What young people taught me about meaningful
involvement in research focusing on the psychosocial part
of stammering

Author: Zhixing Yang
Affiliation: Department of Experimental Psychology, University College London (UCL)
Social media handle:

e My X (previous Twitter) account: @ZhixingYangl

e My LinkedIn profile: www.linkedin.com/in/zhixing-yang-890960298

Patient and Public Involvement (PPI) is the idea that research should be done with or by
members of the public, not simply to, about, or for them (NIHR, 2024). It brings the voices of
people with real lived experience into the research process, helping to ensure that the
guestions we ask actually matter to the people who are affected.

But saying we want to “hear people’s voices” is the easy part. Doing it well is far harder, and
there is no single formula that works for everyone. As a researcher exploring how
stammering affects the emotional and social lives of children, | keep coming back to one
guestion: what does meaningful involvement actually look like for the people | most want to
hear from, namely children and young people who stammer?

This is something | have been thinking about a lot in my PhD and also in a recent systematic
review | worked on about the status and quality of PPl in research on childhood
communication disorders. Our review suggested that although involvement is becoming
more visible, meaningful PPl still requires clearer conceptualisation, careful planning, and
ongoing involvement across different stages of the research process if it is to avoid
becoming tokenistic. You can read the preprint here:
https://doi.org/10.31234/0sf.io/4n2ku_v1

To further explore what good PPI practices might look like, | worked with eight young
people who stammer, six of whom are members of the Youth Panel at Action for
Stammering Children (ASC). The panel does vital work on raising awareness and advocating
for greater understanding of stammering. Rather than treating them as research subjects,
they took on a leading advisory role on the project. They enthusiastically shared their views
on how stammering research should be shaped by reflecting on the themes | was exploring
(particularly around anxiety and resilience).

The perspectives that they shared were both insightful and humbling. It was a strong
reminder that young people often understand their own experiences with a depth and
clarity that many adults, including professionals, can underestimate. Here are some of the
issues that they told us about.


https://doi.org/10.31234/osf.io/4n2ku_v1

One of the clearest messages from these consultations was that
there is no single stammering and anxiety experience - not just
between different people, but within the same individual too.

That may sound obvious, but it is worth emphasizing. The young people spoke about how
differently stammering can show up from person to person. Some situations felt
manageable for one young person but very difficult for another. Some felt more at ease
with friends but much more self-conscious with unfamiliar communication partners. Others
described how their feelings could shift depending on the day, the environment, or the
reactions of the people around them.

This matters because public conversations about stammering can become over-simplified.
There can be a tendency to assume that all young people who stammer are anxious or that
anxiety looks pretty much the same whoever it affects and in whatever situations it occurs.
The young people ardently challenged these ideas. They helped me see more clearly that
anxiety should not simply be assumed to sit inside the child waiting to happen. Very often,
anxiety is shaped by the environment people find themselves in.

For example, school came up again and again in this context. Young people reflected on
being put on the spot in class, being expected to answer quickly, or having to speak in front
of others without attempting to understand or support the pupil who stammers. Some
talked about the impact of bullying, while others described the fear of being judged before
they start to speak and the impact that had. It is worth noting that another important topic
running through the consultations was the value of connection with people sharing similar
experiences. Several young people spoke about how important it was to meet others who
stammer. Being members of the ASC Youth Panel empowered them and the connections
they made as part of this gave a sense of belongingness which was greater than the
summed effects of the individuals in isolation. Young people in isolation may feel they are
the only one in their school or friendship group who stammers, but things like connections
due to being members of panels or self-hep groups can be transformative. It can shift
stammering from being something isolating and shameful to something shared, recognized
and understood.

What came through very strongly was that anxiety rarely appeared out of nowhere. It was
tied to other people’s impatience and to social expectations to simply sound “fluent”.

The young people’s voices should be considered as an important shift in understanding
about how stammering and anxiety relate. It moves us away from asking only, “Why is this
child anxious?” and towards also asking, “What is happening around this child that may be
making speaking feel difficult and pressured?”

The young people’s reflections on resilience were equally striking.

Resilience is sometimes talked about as though it means toughness, confidence, or learning
to push through difficulty without hesitation. But the young people described something
much more subtle than that. They did not frame resilience simply as becoming fearless or



speaking without struggle. Instead, they often understood it as a slower and more personal
process: learning not to be so harsh on themselves (self-compassion), accepting that
stammering is part of who they are, and finding ways to respond to difficult moments with
more kindness and less shame.

| found this emphasis especially powerful. In many public narratives, progress is still
measured by how fluent someone sounds. Yet these conversations suggested that another
kind of progress may be just as important and sometimes more realistic to achieve:
examples involve feeling less defeated by a difficult speaking moment, feeling less alone, or
no longer seeing stammering as something that impedes one’s ambitions.

This notion of resilience did not mean challenge should be avoided. But it did mean that
resilience should not be imposed in a one-size-fits-all manner. What feels empowering for
one young person may feel overwhelming for another. Again, the message was not that
resilience does not matter, but that it needs to be understood in a more personal, flexible,
and humane way.

What was especially valuable is that the young people did not only
help me think about what to research. They also shaped how to do
it well.

Their input touched on all stages of the research process, from the earliest questions to how
findings are eventually shared. I'll go round the seven topics one by one next.

Figure 1.

The research cycle by NIHR (2024) (starting from Identifying & Prioritising, marked orange):
young people’s insights on meaningful involvement spanned all seven stages (all outer
circles)
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Identifying the right questions. The young people were clear that anxiety related to
stammering does exist and is common, however it is still underrepresented in research and
can be misguided when it does occur. They described how everyday moments, saying your
name, speaking to someone unfamiliar, being put on the spot etc., can have impact that
others rarely see. Crucially, they pushed back against the idea that this anxiety simply comes
from the act of speaking itself. More often, it is shaped by other people’s reactions and the
social environments in which communication occurs. They also emphasized that stammering
looks very different from person to person, and that research needs to reflect that diversity
rather than establishing general trends alone. Alongside anxiety and social pressure, they
felt that research should explore not just therapeutic approaches, but coping strategies and
the broader social conditions that make life harder or easier for people who stammer. Some
of the topics also echo with the top questions identified in this link to the ASC’s James Lind
Alliance project.

Commissioning research. Young people were thoughtful about why their involvement in
research deserves funding. They emphasised that early support could be genuinely life-
changing and investing in research into it now may help address the negative consequences
of stammering that otherwise take hold. They also saw a clear link between research
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investment and public awareness: better research, which is more widely shared, could shift
how stammering is understood and responded to at a societal level.

Designing the study. PPl highlights that young people who stammer should be involved
throughout the research process, not just consulted at the margins (like before it begins and
when it is more or less completed). They called for diverse representation within
consultation panels and for research methods that are genuinely flexible. Not everyone who
stammers communicates in the same way and research design should reflect that. Offering
different ways to respond, such as speaking, writing, or using a chat function in online
settings, were suggested as ways of making participation more accessible, respectful, and
inclusive.

Carrying out the research. When working with participants, the young people asked
researchers to do something that ought to be simple, but is often overlooked, namely be
patient. For instance, giving participants enough time to speak without interrupting or
rushing them. They advocated researchers should use clear and straightforward language
rather than jargon especially when working with children. They also noted that individual
sessions can sometimes feel more comfortable than group discussions, reminding the
researchers that design format matters, and that what feels safe can vary greatly from one
person to another.

Sharing findings. Young people were firm that findings should be communicated beyond
academic journals. Teachers, parents, therapists, and importantly, the wider public all need
access to this knowledge, and that means sharing it in formats that people can genuinely
engage with. Posters, plain-language summaries, resource hubs, school visits, media, and
public events were all mentioned as valuable routes. Their message was simple: if research
remains locked behind technical language or paywalls, it is not fully doing its job.

Creating real change. Young people wanted research to lead to tangible changes in practice.
They called for better training for teachers and therapists, greater awareness among peers,
and environments where bullying and stigma are actively challenged rather than quietly
tolerated. They also pointed towards something broader: policy and institutional change
that embeds more inclusive communication practices across everyday settings. In their
view, research should not merely describe the problem; it should help change it.

Measuring impact. Finally, they reflected carefully on what meaningful impact should
actually look like. They suggested practical ways of assessing this, such as pre- and post-
qguestionnaires, longitudinal follow-up, and checking whether findings are genuinely
implemented in schools and therapy settings. But they also pointed to outcomes that are
harder to capture: whether public understanding has shifted, whether bullying has reduced,
and whether people who stammer feel better supported in their daily lives. These, they
suggested, are the outcomes that matter most.

These conversations also made me reflect on some wider tensions in research and practice.
As a researcher, | can see the reasons for the wider adoptions of standardised approaches,
but the young people reminded me that stammering is deeply individual and support needs
to reflect that. They also pushed me to think more carefully about where anxiety comes



from: not only from speech difficulty itself, but from other people’s reactions and from the
wider social pressure to speak fluently.

Their views also challenged how we think about good research. They reminded me that
patience, flexibility, and allowing young people to communicate in their preferred ways are
not optional “adjustments”, but central to respectful research. Meaningful impact may not
always show up in short-term outcomes, but may do so in longer term changes such as
feeling less ashamed, more understood, or better supported over time.

Importantly, these discussions made me think about voice and power. There is always a risk
that researchers speak for young people rather than amplifying what they are already
saying. For me, this was a reminder that reflexivity matters throughout: not only in how we
interpret young people’s experiences, but in how we design research, build relationships,
and make sure their perspectives remain at the centre.



