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INTRODUCTION

Lived experience research in mental health incorporates the perspectives of people who live with mental health issues (1, 2). The integration of lived experience perspectives into the research process, from discovery to translation, has a long history, with seminal work in the mental health and clinical research fields emerging over four decades ago [e.g., (3–8)]. Recommendations and guidelines are now available that document how to include a breadth of perspectives and how to form advisory or participatory groups with appropriate representation of the target population (1, 9–11). There is no doubt that significant progress has been made to date to establish the value of lived experience research. One emerging area of integration is within traditional scientific data syntheses such as reviews and meta-analyses. This trend in methodology is moving slowly and has not yet taken hold in the status quo. In the current opinion piece, we identify this gap and build the case for appropriate integration of lived experience in future data syntheses. Such integration can support the identification and development of treatment approaches that align with the needs of those intended to use them.



RATIONALE FOR INTEGRATION OF LIVED EXPERIENCE

Systematic reviews and meta-analyses are considered the highest levels of scientific evidence. Researchers typically use their expertise to identify research questions and aims, review the literature according to set guidelines to ensure methodological rigor, and then make data-driven interpretations. The overall aim is to make conclusions about the state of evidence, identify practical implications, and offer future research directions. In the mental health and clinical field, recommendations may also be made about optimal approaches in clinical practice and service delivery (12, 13). These recommendations can be used to design new treatments or services, allocate funding, and influence policy decision making. Overall, research syntheses are routinely used for informing decision making about what should be done in the real world to help improve the lives of target groups in the community. Unfortunately, individuals with a lived experience of mental health are not typically involved in the underlying methodology. The implication is that decisions are being made without input from the individuals that have “insider information” and that stand to benefit (or be harmed) most.

It is estimated that 85% of funding for health research is “wasted” (14, 15). Research waste includes failure to publish research, unclear reporting of research, and poor study design and conduct (15, 16). Addressing research questions with limited relevance to clinicians, patients, and end-users is a key contributor to waste (16, 17). Incorporating lived experiences into mental health reviews and meta-analyses is therefore likely to improve the relevance and practical impact of the conclusions drawn. It is also well-aligned with integrated knowledge translation, which aims to meaningfully involve stakeholders from the outset of a research project with strong benefits in terms of research impact (18). Lived experience perspectives can be used to collaboratively identify gaps or problem areas, formulate research questions, interpret empirical findings, comment on empirical gaps, evaluate what implications mean for them and whether they are practically relevant, and help to form a judgment about whether future research on a topic is worthwhile (19). This integration could directly overcome limits of traditional approaches, which are often criticized for not representing the full scope of mental health and clinical research. Some scholars suggest that the hierarchy of evidence in evidence-based medicine privileges specific types of knowledge and devalues the lived experience voice (20).

There are many benefits to including lived experience perspectives in mental health research in general. These benefits include the production of higher-quality research, relevant outcomes with greater practical impact for the target population, increased likelihood that products or treatments will be accepted, increased trust in research and organizations, and increased empowerment and hope within those individuals who contribute (19, 21–24). Other benefits identified in the youth lived experience space include increased engagement, higher ethical standards, more insightful data analysis by translating meaning to adult researchers, and wider and more effective research dissemination and translation (10). Most evidence for the benefits of lived experience research is qualitative or based on informal retrospective accounts. However, the landscape is changing. More studies are quantitatively evaluating the outcomes and impact of lived experiences in health and social care research (25). For example, analysis of secondary data from the Mental Health Research Network (MHRN) portfolio database showed that studies with higher patient involvement were associated with achieving recruitment targets and with certain funding bodies [e.g., charity/non-for profits; (26)]. Outcomes and impact build the rationale for lived experience mental health research, and more work is needed to identify objective indicators for evaluation.



EXAMPLE OF INTEGRATION

Systematic reviews and meta-analyses are not the only type of research synthesis methodology available. Integrative reviews are another alternative. These reviews allow for the combination of diverse methodologies (e.g., experimental and non-experimental research) to gather rich and nuanced information about a topic (27). An extension of this definition is to incorporate lived experience perspectives. Integration could occur along the whole review process, from problem identification, search strategy refinement, and interpretation of evidence. In addition to this, lived experience perspectives could be incorporated with the data synthesis results, allowing for contrast between findings, comment on gaps in empirical findings, and a judgment on value. This extension is not a new idea in and of itself, but it is not as widespread or given the same recognition as systematic approaches.

The Wellcome Trust is an influential global charitable foundation which has encouraged creative review methods to develop new insights into key problem areas in society. In 2020, the Trust established a worldwide effort to review the evidence on which aspects of interventions make a fundamental difference in preventing and treating youth anxiety and depression. Emphasis was placed on conducting integrative reviews that drew from broad data sources and placed lived experience perspectives at the center [e.g., (28, 29)]. Across the commissioned projects in 2020, research teams used unique applications of lived experience perspectives (30). This included involvement in making decisions about the project (e.g., research questions), defining the review process and reviewing the evidence, analysis and evidence synthesis, and reporting and dissemination. Incorporating lived experience perspectives at the outset of the integrative review process may facilitate more timely development of fit-for-purpose interventions.



SIGNIFICANCE OF INTEGRATION

The integrative review methodology will challenge the status quo and change the key messages developed through research syntheses. For example, input from young people with lived experiences of mental health problems into research syntheses will lead to new areas of inquiry as well as different practical implications. Identifying and disseminating practical implications that are more relevant to the target audience, and align with their needs and preferences, is crucial for maximum impact at the individual and community level. It also has potential to lead to more effective knowledge translation strategies that can be applied in clinical practice and other community-facing services.



CAVEATS OF INTEGRATION

Lived experience research may lend itself to reviews in certain fields more than others. For example, mental health, clinical psychology, and clinical medicine are ideal candidates for application in the future. The aims of reviews and types of interpretations that ensue may also determine whether integration is appropriate. Recommendations that have direct relevance for individuals and groups in the community, for example those geared toward program development, service delivery, and clinical practice, may be more likely to align with the lived experience lens. The take home message is that systematic reviews should not necessarily replace integrative reviews, or vice versa, but there may be cases were one approach offers greater value-add.

With integrative methodology comes the issue of optimal balance between creativity and scientific rigor. The complexity inherent in combining diverse methodologies runs the risk of inaccuracy and bias. There is not yet a clear strategy to enhance and guide methods of analysis, synthesis, and conclusion drawing. A practical “how-to” guide would address this gap, outlining what can be done to take an inclusive approach that does not jeopardize quality, transparency, and replication of key research processes. Demonstrating how common barriers (e.g., time and resources) can be overcome to facilitate optimal engagement would be particularly worthwhile (21). Of relevance, the Australian National Health and Medical Research Council's quality improvement cycle for research describes how consumer participation can be integrated into all stages of research process (31, 32). These principles can be extended to apply to secondary data synthesis.



DISCUSSION

Lived experience research offers a wealth of rich information that can shape and enhance the quality and relevance of scientific reviews. Integrating these two seemingly separate research methodologies offers many benefits, not only for individuals with lived experience but also for the academic community. By ensuring that the research by scientists is relevant and endorsed by the people we aim to help, integration will increase the impact and translational capability of our findings. One example is the development and dissemination of psychological treatments that align with the needs and preferences of the target population. Creating a new normal by integrating lived experience into scientific data synthesis offers significant value and needs to be recognized as such to gain traction in the academic community. Best practice standards, organizational commitments, and resources are necessary to support this transition in the future.
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