via grants to AS. The authors report no other competing 
interests in this work.

References
1. Carman KL, Dardess P, Maurer M, et al. Patient and family engagement: a framework for understanding the elements and developing interventions 

and policies. Health Affairs. 2013;32(2):223–231. doi:10.1377/hlthaff.2012.1133
2. Domecq JP, Prutsky G, Elraiyah T, et al. Patient engagement in research: a systematic review. BMC Health Serv Res. 2014;14:89. doi:10.1186/1472- 

6963-14-89
3. Canadian Institutes of Health Research. (2011). Canada’s strategy for patient-oriented research: improving health outcomes through evidence- 

informed care. Available from: https://cihr-irsc.gc.ca/e/44000.html. Accessed May 07, 2026.
4. Patient-Centered Outcomes Research Institute (PCORI). Engagement rubric for applicants. Available from: https://www.pcori.org/sites/default/files/ 

Engagement-Rubric.pdf. Accessed May 07, 2026.
5. Birnie KA, Neville A. Patient partnership is essential to the advancement of pain research. J Pain. 2025;32:105438. doi:10.1016/j.jpain.2025.105438
6. Drake-Brockman TFE, Dodd M, Cooney S, et al. A qualitative exploration of the phenomenology of pain in children to inform pain assessment 

methods. PLoS One. 2025;20(9):e0332570. doi:10.1371/journal.pone.0332570
7. Guddal MH, Johansen SK, Riiser K, et al. Co-creating support for adolescents with long-lasting pain: findings from workshops with adolescents, 

parents, and professionals. BMC Health Serv Res. 2025;25(1):1516. doi:10.1186/s12913-025-13654-0

Journal of Pain Research 2026:19                                                                                                     https://doi.org/10.2147/JPR.S604238                                                                                                                                                                                                                                                                                                                                                                                                      11

Smith et al

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://doi.org/10.1377/hlthaff.2012.1133
https://doi.org/10.1186/1472-6963-14-89
https://doi.org/10.1186/1472-6963-14-89
https://cihr-irsc.gc.ca/e/44000.html
https://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
https://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
https://doi.org/10.1016/j.jpain.2025.105438
https://doi.org/10.1371/journal.pone.0332570
https://doi.org/10.1186/s12913-025-13654-0


8. Bhandari RP, Feinstein AB, Huestis SE, et al. Pediatric-Collaborative health outcomes information registry (Peds-CHOIR): a learning health system 
to guide pediatric pain research and treatment. PAIN. 2016;157(9):2033–2044. doi:10.1097/j.pain.0000000000000609

9. Palermo TM, Li R, Birnie KA, et al. Updated recommendations on measures for clinical trials in pediatric chronic pain: a multiphase approach from 
the Core-OPPP workgroup. PAIN. 2024;165(5):1086–1100. doi:10.1097/j.pain.0000000000003105

10. Janevic MR, Mathur VA, Booker SQ, et al. Making pain research more inclusive: why and how. J Pain. 2022;23(5):707–728. doi:10.1016/j. 
jpain.2021.10.004

11. Oliver M. The Politics of Disablement. Macmillan; 1990.
12. Shakespeare T. Disability Rights and Wrongs Revisited. 2nd ed. Routledge; 2013.
13. Charlton JI. Nothing About Us Without Us: Disability Oppression and Empowerment. University of California Press; 1998.
14. Epstein S. Impure Science: AIDS, Activism, and the Politics of Knowledge. University of California Press; 1996.
15. Gould DB. Moving Politics: Emotion and ACT UP’s Fight Against AIDS. University of Chicago Press; 2009.
16. Nelson G, Ochocka J. From rhetoric to reality: participatory research in mental health. Can J Community Mental Health. 2001;20(2):7–24.
17. Russo J, Beresford P. Between exclusion and colonisation: seeking a place for mad people’s knowledge in academia. Disability Soc. 2015;30 

(1):153–157. doi:10.1080/09687599.2014.957925
18. Smith LT. Decolonizing Methodologies: Research and Indigenous Peoples. 2nd ed. Zed Books; 2012.
19. Crenshaw K. Demarginalizing the Intersection of Race and Sex: A Black Feminist Critique of Antidiscrimination Doctrine, Feminist Theory, and 

Antiracist Politics. University of Chicago Legal Forum; 1989:139–167.
20. Crenshaw K. Mapping the margins: intersectionality, identity politics, and violence against women of color. Stanford Law Rev. 1991;43 

(6):1241–1300. doi:10.2307/1229039
21. Frank L, Basch E, Selby JV. The PCORI perspective on patient-centered outcomes research. JAMA. 2014;312(15):1513–1514. doi:10.1001/ 

jama.2014.11100
22. Selby JV, Beal AC, Frank L. The Patient-Centered Outcomes Research Institute (PCORI) national priorities for research and initial research agenda. 

JAMA. 2012;307(15):1583–1584. doi:10.1001/jama.2012.500
23. Etchegary H, Pike A, Patey AM, et al. Operationalizing a patient engagement plan for health research: sharing a codesigned planning template from 

a national clinical trial. Health Expectations. 2022;25(2):697–711. doi:10.1111/hex.13417
24. Cruz Rivera S, Aiyegbusi OL, Ives J, et al. Ethical considerations for the inclusion of patient-reported outcomes in clinical research: the PRO ethics 

guidelines. JAMA. 2022;327(19):1910–1919. doi:10.1001/jama.2022.6421
25. Forsythe LP, Carman KL, Szydlowski V, et al. Patient engagement in research: early findings from the Patient-Centered Outcomes Research 

Institute. Health Affairs. 2019;38(3):359–367. doi:10.1377/hlthaff.2018.05067
26. Maurer M, Mangrum R, Hilliard-Boone T, et al. Understanding the influence and impact of stakeholder engagement in patient-centered outcomes 

research: a qualitative study. J Gen Intern Med. 2022;37(Suppl 1):6–13. doi:10.1007/s11606-021-07104-w
27. Haribhai-Thompson J, Dalbeth N, Stewart S, et al. Involving people with lived experience as partners in musculoskeletal research: lessons from 

a survey of Aotearoa/New Zealand musculoskeletal researchers. J Orthop Sports Phys Ther. 2022;52(6):307–311. doi:10.2519/jospt.2022.10986
28. Mah H, Dobson R, Thomson A. The importance of lived experience: a scoping review on the value of patient and public involvement in health 

research. Health Expectations. 2025;28(2):e70205. doi:10.1111/hex.70205
29. Greenhalgh T, Hinton L, Finlay T, et al. Frameworks for supporting patient and public involvement in research: systematic review and co-design 

pilot. Health Expectations. 2019;22(4):785–801. doi:10.1111/hex.12888
30. Chudyk AM, Stoddard R, Duhamel TA, Schultz ASH; Patient Engagement in Research Partners. Future directions for patient engagement in 

research: a participatory workshop with Canadian patient partners and academic researchers. Health Res Policy Syst. 2024;22:24. doi:10.1186/ 
s12961-024-01106-w

31. Harmsen S, Pittens CACM, Vroonland E, Van Rensen AJML, Broerse JEW. Supporting health researchers to realize meaningful patient 
involvement in research: exploring researchers’ experiences and needs. Sci Public Policy. 2022;49(5):751–764. doi:10.1093/scipol/scac024

32. Smith J, Noble H. Understanding sources of bias in research. Evid Based Nurs. 2025;28(3):137–139. doi:10.1136/ebnurs-2024-104231
33. Jackson T, Pinnock H, Liew SM, et al. Patient and public involvement in research: from tokenistic box-ticking to valued team members. BMC Med. 

2020;18:79. doi:10.1186/s12916-020-01544-7
34. Bardach SH, Perry A, Sturke T, Stevens R, Satcher MF. Evaluation of the Patient Innovation Partner role: perceived benefits, structures, supports, 

and recommendations for lived experience engagement in healthcare innovation teams. Health Expectations. 2025;28(2):e70194. doi:10.1111/ 
hex.70194

35. Hemphill R, Forsythe LP, Heckert AL, et al. What motivates patients and caregivers to engage in health research and how engagement affects their 
lives: qualitative survey findings. Health Expectations. 2020;23(4):943–954. doi:10.1111/hex.13068

36. Abelson J, Canfield C, Leslie M, et al. Understanding patient partnership in health systems: lessons from the Canadian patient partner survey. BMJ 
Open. 2022;12(9):e061465. doi:10.1136/bmjopen-2022-061465

37. Dayekh AY, Naseridine M, Dakroub F, Olleik A. Impact, obstacles and boundaries of patient partnership: a qualitative interventional study in 
Lebanon. PLoS One. 2022;17(7):e0270654. doi:10.1371/journal.pone.0270654

38. Tscherning SC, Jensen AL, Bekker HL, et al. How are patient partners involved in health service research? A scoping review of reviews. Res 
Involvement Engagement. 2025;11(1):78. doi:10.1186/s40900-025-00755-7

39. Ocloo J, Matthews R. From tokenism to empowerment: progressing patient and public involvement in healthcare improvement. BMJ Qual Saf. 
2016;25(8):626–632. doi:10.1136/bmjqs-2015-004839

40. National Institute for Health and Care Research. (2024). Briefing notes for researchers – public involvement in NHS, health and social care research 
(V2.0). Available from: https://www.nihr.ac.uk/briefing-notes-researchers-public-involvement-nhs-health-and-social-care-research. Accessed May 
07, 2026.

41. Staniszewska S, Brett J, Simera I, et al. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. Res 
Involvement Engagement. 2017;3(1):13. doi:10.1136/bmj.j3453

42. Benizri N, Hallot S, Burns K, Goldfarb M. Patient and family representation in randomized clinical trials published in 3 medical and surgical 
journals: a systematic review. JAMA Network Open. 2022;5(9):e2230858. doi:10.1001/jamanetworkopen.2022.30858

https://doi.org/10.2147/JPR.S604238                                                                                                                                                                                                                                                                                                                                                                                                                                                                           Journal of Pain Research 2026:19 12

Smith et al                                                                                                                                                                           

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://doi.org/10.1097/j.pain.0000000000000609
https://doi.org/10.1097/j.pain.0000000000003105
https://doi.org/10.1016/j.jpain.2021.10.004
https://doi.org/10.1016/j.jpain.2021.10.004
https://doi.org/10.1080/09687599.2014.957925
https://doi.org/10.2307/1229039
https://doi.org/10.1001/jama.2014.11100
https://doi.org/10.1001/jama.2014.11100
https://doi.org/10.1001/jama.2012.500
https://doi.org/10.1111/hex.13417
https://doi.org/10.1001/jama.2022.6421
https://doi.org/10.1377/hlthaff.2018.05067
https://doi.org/10.1007/s11606-021-07104-w
https://doi.org/10.2519/jospt.2022.10986
https://doi.org/10.1111/hex.70205
https://doi.org/10.1111/hex.12888
https://doi.org/10.1186/s12961-024-01106-w
https://doi.org/10.1186/s12961-024-01106-w
https://doi.org/10.1093/scipol/scac024
https://doi.org/10.1136/ebnurs-2024-104231
https://doi.org/10.1186/s12916-020-01544-7
https://doi.org/10.1111/hex.70194
https://doi.org/10.1111/hex.70194
https://doi.org/10.1111/hex.13068
https://doi.org/10.1136/bmjopen-2022-061465
https://doi.org/10.1371/journal.pone.0270654
https://doi.org/10.1186/s40900-025-00755-7
https://doi.org/10.1136/bmjqs-2015-004839
https://www.nihr.ac.uk/briefing-notes-researchers-public-involvement-nhs-health-and-social-care-research
https://doi.org/10.1136/bmj.j3453
https://doi.org/10.1001/jamanetworkopen.2022.30858


43. Kirwan JR, de Wit M, Frank L, et al. Emerging guidelines for patient engagement in research. Value Health. 2017;20(3):481–486. doi:10.1016/j. 
jval.2016.10.003

44. Béland S, Lambert M, Delahunty-Pike A, et al. Patient and researcher experiences of patient engagement in primary care health care research: 
a participatory qualitative study. Health Expectations. 2022;25(5):2365–2376. doi:10.1111/hex.13542

45. Howse D, Delahunty-Pike A, Dumont-Samson O, et al. Patient engagement works: patient and researcher experiences of patient partnership in 
primary healthcare research. Ann Fam Med. 2022;20(Suppl 1):2908. doi:10.1370/afm.20.s1.2908

46. Solomon Cargill S. Stakeholder engagement and (the limits of) IRB review. In: F E editor, Ethical Issues in Community and Patient Stakeholder– 
Engaged Health Research. Vol. 146. Springer; 2023:259–274. doi:10.1007/978-3-031-40379-8_18

47. Weissman JS, Campbell EG, Cohen IG, et al. IRB oversight of patient-centered outcomes research: a national survey of IRB chairpersons. J Empir 
Res Hum Res Ethics. 2018;13(4):421–431. doi:10.1177/1556264618779785

48. Leese J, Macdonald G, Kerr S, et al. ‘Adding another spinning plate to an already busy life’: benefits and risks in patient partner–researcher 
relationships: a qualitative study of patient partners’ experiences in a Canadian health research setting. BMJ Open. 2018;8(8):e022154. doi:10.1136/ 
bmjopen-2018-022154

49. Arnstein SR. A ladder of citizen participation. J Am Inst Planners. 1969;35(4):216–224. doi:10.1080/01944366908977225
50. Brown LJE, Dickinson T, Smith S, et al. Openness, inclusion and transparency in the practice of public involvement in research: a reflective 

exercise to develop best practice recommendations. Health Expectations. 2017;21(2):441–447. doi:10.1111/hex.12609
51. Okoroji C, Mackay T, Robotham D, Beckford D, Pinfold V. Epistemic injustice and mental health research: a pragmatic approach to working with 

lived experience expertise. Frontiers in Psychiatry. 2023;14:1114725. doi:10.3389/fpsyt.2023.1114725
52. Maurer M, Dardess P, Carman KL, Frazier K, Smeeding L. Guide to patient and family engagement: environmental scan report. Agency for 

Healthcare Research and Quality; 2012. Available from: https://www.ahrq.gov/sites/default/files/publications/files/ptfamilyscan.pdf. Accessed 
February 16, 2026.

53. Hamilton CB, Hoens AM, Backman CL, et al. An empirically based conceptual framework for fostering meaningful patient engagement in 
research. Health Expectations. 2018;21(1):396–406. doi:10.1111/hex.12635

54. Substance Abuse and Mental Health Services Administration. SAMHSA’s Concept of Trauma and Guidance for a Trauma-Informed Approach. 
HHS Publication No. SMA 14-4884. Rockville, MD; 2014.

55. Noga H, Howard AF, Sutherland J, et al. The transformative value of collaboration: patients as research partners in pain research. J Pain. 2024;25 
(8):104573. doi:10.1016/j.jpain.2024.104573

Journal of Pain Research                                                                                                             

Publish your work in this journal 
The Journal of Pain Research is an international, peer reviewed, open access, online journal that welcomes laboratory and clinical findings in the 
fields of pain research and the prevention and management of pain. Original research, reviews, symposium reports, hypothesis formation and 
commentaries are all considered for publication. The manuscript management system is completely online and includes a very quick and fair 
peer-review system, which is all easy to use. Visit http://www.dovepress.com/testimonials.php to read real quotes from published authors.  

Submit your manuscript here: https://www.dovepress.com/journal-of-pain-research-journal

Journal of Pain Research 2026:19                                                                                                          13

Smith et al

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)

https://doi.org/10.1016/j.jval.2016.10.003
https://doi.org/10.1016/j.jval.2016.10.003
https://doi.org/10.1111/hex.13542
https://doi.org/10.1370/afm.20.s1.2908
https://doi.org/10.1007/978-3-031-40379-8_18
https://doi.org/10.1177/1556264618779785
https://doi.org/10.1136/bmjopen-2018-022154
https://doi.org/10.1136/bmjopen-2018-022154
https://doi.org/10.1080/01944366908977225
https://doi.org/10.1111/hex.12609
https://doi.org/10.3389/fpsyt.2023.1114725
https://www.ahrq.gov/sites/default/files/publications/files/ptfamilyscan.pdf
https://doi.org/10.1111/hex.12635
https://doi.org/10.1016/j.jpain.2024.104573
https://www.dovepress.com
http://www.dovepress.com/testimonials.php
https://www.facebook.com/DoveMedicalPress/
https://twitter.com/dovepress
https://www.linkedin.com/company/dove-medical-press
https://www.youtube.com/user/dovepress

	Introduction
	Historical and Ethical Foundations
	Bidirectional Benefits of Partnership
	For Research Teams
	For Patient Partners

	ACase Example
	Barriers to Safe, Inclusive, Equitable Collaboration
	Structural Barriers
	Interpersonal/Relational Barriers
	Emotional/Identity-Related Barriers

	AFramework for Creating Safe, Inclusive, and Equitable Partnerships
	Limitations and Future Directions
	Conclusion
	Data Sharing Statement
	Ethics Approval and Informed Consent
	Acknowledgments
	Author Contributions
	Funding
	Disclosure

