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Abstract

Background
Engagement is important within cohort studies for a number of reasons. It is argued that engaging
participants within the studies their involved in may promote their recruitment and retention within the
studies. It is also thought that participant input can improve study designs, make them more acceptable
for uptake by participants and aid in contextualising research communication to participants. Ultimately
it is also argued that engagement needs to provide an avenue for participants to feedback to the cohort
study and that this is an ethical imperative. This study sought to explore the participants’ experiences and
thoughts of their engagement with their birth cohort study.

Methods
Participants were recruited from the Children of the 90s (CO90s) study. Qualitative semi-structured
interviews were conducted with 42 participants. The interviews were transcribed verbatim, and uploaded
onto Nvivo software. They were then analysed via thematic analysis with a constant comparison
technique.

Results
Participants’ experiences of their engagement with CO90s were broadly based on three aspects:
communication they received from CO90s, experiences of ethical conduct from CO90s and receiving
rewards from CO90s. The communication received from CO90s, ranged from newsletters explaining
study �ndings and future studies, to more personal forms like annual greeting cards posted to each
participant. Ethical conduct from CO90s mainly involved participants understanding that CO90s would
keep their information con�dential, that it was only involved in ‘good’ ethical research and their
expectation that CO90s would always prioritise participant welfare. Some of the gifts participants said
they received at CO90s included toys, shopping vouchers, results from clinical tests, and time off from
school to attend data collection (Focus) days. Participants also described a temporality in their
engagement with CO90s and the subsequent trust they had developed for the cohort study.

Conclusions
The experiences of engagement described by participants were theorized as being based on reciprocity
which was sometimes overt -in receiving gifts from CO90s and other times more nuanced- for example
through CO90s ethical conduct. This perceived reciprocity aligns well with Maussian conception of
gifting and in this case espoused participants’ trust in the cohort resulting in a unique participant-cohort
study relationship.
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Background
Engagement is key in cohort studies [1] and is often cited as important for participant recruitment [2] and
retention [3–6]. Given that participants are affected by the research from the cohort study, it is argued
that there is a need for their voices to be considered by the study through engagement [7, 8] and that this
is necessary from an ethical perspective [9]. Additionally, because cohort studies are often funded by
public funds, it is posited that they should conduct participant engagement in order to give the
participants-the contributors of public funds and in whose interest the public funds should serve- an
opportunity to give feedback to the study [10]. This can be viewed as a way promoting the legitimacy of
studies [9, 6] particularly with regards to appropriateness of research protocols (including medical
procedures and diagnostic tools) as well as dissemination strategies. Engagement can be understood as
authentic input into policy by the public through dialogue with policy –makers and other stakeholders [11,
8]; this in our opinion necessitates a mutual exchange and uptake of ideas. In 1996, INVOLVE was
established as part of the National Institute for Health Research (NIHR), a UK government funded
program to support the involvement of the public in public health, national health service and social care
research; as a national advisory group it promotes public involvement in all stages of the research
process [12]. However, within cohort studies involving healthy participants, engagement can sometimes
be omitted from study plans, partly due to a lack of recognition of its important and partly due to a
perception that it is resource intensive (�nancial and time) [6, 2]. In current practice different
organisations use the term engagement differentially and ambiguously [13]. Recently, studies have been
conducted on cohort studies’ recruitment and retention strategies [2], however these have not reported on
the participants’ experiences of their own engagement. Of the cohort studies that do report on their
engagement activity, such information primarily details strategies employed to facilitate initial participant
recruitment [2] or retention campaigns [4, 14].

Following presentations at a workshop by Cohort and Longitudinal studies Enhancement Resources
(CLOSER) in the UK, different cohort studies presented on their activities aimed at fostering participant
engagement [3]. In the publication, CLOSER describe the engagement efforts as a continuum ranging
from participants having a passive role through to an active one [3]. While the publication provides a
useful resource for examples of activities undertaken by cohort studies, our study goes further by
providing the participants’ perspective on their engagement. It is our belief that including the participants’
perspective provides a richer insight into their own understanding and conceptualisation of engagement
in long-term longitudinal cohort studies. We anticipate that this insight will serve as a useful feedback to
cohort study and enable them to focus on what participants �nd important. Crucially, the results
presented here are also aimed at providing a data-backed and evidenced theoretical underpinning for
participants’ engagement in cohort studies. The persisting ambiguity and need for theorisation and
conceptualisation of participant engagement is an on-going gap in practice [13].

Avon Longitudinal Study of Parents And Children/ Children
of the 90s
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Participants within this study were recruited from the Children of the 90s study. Pregnant women in the
then Avon county of England with anticipated births between 1991 and 1992 were invited to a research
study [15]. The study was dubbed Children of the 90s (CO90s) or the Avon Longitudinal Study of
Pregnancy and Childhood, which then became the Avon Longitudinal study of Parents and Children-
ALSPAC [15, 16]. Recruitment was through hospitals, community events and media campaigns [15] and
14,541 children were initially enrolled [17]. For clarity, this paper will focus on the experiences of the child
participants and term them as the ‘participants’. Since childhood, participants have contributed to CO90s
in a number of ways including: regular questionnaires [18], and participating in Focus days (clinical data
collection events) at which physical measurements and psychological information were gathered [16].
Sub-sets of participants are also periodically involved in smaller sub-studies for example genotyping for
DNA methylation studies, genome wide association studies and research based on Mendelian
randomisation [18]. Please note that the study website contains details of all the data that is available
through a fully searchable data dictionary and variable search tool [19]. CO90s has a participation team
that regularly communicates with participants through newsletters, greeting cards and social media.
CO90s also provides opportunity for participants to be involved in the research through operational
groups- the Original Cohort Advisory Panel (OCAP) and the ALSPAC Ethics and Law Committee-ALEC [20,
21]. OCAP meets six times a year and allows participants to give their feedback on engagement
strategies, sub-study designs and dissemination activities [21]. CO90s participants also sit as members
on the ALEC which consists of clinicians, researchers, legal experts and participants of CO90s. The ALEC
reviews research ethics applications for studies intending to use ALSPAC data and either accept, reject or
recommend changes to research proposals [20].

Methods
The objectives of this study were:

To explore cohort participants experiences of engagement in their cohort study

To explore cohort participants perceptions of their engagement with their cohort study

To characterise the theoretical underpinnings of participants’ understanding of their engagement
with their cohort study

Guidance on the study design and documentation was sought from the CO90s original cohort advisory
panel (OCAP) and ethical approval for the study was sought from the ALSPAC Ethics and Law committee
(ALEC). Informed consent for interview participation was obtained from participants following the
recommendations of the ALSPAC Ethics and Law Committee at the time.

Recruitment proceeded by CO90s mailing our study information sheets to participants who then replied if
they were interested in participating. Purposive sampling was employed [22] in order to pick individuals
with varied levels of uptake of CO90s research activities. This was done to obtain data from participants
who had done 90% or more of the CO90s research activities including those in the operational groups
(highly engaged) as well as those who had done more than half (but less than 90%) of the research
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activities (moderately engaged) and those who had done less than half of the research activities
(disengaged). See Table 1 for participants’ recruitment from the different participation levels in CO90s
and their biological sexes recorded. In total, 42 CO90s participants were interviewed. In line with CO90s
practice, participants were given a £25 cheque for participation and reimbursed for travel expenses.

Table 1
participants’ recruitment and characteristics

CO90s engagement level All Participants Male Female

Invited Interviewed Invited Interviewed Invited Interviewed

Highly engaged 140 25 41 8 99 17

Moderately engaged 301 12 187 8 114 4

Disengaged 400 5 209 2 191 3

Qualitative research was deemed the most appropriate methodology for this study as it facilitated an in-
depth understanding uncovering the processes and meanings [23] that participants held on engagement;
thereby generating theory. Qualitative research enabled us to look at naturally presented language as well
as experiences and the meanings derived from these [24] facilitating a thick description and
understanding of the social phenomenon [23, 25] that is engagement within CO90s.

Semi-structured interviews were conducted using a topic guide that had been piloted and re�ned for
clarity. Interviewing was considered most appropriate for data collection in order to: gain insight into
experiences that could not be observed, obtain their understanding of the world and the meanings they
ascribed to phenomena [26], and obtain details that could only be found by exploring their experiences
[27]. The interviews were audio-recorded, transcribed verbatim, anonymised and uploaded onto Nvivo
software for analysis. Analysis was based on thematic analysis [28] and constant comparison [29]. This
involved an inductive search for patterns arising from the thick descriptions from the participants
involving: data familiarisation, generating initial codes, seeking themes from the codes and reviewing the
themes against the coded data. Through constant comparative analysis, the theories developed from the
initial interviews analysed were applied to subsequent interviews to assess for consistency, and if not
changes made to attain consistency with the data [29]. Co-authors checked the codes developed
alongside the raw data as a form of inter-coder agreement [30].

Results
From the interviews, participants described different ways in which CO90s had kept them engaged.
Analysis of these descriptions resulted in an over-arching theme of participants feeling that engagement
was achieved through activities that embodied a reciprocal interaction with CO90s. These ranged from
subtle activities such as receiving regular communication from CO90s and CO90s adhering to ethical
practice to more overt expressions like CO90s giving them rewards for participation. Their understanding
of their engagement with CO90s and its embodied reciprocity also resulted in participants having high
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levels of trust in CO90s. Reported below are participants’ descriptions of their engagement and the
meanings they attached to these. The experiences are categorised as: communication with CO90s,
experiences of ethical conduct from CO90s, rewards from CO90s, temporality of their engagement with
CO90s and ultimately the trust they developed in CO90s.

Participants receiving CO90s communication

Communication with CO90s was sometimes described more generally as engagement among some
participants. This was described as a bi-directional �ow of information resulting in a ‘mutually bene�cial
relationship’. This was expressed by participants regardless of their participation levels in CO90s. Some
participants described how they engaged with CO90s and CO90s engaged with them, as such they were
both engaging with each other. The perceived bi-directional engagement through communication,
highlighted the reciprocal nature of their perceived engagement with CO90s.

…engagement, it’s not just a one-way thing it’s like a two-way thing– you’re both engaged in something.
And it’s … usually mutually bene�cial… a two-way kind of mutual goodness. (PT6, moderately engaged)

Participants describing engagement as a two-way interaction was akin to a personal relationship. They
described how CO90s did not just treat them as mere data sources, instead participants felt that CO90s
cultivated a relationship with them through communication. The communication included postal mail as
well as telephone calls explaining research activities and establishing a rapport with them. CO90s staff
were famed by participants for being very friendly and welcoming, therefore receiving a telephone call
from CO90s enhanced some participants’ feelings of being wanted and appreciated by the study, further
feeding into the reciprocal relational dynamic of their engagement.

Engagement…means creating that personal relationship with participants, which is crazy when you think
about it, because of the number of participants in ‘Children of the ‘90s’ to have that relationship with all of
them is nye on impossible, but I think ‘Children of the ‘90s’ have done it pretty well… little follow up’s that
make it engagement rather than dutiful participation. (PT12, disengaged)

Participants described the communication as either informing them of research �ndings and upcoming
research studies, or CO90s expressing appreciation to them. Participants made a connection between the
reported research �ndings in the newsletters and their contributions to the study. This inculcated a sense
of partnership with CO90s and a feeling of their importance to the study. Participants felt that CO90s
reporting the research �ndings to them was a way of the study ‘giving back’ to the participants. This bi-
directional giving highlighted a perceived reciprocal interaction with the study. This was reported by
participants regardless of their participation levels within CO90s.

I expect a sort of feedback, which they are very good at doing, because I get the newsletters and they give
you an update on what their research is pointing towards and what it is contributed to… that I have some
idea of what my little part to play in the overall data set. (PT12, disengaged)
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It [engagement] means being transparent about what’s going on and letting us know, people wanna know
about when the next Focus visits are coming up and what �ndings have come from stuff so far and
�ndings... linked to…things which we remember doing… I think it’s like keeping us up to date and informed
mainly and there’s been some events lately as well which have been really nice…so that you can go and
just �nd out a little bit more about what’s going on. (PT15, highly engaged)

This was further exempli�ed when CO90s organised other activities to provide opportunity for
participants to celebrate or hear more about the research, such as when they held a summer school with
lectures on their research �ndings for participants.

It’s about it being a two way street of information, them giving us enough to want us to continue to
participate…and offering … like the summer lectures… That’s giving something back, to me, that’s what the
engagement process is about, giving me the opportunity to access something as a result of my
participation…I think that’s quite important.… I can see it’s a mutually bene�cial relationship that we
contribute and they share what they �nd with us and as long as, I’m interested, then they’ve got that
engagement level. (PT14, highly engaged)

CO90s featuring in the local news, was also reported to enhance participants’ feelings of engagement
with it. The media reports would highlight the �ndings from CO90s to the wider community. For
participants, this not only raised their perceptions of the pro�le of the study, but subsequently also raised
their thoughts of their importance within the study. The result was that participants were not just proud of
CO90s and its successes but also proud of being a contributor to the success.

Living in Bristol, if you are watching the local news and they’ll say … “something been looked into”, nine
times out of ten, if it is to do … with like healthcare, you know it’s going to be ‘Children of the ‘90s’. And I
think… for me that’s really good because I can watch the news. And then I can be like, I’m part of that, I’ve
helped with that. (PT8, moderately engaged)

I did feel a bit proud then because I was like “Well that’s good that my answers and everyone else’s
answers has helped them to do this, this, this and this” because they talked about how they’d helped
scienti�c organisations in America and how their information has helped provide changes in child
psychology and more information on childhood vaccinations and stuff like that … I did feel quite pleased
with that. (PT9, disengaged)

Participants also described how CO90s had given them a certi�cate for participation. This was a simple
example of one way in which reciprocity or the idea of ‘giving back’ to individual participants was
actioned.

they gave me a certi�cate once as well when I was 18 and that made me quite happy. (PT9, disengaged)

A more personal form of communication mentioned by participants was the use of greeting cards. The
cards, particularly the birthday cards were seen as CO90s seeing them as individuals and
commemorating each participant’s birthday gave them a sense of being special within the study. These
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feelings of appreciation and being special fostered feelings of being valued and being in a reciprocal
relationship with CO90s.

I think…because you could say we are going out of our way and giving up our time, I think they should
expect that we should want recognition for giving our time and that we should want to sort of feel
involved. I think appreciation and thanks which is what they do with little birthday cards and stuff, I would
say that is it just recognition and appreciation. (PT13, highly engaged)

One integral way in which some participants were engaged in CO90s was through being involved in
operational groups such as the ALEC and the OCAP. The operational groups providing an important
opportunity for participants to be involved in the governance of CO90s and in so doing be able to
feedback to the study as well as have some input and in�uence within CO90s. CO90s giving the
participants the opportunities within OCAP and ALEC embodies reciprocity by giving participants that
governance role and ability to comment on the research conducted in the cohort and ways in which
�ndings are disseminated. Members of the operational groups that were sampled all highlighted the great
privilege they felt to be able to feedback to CO90s in these roles. They also acknowledged that while they
may not have had the specialist research knowledge to comment on technical aspects of studies, they
were the research participants and could provide insight into what they felt was appropriate and/or
burdensome for data collection, as well as how to alter communication to better suit them (data depicting
this is not shared here due to the risk of identi�ability within the quotes).

Participants experiences of ethical conduct from CO90s

Other than the communication described above, participants also highlighted that they thought that
CO90s adhered to ethical practice and that this was an expression of the study’s value for and
commitment to participants and therefore an act of reciprocity. The ethical principles often cited were:
con�dentiality, data security and prioritising participants’ welfare. The following is a further description of
these as depicted in the interviews.

Con�dentiality was universally expected among the participants and seen as an aspect of CO90s
professionalism and commitment to participants. Participants described how they had revealed personal
information to CO90s through the years, information that they had not shared even with their parents,
they were con�dent that CO90s would never break con�dentiality unless for safe-guarding reasons. This
demonstrated the unique relationship that participants perceived that they had with CO90s, a relationship
where they could trust CO90s to maintain their con�dentiality while at the same time exercising a duty of
care if there ever was a safe-guarding concern. Participants therefore felt safe enough to be honest
during data collection and know that CO90s would reciprocate in their best interest.

I think there was probably things that I told researchers that I never would have told my parents. So … I
expected that they wouldn’t turn round and go and tell my parents those things, which obviously they
didn’t because of con�dentiality. (PT18, highly engaged)
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Some participants reported that they were happy for CO90s to be in control of the data as long as they
exercised con�dentiality, however if the con�dentiality was breached then their relationship with CO90s
would change. This demonstrated that some participants attached some conditionality to their donated
samples and data. These interviews hence provide empirical evidence towards Hobbs et al. [31] and
Steward et al. [32]’s postulation that participants have certain conditions for their involvement in cohort
studies while also highlighting that these conditions are often implied rather than discussed. In the
interviews it was found that the conditionality attached by participants to their data and samples are
partly based on expectations held by participants. Such expectations may be self-formed however if
broken the participant-cohort study dynamic would be negatively affected.

I think the data they get from us is theirs, and as long as they keep it con�dential I’m happy with what
they decide is best to be done with it, I’m happy for them to use their judgement and do what they think’s
necessary…con�dentiality’s the only important thing, because that’s one of their main promise to… all the
participants if they lost that, if they had a con�dentiality leak, I think everyone would feel quite
uncomfortable. (PT20, highly engaged)

Just as participants’ spoke of con�dentiality as CO90s commitment to them, they also described data
security as an expectation. Reciprocity is seen here in the way that participants expected, in return for
their involvement that their data would be stored securely. Participants’ expectation of data security and
indeed con�dentially was borne from their past experiences with CO90s. Some participants also saw
CO90s as a custodian of their data, not only protecting it from breaches but also being selective on who
has access to it. From their history with CO90s participants had come to understand this as CO90s
commitment to them and an expression of their perceived reciprocal relationship.

On a basic level I expect … all the security that they do at ‘Children of the ‘90s’ for data and also most
importantly I think the assessment they do of people like yourself doing research with the data…they have
to actually go through the process of checking they are veri�ed and trustworthy. (PT12, disengaged)

Among all the participants, the belief that CO90s did ‘good research which helped other people’ enhanced
their engagement with CO90s. The idea that CO90s was helping others introduced a new aspect to the
reciprocity within the relationship. In this case participants were ‘helping’ CO90s by giving their data and
samples, CO90s was then ‘helping’ other people in society through their research �ndings. CO90s
therefore reciprocated participants’ participation more widely through their �ndings for societal bene�t
and public good. An example is when looking at the requirement for venepuncture, although a lot of the
participants were not fond of syringes, they were willing to endure them because they knew that it was for
a good cause.

Of course there’s the blood samples, which I didn’t look forward to but it’s just the once occasional sort of
thing which, I put up with to help it because, you knew it was doing good. (PT22, highly engaged)

Another way in which participants felt that CO90s kept them engaged and reciprocated their participation
was through their con�dence that CO90s would always prioritise their welfare. Again, this was in part due
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to their precedence with CO90s, having always felt that their welfare would be prioritised by the study
including actions from CO90s to cater to participants’ needs. For example, participants described how
CO90s had provided breakfast after fasting studies, and looked after their wellbeing during the Focus
days.

I feel like if they … do something like the fasting, they always make sure that there is something for you
here, like you don’t have to go out of your way to make sure that you buy something or bring something
in, I think it’s always there for you and that’s really nice. (PT7, moderately engaged)

Other than the communication and ethical conduct described above, a more overt reciprocity described by
participants was in CO90s giving them rewards for participation as described below.

Participants receiving rewards from CO90s

In the interviews, engagement was sometimes described as CO90s giving the participants something as a
result of participation.

I think, to be engaged, that you have to be getting something out of it yourself. (PT6, moderately
engaged)

Participants always received a reward for their involvement in the study either through receiving a
voucher, toy, time off from school when they were younger or even return of research results. Receiving a
gift made participants feel valued and motivated them to continue participating in the research. All
participants in our study made reference to the vouchers and toys that they received from CO90s in
reciprocation for their involvement. Interestingly, the signi�cance of the vouchers and toys lay not solely
on their monetary value but rather on their relational signi�cance. In a sense it was not the amount of
money that mattered rather it was the idea that they had been offered the money (voucher) in the �rst
place. This was a key way in which participants were engaged with the study and was described by
participants from all the participation levels.

Well, I suppose the term ‘engagement’ is two parties coming together so, I suppose, engagement with the
Children of the ’90s is me going to the organisation and putting something into it, and what comes out of
it is information that is used as a whole and data and, when I was younger, the vouchers. (PT1,
moderately engaged)

It was always good because…as a kid we always got the reward at the end … we just had to answer a few
questions, do a few tests and ... We’d always get something. We’d always get some treats at the end and I
think as we got a bit older they would give us money at the end... (PT2, moderately engaged)

I more enjoyed the fact that I was turning up and after about three hours they’d give me a £20 voucher for
Amazon, or something that I could go and spend. (PT3, disengaged)
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When I was in secondary school I did expect some money back for me spending my time here. (PT4,
highly engaged)

Memories of receiving the body scans and clinical measurements were seen as ways in which CO90s
reciprocated to participants; as participants gave data and samples to the study in return CO90s gave
them feedback on the clinical tests. Ironically, although participants knew that the tests were not a health
check, they still anticipated CO90s to act if they discovered any anomalies. Part of the reason why
participants in CO90s expected to receive incidental �ndings is because in the past some had been given
feedback of diagnostic importance.

The way I always looked at it was that I’ll be getting…not free … they’ll probably give us relatively frequent
health checks so I’m thinking… I’ll probably get … a lot of free information about myself that … many
people might have to pay for. (PT2, moderately engaged)

In regards to the commitment, I was impressed the fact that they said my eyesight was poor. I know
eventually … I would’ve realised and clocked on that I needed glasses. But, in regards to that I do, still to
this day hold them, almost hands off and say “well thanks very much for that, you did point that out to
me”. (PT8, moderately engaged)

Participants came to associate attending the Focus day with a day off from school. The opportunity to
miss school not only motivated participants, it also facilitated the children being able to attend the Focus
days. Given that CO90s was conducted within the former Avon county, because of the regional popularity
and informal endorsement, many of the local schools allowed the children to be absent for the CO90s
Focus days. This highlights the importance of the communities’ endorsement and involvement in
population studies such as CO90s. CO90s having those arrangements with schools which permitted the
participants to miss school was another example of how the study tried to not only facilitate but also
reciprocate participants for their involvement.

I used to really look forward to them because it meant a day off school, and my mum and I… we were
quite cheeky with it, because my mum would put me in for an early morning clinic and then we’d be
�nished at maybe lunchtime, and then… I wouldn’t go back to school … I’d have the rest of the day with
my mum (PT5, highly engaged).

I think Children of the 90’s as a kid, you’re always very excited about it… obviously I never really quite
understood what it was when I was a kid to me it was just a day off school it was quite fun because
anything’s better than school. (PT9, disengaged)

Many participants felt most engaged when they regularly attended the Focus days. These events offered
many avenues to maintain a feeling of engagement. Participants described the experience of CO90s
Focus days as fun and engaging. This teases the idea that the Focus days were tailored to the children’s
interests and collected data in an age appropriate and entertaining manner. Making the sessions
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interesting to the participants was another example of how reciprocity can be achieved through designing
data collection in line with the interests and needs of participants.

I really enjoyed it – just everything…it was really interesting to do it all (PT11, moderately engaged)

Really looked forward to it.. when I came it was always …because you get to do quite a lot of cool things
like there was scanning and, they scan the body and you get to keep the picture and you got little booklets
as well that shows you your height, your weight. So you could keep that information (PT7, moderately
engaged)

Some participants revealed that the focus days made them feel part of CO90s. Being in the physical
premises of the study, watching the data collection and being able to see the posters bearing previous
research results made the participants feel really engaged. One could argue that inviting the participants
into the research premises, was a way that CO90s allowed them into an exclusive research world in
reciprocation for their involvement.

I think there were times when I felt really engaged like I was really part of the ‘Children of the ‘90s’ was
when you used to go to the Focus visits. Because you do so much, and you’d know that somewhere along
the lines, it was really being used for the bene�t of other people…I think that’s when you really feel the
most engaged because… you do the questionnaires, you do the ones online but when you go to the visits
you see, you see how it runs on a day to day basis. And I think that’s the one that’s got to have the impact
on everything really. I mean for me that’s when I felt, well, this is ‘Children of the ‘90s’ I’m at ‘Children of
the ‘90s’ so that’s probably when I’ve felt most engaged. (PT8, moderately engaged)

The data above shows how participants either received or felt that they received a return gift in exchange
for their participation. The inclusion of a return gift embodies the concept of reciprocity. Within cohort
studies although reciprocity can be actioned in the form of return bene�ts for research participation, as
demonstrated above it can also be operationalised in any ideas that recognise and facilitate a mutually
desired and appreciated exchange between the participant and the cohort study.

Given that most of the participants in this study had been in it since birth, it became important to explore
the temporal aspect of their engagement with the study. Below are the �ndings from this.

Participants temporality of engagement

A sense of temporality was evident when participants described their engagement with the study over
time. They described their feelings of being connected to the study in personal ways such as CO90s
being ‘a lifelong study’ of themselves. This perceived personal connection with CO90s and investment in
the success of CO90s hinted at how engagement in cohort studies can be perceived by participants as an
intimate interaction over time. It can be argued that this interaction and perceived commitment over time
necessitates feelings of reciprocity between both parties. This then promotes input from both parties as
being key to the success of the project.
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Isn’t this like, a lifelong study of me, so they do have a, commitment to … I would like to see it through. I
would like to keep doing it… cause the more and more you do it, and as you get older you can start seeing,
why they’re doing things, the patterns. (PT6, moderately engaged)

I was reading yesterday that they plan on, monitoring me my entire life and hopefully any children I have…
my brothers –just trying to get a complete picture as possible, I would like that to happen (PT24,
moderately engaged)

Most of the participants had been in CO90s since their birth. Their engagement had therefore changed
and in some cases matured as they aged. It had moved from parental decision making to participants’
own. This growing act of becoming the decision maker made them feel very engaged with CO90s.
Undoubtedly, engagement of this nature is complex, it not only incorporates elements of parental
endorsement, but also inhabits a temporal space in the participants life. Parental endorsement on the
merits of participation incorporate reciprocity as depicted earlier in highlighting the importance of the
research �ndings (see results on communication). The temporal aspect resulted in their engagement with
CO90s evolving through their lifetime and in some cases becoming a perceived maturing relationship.

I think I’ve become much more engaged with [CO90s] as I’ve got older because I understand it a lot more
now. I knew that my parents had signed me up to from birth, so I was just like “Oh, it must be �ne then”
and just did everything…Whereas now I’m a lot more interested in it so I do it now more for a reason, to
�nd out and to help with a big project rather than just for the sake of it. (PT21, highly engaged)

Engagement, it’s changed since I was younger. My engagement now is autonomous. It’s something I
decide on my own. My parents might say, “Oh, you’ve got a letter – you ought to do it,” or that sort of
thing. I �nd my engagement is completely on my terms…I can make the decision whether I wanna
participate. (PT19, highly engaged)

As intimated above, participants described how CO90s represented an important part of their
biographical past and future including their future children and other family members. This perceived
connection with CO90s further revealed the complexity of their relationship with CO90s and their
perceived integral part within the study’s past, present and future.

We’ve got COCO’s now, the Children of the Children of the 90’s so we are now a third generation and we
are stretching it out to grandparents… the resource that we have is unlike anything else in the UK so I think
my expectation is that they keep going with it because if it just stopped, it would suck because you have
this huge wealth of data of everyone up to they turn 21 but if they just cut off tomorrow them you can’t
really track it through fully. (PT26, highly engaged)

In speaking about their engagement with CO90s, participants seemed to have a lot of trust in the study.
This was inherent in their descriptions of their relationship and anticipated reciprocity there-in. Below is
an exploration of the role of their trust on their engagement with CO90s.
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The role of trust in engagement
Participants displayed high levels of trust in CO90s. This was demonstrated in a number of ways
including their con�dence in what CO90s would and would not do to them. From the descriptions above,
being involved in CO90s all their lives, and having con�dence in their relationship with CO90s and indeed
their perceived reciprocity cultivated strong feelings of trust in the study. Additionally, because many
participants had been born into the research project, their mothers already had high levels of trust in
CO90s. Mothers being involved with CO90s provided a sense of con�dence in CO90s, as well as an
atmosphere of security and safety within the research.

Mum would say “Oh, no it’s �ne you don’t have to answer a question if you don’t want to but it’s safe to…
explain that it’s safe to talk to these people so you know I trusted them as a child. (PT25, highly engaged)

Subsequently, the participant-CO90s relationship was a complex tripartite relationship involving
negotiations between the participant, their parent and CO90s. This echoes �ndings from a narrative
review on paediatric biobanks [33]. CO90s continued to recruit participants’ family members (such as
siblings and grandparents) which further promoted familial trust in CO90s.

Trust was also sometimes enhanced by the institutional a�liations of CO90s. Some participants had
high levels of trust in CO90s partly because CO90s was associated with the University of Bristol, because
it did medical research (and hence linked it with clincians) and because it was perceived to be a non-pro�t
organisation.

I assume it’s [CO90’s] non-pro�t and I know it’s academia as well…that’s just my personal attitude towards
academia and non-pro�t organisations in general that I kind of believe, I do trust them because, there’s no
pro�t in asking someone like myself about their life but if it helps science then I think that’s a good thing.
(PT9, disengaged)

You kind of like trust Children of the ‘90’s because it’s always been there … you’re putting their trust on
them to be fair and ethical and understanding and not do the wrong thing as such say just – like a
doctor…you trust them to do the right thing. (PT18, highly engaged)

I see all the people that work in the research as medical doctors and so there isn’t any information that I
wouldn’t share with the medical doctor. So there’s nothing that I’d be, like, they shouldn’t be asking that.
I’m open to whatever they’d be interested in talking about. (PT14, highly engaged)

This section has reported on the trust that participants had in CO90s. This trust fostered a perceived
relationship with the study based on expectations of both overt and nuanced reciprocity.

Discussion
From the interviews, engagement appeared to be a concept experienced and impacted by different
activities of CO90s. As described above, these activities ranged from nuanced expressions of
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engagement such as adherence to ethical conduct and communication with CO90s, to more overt
activities like CO90s giving participants gifts. Participants’ engagement followed a complex perceived
reciprocal relationship over time and resulted is signi�cant levels of trust in the study. It is thought that
authentic engagement in different cultural contexts involves mutual respect and requires trust in the
biobank [34–36]. Our �ndings here report on the participants’ experiences and thoughts on how CO90s
engaged with them and the resultant relationship and trust they developed for it. This kind of trust that
participants develop for their longitudinal cohort studies has been mentioned elsewhere [37] including in
other studies [38] such as the Irish Longitudinal Study of Ageing (TILDA) which reported that their
participants felt they had a bond with the study and a special rapport with data collectors and that this
impacted on participant retention [39]. Consistent with previous writings [40] we have evidenced here that
cohort study participation should not be considered a unidirectional activity, the interviews reported here
demonstrate that the perceived reciprocity contributed to sustaining the long-term commitment required
for a longitudinal study. This has also been posited elsewhere [41, 42] and the results of Mathie et al. [43]
in their study with PPI members found that their involvement in research was also based on a reciprocal
relationship.

At the heart of the �ndings here is the role of relational precedence which argues that participants
negotiated their relationship with cohort studies based on their past experiences of it [44]. Participants in
this study had formulated their expectations of reciprocity from CO90s, based on their past experiences
with the cohort study. Ma’n, Knoppers [45] also argued that research participation necessitates reciprocity
as a way of expressing the value of the exchange and as a recognition of the sociality of humans in
giving and receiving bene�ts. However, research participation has often been portrayed as gifting with
particular emphasis of altruism and solidarity with little or no mention of reciprocity [46], based on
Titmuss’s conceptualisation of the Gift Relationship [47]. Through this study we have presented the
participants’ voice regarding their engagement, based on this we believe that if engagement in cohort
studies is to be understood within the discourse of giving, there needs to be a re-examination of its
application of Titmuss’s gift relationship [48]. We propose a re-thinking of a gift relationship with the
incorporation of gifting as described by Mauss [49] where reciprocation is inherent within the gifting. This
relationality, reciprocity and sociality is what makes the data presented here comparable with gifting [48]
in Maussian terms. It is also important to note as demonstrated by the data above, that the application of
reciprocity in cohort studies doesn’t always involve tangible rewards for research participation,
sometimes it can be more nuanced and relational [50]. Our �ndings also provide empirical evidence for
Hobbs et al. [31] proposal that reciprocity could cultivate an on-going collaboratory relationship between
research participants, cohort studies and the wider society, as well as giving the participants a perception
of control and value within the cohort study. Through our results, we can also a�rm Shippee et al. [51]
and Zawati, Lang [52] who propose that cohort studies such as biobanks need to cultivate bidirectional
relationships requiring collaboration between research studies and participants underpinned by principles
of reciprocity.

Limitations
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The sample size for this study (n = 42) challenges the generalisability of the results. However, given that it
was a qualitative study, its strength was in being able to explore the experiences and perception of
participants and thereby obtain rich data that illuminates the expectations that these participants had for
their cohort study. These �ndings can therefore be transferable to studies with similar characteristics as
CO90s.

Conclusion
From the participants’ descriptions engagement was achieved through activities that embodied a
reciprocal interaction with CO90s. These ranged from subtle activities such as receiving regular
communication from CO90s and CO90s adhering to ethical practice to more overt expressions like CO90s
giving them rewards for participation. Their understanding of their engagement with CO90s and its
embodied reciprocity also resulted in participants having high levels of trust in CO90s. This perceived
reciprocity aligns well with Maussian conception of gifting where reciprocation is inherent as opposed to
Titmuss’s gift relationship which is often applied to highlight participant altruism and solidarity. This
study is important as it provides empirical evidence of participants’ expectation for a reciprocal
interaction with their cohort study while highlighting the trust that such an interaction fosters. Our study
therefore provides key insights for other cohort studies to understand what participants value in their
interactions with their cohort studies. Additionally, through the participants’ voices, our study has
highlighted examples of how reciprocity can be practically actioned in a way that is meaningful to
participants.
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