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Introduction

In the UK, patients, informal carers and members of the public add value to the processes of
selecting, designing and delivering health research and may be offered a ‘Patient and Public
Involvement (PPI) payment! in recognition of their contribution. This resource paper searches for
published examples of health research where such individuals conducted one-to-one data-collection
interviews with individual study participants. When acting in this specific role, such Public
Contributors are referred to here as Nonsalaried Solo Public Interviewers (NSPIs).

Engaging NSPIs is an unusual choice for academic research teams to make, and this paper explores
some of the reasons for their scarcity and seeks out some ways to increase adoption of the
approach.
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Finding examples

Step 1: On 1 January 2026, Google scholar was alerted to send me a note each time a paper was
published which contained a reference to PPIE (Public and Patient Involvement and Engagement.
Papers were searched for the term ‘interview’ and surrounding text reviewed to see whether this
paper described the engagement of NSPIs. Interesting material was incorporated into this report.
Step 1 continues as Google Scholar continues to notify me of new papers.

Step 2: Each paper found in Step 1 that revealed the deployment of NSPIs was used in a further cycle
of exploration. The ‘citations’ button was then utilised to generate a list of more recent papers that
referenced the initial paper. The ‘search within citations’ box was checked and ‘NHS “peer
researchers”’ was added to the search criteria.

Findings: To date, 399 papers have been checked, of which 27 show that NSPIs were engaged in the
study (publication dates range from 1999 to 2026). Together, these studies appeared to engage 220
NSPIs who conducted 1936 interviews. This shows that the deployment of NSPIs is uncommon but
not novel. However, academic reporting of these practices is often vague and difficult to interpret,
so some people who appear to be NSPIs may in fact have been employed and salaried rather than
being offered a PPl payment, while some interviews may have been chaperoned by an academic or
be otherwise ineligible for this resource paper. In other examples, we read that NSPIs were deployed
but are not given any numbers?. Unreported practices are unlikely to improve.

NSPIs lack many traditional safeguards

The following paragraphs suggest a journey from the traditional academic way to collect data for
research purposes towards the specific role of the NSPI. Each succeeding paragraph strips away
another traditional aspect of the usual role of the academic, points to studies that have found a way
to engage with NSPIs, and suggests safeguarding practices to protect study respondents, Public
Contributors and the research itself. The real world, of course, is not so tidy and individual studies
mix and match these options in their own creative ways as we will see in the examples below.

Contract of employment

Paying attention to equality and diversity means that a proportion of the workforce will have lived
experience of the issue being studied by the research team?. Public Contributors may serve on
selection panels where they help to ensure that the right academic staff are appointed®. Once
employed, staff shelter under the best of human resource management, including a formal
recruitment process, contract of employment, staff policies and procedures, grievance management,
supervision and career pathways.

These protections are routinely lacking in many PPIE ecosystems. PPl payments are often calculated
at an hourly rate® and most academic papers neglect to say whether the expert by experience is
employed or not. For example, it would be helpful to know more about the peer interviewers who
“were employed through King’s Talent Bank or were self-employed and offered PPl payments”®, and
also whether the seven involvement researchers who conducted 48 individual interviews and were
‘paid per hour based on the current starting rate for a research officer’” were engaged on a contract
of employment.
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Employing people is good, but nonsalaried Public Contributors are needed too, as they bring a
challenge from outside the research organisation®. Serving prisoners, asylum seekers and people
with dementia may be unable or unwilling to take on an employment contract; yet they will add
value to the research endeavour. Further, an employee’s lived experience may be a perfect match
with the topic being studied now but is highly unlikely to align so closely with the next topic.
Nonsalaried Public Contributors can help the research team draw closer to the lived experience of
the people they are investigating.

Some research project teams have found ways to build contractual protections into the PPIE role.
Instead of engaging nonsalaried Public Contributors, they have either employed the expert by
experience or found a formally constituted community organisation that carries public liability
insurance and contracted with that organisation to provide PPIE as a service.

NSPIs should be offered PPl payments for conducting data collection interviews. On rare occasions
the PPIE role becomes large enough to justify creating a salaried post rather than relying on the
casual nature of PPIE engagement. Indeed, we might argue that there is an onus on the research
team to provide job opportunities wherever possible in place of informal offers of a PPl payment.

Creating pathways into salaried positions is not enough. If it is to truly reflect the ethos and
expectations inherent in coproduction, the research ecosystem needs to deploy NSPIs. We must find
precedents, specify risks, establish real data on their prevalence, invent mitigations and find the
courage to bear the risk rather than retreat.

Education and training

Traditional organisations find comfort in their practice of employing staff who are trained and
qualified in research methods. Academic achievement and accredited training help to ensure a level
of competence and ethical practice that is vital for getting the job done. Training and competence
are underscored by membership of a professional body that holds the power to discipline its
members.

Equality of opportunity demands that the workforce of fully qualified research staff includes people
with lived experience. Barriers to higher education, recruitment, induction and promotion need to
be lowered until the workforce is representative of the wider community. Such staff need to be
supported by a work environment that accommodates the needs of disabled employees. Whilst all
this is true, and advice is available® to support these endeavours, this paper goes further by showing
how nonsalaried Public Interviewers are included as data collectors for research purposes.

Some teams have responded by providing brief introductory training, but this is usually very short,
unaccredited and lacks summative assessment, so nobody fails. In the UK, many academic
researchers are required to complete the Good Clinical Practice training course, but this is explicitly
noted within authoritative guidance as generally unnecessary for Public Interviewers since training
must be relevant to the task.

Repper reported!! on a training course for carers who were engaged as interviewers on ten sites to
collect data for research purposes. Golijani-Moghaddam and colleagues®? trained three Patient
Partners were trained to conduct interviews with study participants and included them in regular
team discussions to support reflexivity and consistency. Dewa and team?? used a three-step process
to build skills and confidence in their young co-researchers who were investigating mental health
service provision, as follows:
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e The academic led the first interview with the co-researcher observing and then they talked
to each other about how the interview had gone

e The co-researcher led the second interview with the academic observing. Again, mutual
feedback afterwards developed skills and insight

e The co-researcher conducted the third interview alone., with the researcher in the next
room for support if needed, along with a psychiatrist on site and available for back up if
required.

Training needs increase if the interview modality is one that demands more sophisticated knowledge
and skills. Neither Boutry et al'*, who intend to use motivational interviewing, nor Phelps et al*>, who
applied Heideggerian Phenomenology to their interviews, engaged NSPIs in the task. NSPIs should be
offered PPl payments for any training or other preparation they need prior to conducting data
collection interviews. Engaging NSPIs means letting go of the security of professional training and
finding an alternative viewpoint in which experiential knowledge is valued alongside formal
education. This is more than a philosophical stance, since educational qualifications have a function
in the process of selecting staff and regulating workplace conduct, so alternative mechanisms need
to be in place to address unethical and incompetent practice amongst NSPIs.

Coproduce everything else

There are many ways to do PPIE beyond the interview space. Public Contributors can advise on the
shape of the research, sit on the panel that selects and appoints academic staff, edit Patient
Information, co-author plain language summaries of the findings and speak at dissemination
conferences. Closer to the interview, they can carry out a whole range of the activities that surround
the interview itself - market the opportunity to become a study participant to community audiences,
design the topic guide, act as the respondent in mock interviews to test the topic guide and train
academic staff'®, screen applicants'’, obtain consent and join in with data analysis®®. But are NSPIs
actually conducting 1:1 data collection interviews?

Types of data

Interviews enable an investigator to encounter a study respondent and collect data for research
purposes. Whilst the simplest approach may appear to invite the respondent to just have a
conversation, the level of complexity can be adjusted by using the interview itself to complete a
guestionnaire, carry out physical or medical tests on the consenting respondent or their
environment?®. Such tests may be more intrusive but also shrink the range of available discretion
that risk the interviewer inadvertently superimposing their worldview on the respondent.

Three peer researchers carried out ‘check-in’ interviews with 15 carers to augment data provided via
other research methods?. The authors do not clarify which data are collected by NSPIs and which by
academics. Gross and colleagues? engaged eight Public Contributors and collected data from at
least 160 respondents, but it is not clear whether completing the questionnaire together formed the
entire content of the data collection interviews or other processes were used.
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Witnesses and whistleblowers

Focus Groups bring together several study respondents, so that the conversation is stimulated by a
variety of contributions and viewpoints. As well as enriching the dialogue, the presence of others
acts as a safeguard for conduct, since everything is witnessed and can be reported. Academic papers
supposedly reporting these practices need to be carefully evaluated, as some researchers?? use
ambiguous terms like ‘Focus Group interview’, confusing the reader who then does not know how
many people are in the room.

NSPIs interview one respondent at a time. For example, seven NSPIs carried out recruitment and
follow up interviews with respondents in their first language?.

Colleagues hold each other to account

Some research teams invite a Public Contributor and an academic researcher to cofacilitate an
interview with a single study respondent® or a Focus Group?® but this resource paper is relentlessly
searching for examples where the NSPI conducts the interview on their own. For example, one PPIE-
Partner conducted 15 interviews with working people who live with chronic pain®. In these
circumstances, the salaried staff member can take responsibility for the event and bear liability on
behalf of the nonsalaried Public Contributor. For example, if one of the interviewers presents a
leading question which might compromise the data quality, then their colleague can get the
interview back on track. When properly set up, personal assistants and translators also provide this
protection. As before, it can be difficult to interpret the published account of the research and so the
reader is left uncertain about what actually happened?.

Commitment to carry out the interview in an ethical and competent manner is also fuelled when
NSPIs feel a sense of loyalty to the study itself or to a group. We might imagine that the five NSPIs
who carried out 19 interviews considered themselves accountable in this way, since all five were
members of the same PPIE group?® and owed an obligation to their fellow group members.

Remote media

Interviewing over the internet or a telephone call protects the study respondent since they can
obscure elements of their identity and switch off easily, thus terminating the conversation. These
media also make it easy to record and archive the call, providing supervisory staff with a record.

There are several examples of studies where NSPIs conducted 1:1 interviews over the telephone,
including one study where three patient partners conducted interviews with 15 participants using an
interview guide they developed? and another where two PPIE co-applicants and one carer
completed a total of 17 telephone interviews.

As always, care is needed to accurately understand the detail of what was done, as in the case where
a Public Contributor undertook two telephone interviews from her own home, but with an academic

researcher ‘in attendance for support’3?.

Online interviews may be conducted via the internet (perhaps using MS Teams or Zoom) and again,
NSPIs may lead these with academic colleagues either absent or taking up shadowy roles in the
background. In the study by Giles et al*?, four NSPIs conducted 12 online interviews, with an
academic setting up the call, starting the recording, being available should they be needed during
the interview and closing it down at the end, so this does not really qualify as a solo interview as we
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do not know how much they intervened and even their silent presence will have influenced the
process. Elsewhere in this report, there are numerous examples of NSPIs conducting their interviews
in person and alone.

Venue

Dewa and team?®? sited the interview in the office of the service and positioned the academic
interviewer in the next room and the psychiatrist in the building, both ready to jump into action
should they be needed during the interview. In contrast, four NSPIs arranged to visit the 13 study
respondents in their homes home and conducted the interview there3, In another study, five NSPIs
conducted 17 interviews but did not specify the location®®.

Fragile interviewer

One of the major reasons for deploying NSPIs is to present an acceptable face to potential
respondents, who would otherwise be reluctant to trust their information to the academic
researcher. Ethics Committees are likely to insist on additional safeguards where the interviewers
are members of a group considered to be fragile and they may go as far as shutting NSPIs out of the
interview room. This is a contentious matter, as illustrated by a study of preconception and
maternity care3®, where some of the academic researchers had relevant lived experience, but who
may have been seen as less in need of formal care and protection than peer researchers from
smaller and more stigmatised groups in society.

Distress Protocols are designed to protect everyone involved in conducting research, but do not
routinely include NSPIs, although a solution has been proposed®”. Lushey and Munro engaged 23
care leavers aged 18-25 to interview 65 care leavers®®, while eighteen NSPIs aged 16-20 conducted
154 interviews in the Royal Borough of Kensington and Chelsea®. Crane and colleagues engaged two
peer researchers with experience of homelessness to carry out 49 in-person interviews, although in
some of them the peer was “accompanied by a research team member for support”4°

Vulnerable respondents and sensitive topics

When respondents are considered to belong to a vulnerable group or the topic under study is
deemed delicate or sensitive, the more likely it is that the professional duty of care will be activated
to design extra safeguards or, on occasion, shut down the opportunity.

e 4illicit drug users conducted 52 interviews as they had ‘privileged access’ to this group*.
e 10 peers interviewed 201 sex workers*?,

e 4 NSPIs conducted interviews with PPl group members and also with staff, straddling a
significant power gradient®.

Underpinning ideas

Data collection interviews carried out by NSPIs lie at the confluence of several streams of thought in
health research. The most significant here are Patient and Public Involvement and Engagement
(PPIE) which aims to coproduce research with Public Contributors, Insider Research which assumes
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that respondents form an exclusive community and culture that can only be fully understood by
people with membership through lived experience, and Community-Based Participatory Research
(CBPR) which aims to shift the research out of the university and into the community. A starting
point for this paper is therefore to search Google Scholar using the search terms ‘CBPR, PPIE’ and
then follow the leads that arise from papers published in the Open Access press.

It also helps to name approaches that neighbour our topic yet are distinct from it. These include:

e autoethnography where researchers have, by accident or design, lived through the
experience under scrutiny and then written about it. An early example arose in the USA
when Madeleine Z Doty got herself imprisoned so that she could write and subsequently
publish a diary of her incarceration*.

e Martin et al’s research® invited women in prison to collect self-reported data and these
were analysed by the research team. These are, of course, alternatives to one person
interviewing another.

e If some study participants are to be interviewed by a NSPI and others by an academic, then
each study participant may like to choose, rather than the academic team randomly
assigning them.

Benefits of Nonsalaried Solo Public Interviewers
“I felt her [NSPI’s] warm personality and humour shone through, and this made it very easy
to build up a rapport with her quickly and therefore make more effort to contribute. There
was careful and gentle questioning, never intrusive, and she encouraged me carefully to
think of other things | might have missed. Throughout the interviews | have had with her, |
felt I was a real person and not an object of research.”*®

Potential benefits have been suggested as follows:

e Improving access to seldom engaged groups who consider the peer to be an ‘acceptable
face’ of the research study?®

e Reducing perceived power over participants compared with academic interviewers*®

e Gaining trust and rapport*® which enhances disclosure and so provides fuller and more
honest responses from respondents>°

e More checking of understanding, meaning and significance of what is said>Z.

Clark et al*? engaged two NSPIs and two staff researchers and then randomly assigned 120 mental
health patients between these two groups, finding that patients were more likely to report
dissatisfaction with services to the clients. Jorgensen and colleagues compared the data derived
from 1:1 interviews conducted by NSPIs with data from 2:1 interviews cofacilitated by aa Public
Contributor and an academic researcher®.

Why are NSPIs rare?

Multiple factors may be impeding the adoption and deployment of NSPIs, as follows:
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o Yesterday’s News. Some of the innovative work on engagement and support for NSPIs was
carried out twenty years ago, and the findings are perhaps not considered applicable to today’s
managerialist and risk-averse organisational culture.

e Duty of Care. Distress Protocols need to be broadened to encompass NSPIs, especially where
they are stereotyped as vulnerable. A solution has been proposed®.

e Procedural impediments. The UK National Health Service has specific concerns about the safety
of its patients and therefore regulates access to patients. This system (DBS checks, Letter of
Access etc) is not currently designed to ease the process by which approved Public Contributors
may meet with patients for data collection purposes. Advice about this complex technical matter
is available®®, much of which is applicable to NSPIs, but these solutions are not well known or
implemented.

e Too informal. Risks to the organisation are managed through recruitment and human resources
management (but NSPIs are not employed), training (but NSPIs are not qualified in research),
regulation (but NSPIs are not a regulated profession guided by clear standards) and the
procedural systems mentioned above.

e Weaker versions are available. Expectations regarding PPIE may be satisfied by recruiting a
qualified researcher who also has lived experience rather than engaging nonsalaried persons,
forming an advisory group rather than engaging NSPIs, inviting Public Contributors to design the
interview topic guide or analyse the data rather than conduct the interview, sending out surveys
rather than meeting the study respondent in person, or chaperoning the peer rather than
permitting them to collect data on their own.

How this paper is being written

The investigation that generated this paper is driven by simple curiosity. The work is unfunded and is
conducted as a piece of citizen science rather than under the control of any organisation.
Accountability is achieved by following the Writing in Public framework®®. | am grateful to the
people® who have contributed to this evolving resource but bear responsibility as author for the
text appearing here®®. Please send your suggestions for further improvements.

Weaknesses of the approach taken in this exploration include the lack of prospective ethics oversight
from a Research Ethics Committee, which would offer an independent opinion before
commencement, the absence of a formal confidentiality and anonymity protocol, and prior informed
consent from participants about attribution and how their contributions will be presented. These
matters could be repaired if an academic team took up the challenge of investigating the role of
NSPIs.

Appendix: Detailed definition of NSPI

This resource paper has a very precise and narrow focus, as summarised in the table below. We
must hastily observe that the practices that are described in the right-hand column are not bad; but
simply lie beyond the scope of this resource paper. Further, this paper does not contain much
general advice about PPI, qualitative research or interviews, but rather attends to the specific
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additional things we need to know that distinguish NSPIs from all other activities of Public

Contributors.

In focus

In contrast to...

Citizens — NSPIs enter their role with no prior
status as employees and have no formal
contract of employment with the research
organisation or Service Level Agreement with a
partner organisation which would accept
formal responsibility for them and hold legal
liability if something went wrong.

(1) Qualified and salaried researchers who
have lived experience.

(2) Salaried staff from patient organisations
who join the research team, whether they
have relevant lived experience or not.

(3) People with lived experience who are
recognised members of formally
constituted user-led or community
organisations that hold employer’s liability
insurance and other legal protection
required by the contracting process.

Nonsalaried — NSPIs are offered a PPl payment
for conducting interviews for the purpose of
data collection

People with lived experience who are paid for
their activities on the research team through a
contract of employment, contract for supply or
secondment agreement®®.

Fragments of time — NSPIs are engaged for
brief and nonrecurrent tasks, easing the
process of stepping into them or stepping
down. This opens access to people who would
be otherwise excluded, unable or unwilling to
accept a contract of employment.

If the Public Contributor is expected to commit
time to the project comparable to that of
academic staff (a statistician or medical ethics
specialist, for example), then they should be
offered a contract of employment rather than
PPI payments®. Using the PPl Budget to fund
such appointments does not satisfy the goal of
this paper.

Public Contributors who conduct interviews

Study participants who contribute data for
analysis by the research team. This includes
occasions when Public Contributors become
the subject of investigation and are
interviewed, perhaps to inform a report on the
process through which PPIE was carried out.

Communication — the interview may be
conducted in via any medium, including in-
person, video or telephone.

Other data collection formats carried out
beyond the interview conversation itself, such
as surveys, observations®!, wearable technology
or self-report mechanisms (including patient-
reported outcome measurement).

Solo interviewer acting alone

Any data collection activity that puts more than
one person into the role of data collector, even
if that person (such as an academic researcher)
is nonspeaking. For the moment, this also
excludes personal assistants and carers
supporting the interviewer — this is discussed
elsewhere®,

Single study respondent

Focus groups® or any other activity where the
interview respondent is accompanied by
others, whether they are study respondents,
carers, interpreters or other people using the
space.
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In focus

In contrast to...

Interview style — any style of interview, ranging
from rigidly controlled and directed through
semi-structured to open-ended and participant-
led interviews where the topics discussed,
agenda, timing and data format are selected by
the respondent.

An academic who selects a participant-led
interview style and remains in role as the data
collector has not met the requirement here,
which insists that the role of data collector is
transferred to a NSPI.

Data collection — interviews are carried out by
the Public Contributors to add to the pool of
data for analysis.

Commenting on the interview Topic Guide or
piloting the interview to check it is robust and
suggest improvements®, Talking to people to

inform them about the study, gain their
informed consent, recruit them to the study
and screen them for eligibility®®. Participating in
analysis and interpretation of the data which is
gleaned from the interview. Participating in an
interview panel for the purpose of recruiting,
selecting and appointing staff.

! https://peterbates.org.uk/wp-content/uploads/2017/04/how _to make sense of our payments offer.pdf.

2 Minkler M, Fadem P, Perry M, Blum K, Moore L & Rogers J (2002) Ethical dilemmas in participatory action
research: a case study from the disability community. Health Education & Behavior. Feb;29(1):14-29. Also
Evans D, Bird E, Gibson A, Grier S, Chin TL, Stoddart M, MacGowan A, North Bristol Microbiology Patient Panel,
Berry E, Campbell R & Kane N (2018) Extent, quality and impact of patient and public involvement in
antimicrobial drug development research: a systematic review. Health Expectations. Feb;21(1):75-81. Also
Eleven Community Researchers reached 240 women, some or all of whom were interviewed — see Meyer MC,
Torres S, Cermefio N, MacLean L, Monzdén R. Immigrant women implementing participatory research in health
promotion. Western Journal of Nursing Research. 2003 Nov;25(7):815-34. Also unknown members of the
Patient’s Council conducted an unknown number of interviews in Taylor J, Dekker S, Jurg D, Skandsen J,
Grossman M, Marijnissen AK, Ladel C, Mobasheri A, Larkin J, Weinans H & Kanter-Schlifke | (2021) Making the
patient voice heard in a research consortium: experiences from an EU project (IMI-APPROACH). Research
involvement and engagement. May 10;7(1):24.

3 Croft and colleagues label this group ‘peer researchers’ — see Croft B, Ostrow L, Italia L, Camp-Bernard A &
Jacobs Y (2016) Peer interviewers in mental health services research. The Journal of Mental Health Training,
Education and Practice. Sep 12;11(4):234-43. Also Grundy and team employed a fully qualified academic
researcher who also had lived experience — see Grundy A, Keetharuth AD, Barber R, Carlton J, Connell J, Taylor
Buck E, Barkham M, Ricketts T, Robotham D, Rose D & Kay J (2019) Public involvement in health outcomes
research: lessons learnt from the development of the recovering quality of life (ReQolL) measures. Health and
quality of life outcomes. Apr 11;17(1):60. Also Sometimes specific roles are established that embody the dual
qualified contribution of their occupants, such as that held by Diana Rose, Professor of User-led Research at
the Institute of Psychiatry, King’s College London. Two such staff conducted twenty 1:1 interviews in Csipke E,
Papoulias C, Vitoratou S, Williams P, Rose D & Wykes T (2016) Design in mind: eliciting service user and
frontline staff perspectives on psychiatric ward design through participatory methods. Journal of Mental
Health. Mar 3;25(2):114-21.

4 https://peterbates.org.uk/wp-content/uploads/2023/11/Short-How-to-involve-the-public-on-staff-
appointment-panels.pdf. Most citizens interpret the term ‘recruitment’ as the way in which an employee finds
a suitable employee, while researchers take it to mean finding eligible and consenting study participants.For
more on experts by experience as HR recruitment and selection panellists, see Baxter S, Clowes M, Muir D,
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Baird W, Broadway-Parkinson A & Bennett C (2017) Supporting public involvement in interview and other
panels: a systematic review. Health Expectations. Oct;20(5):807-17.

5 Bates P (2026) Going cheap on expenses.

6 Crane M, Joly L, Daly BJ, Daly B, Gage H, Manthorpe J, Cetrano G, Ford C & Williams P (2023) Integration,
effectiveness and costs of different models of primary health care provision for people who are homeless: an
evaluation study. Health and social care delivery research. Oct 6;11(16):1-217.

7 Ajayi S, Bowyer T, Hicks A, Larsen J, Mailey P, Sayers R & Smith R (2009) Getting back into the world:
Reflections on lived experiences of recovery. London: Rethink recovery series.
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Sanford K, Caruthers B. Children who go missing from care: A participatory project with young people as peer
interviewers.

64 Public Contributors piloted the interview in Madden M, Morris S, Ogden M, Lewis D, Stewart D,
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