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Non-technical summary

To support the roll out of the microbiome collection under the Wave 16 of
Understanding Society: UK Household Longitudinal Study, ISER commissioned Verian
(formerly Kantar Public) to conduct in-depth interviews with Understanding Society
participants to gather feedback on prospective survey materials. The specific aims of
this research were to investigate whether participants understand what is being
asked from them (clarity), whether they feel the information being provided is
sufficient (completeness), whether they think they can do it (accessibility) and
understand what additional information would make it easier for them to
understand (have any recommendations for improvement). The study comprised 25
in-depth Zoom interviews. Participants were recruited from the Understanding

Society Innovation Panel Sample following an opt-out exercise.

The research has highlighted some changes and recommendations that would
improve the clarity, completeness and accessibility of the prospective participant
materials. The specific changes were related to highlighting the purpose and wider
benefits of the study throughout the documentation, streamlining the number of
materials used, considering alternative methods of returning the sample, catering for
differing needs (e.g. participants with EAL, visual impairments etc), and ensuring

consistent design of materials used.
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Abstract: To support the roll out of the microbiome sample collection under the
Wave 16 of Understanding Society: UK Household Longitudinal Study, ISER
commissioned Verian (formerly Kantar Public) to conduct in-depth interviews with
Understanding Society participants to gather feedback on prospective survey
materials. The specific aims of this research included investigating clarity,
completeness and accessibility of the information being provided in the participant
materials and identify scope for improvement.

Generally, there was a high level of clarity, completeness and accessibility reported
in relation to the participant documents used. There were also a number of specific
changes recommended to the materials in order to them easier to understand.
Findings from this study have been used by the research and study design teams at
ISER to inform the design of study materials and protocols.
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1. Introduction

Background

Understanding Society is a longitudinal study that follows the lives of individuals
within 40,000 households in England, Scotland, Wales and Northern Ireland. It is an
internationally recognised study led by the Institute for Social and Economic
Research (ISER) at the University of Essex, and it is the largest study of its kind in the
world. The overall purpose of Understanding Society is to provide high quality
longitudinal data on topics such as health, work, education, income, family and social
life. It provides vital evidence for scientists and policymakers on the causes and
consequences of deep-rooted social problems.

ISER have already started to collect biomeasures (such as blood samples and body
measurements) from participants, which has enabled many genetic and biomarker
publications and will support cutting edge research in the biosocial research arena.
ISER would like to collect a wider range of biological samples in future waves of the
study —in particular, the collection of poo samples from the general population for
microbiome analysis has the potential to provide novel and useful biosocial insight.
Previous qualitative research by Verian (formerly Kantar Public) evaluated the
acceptability of providing a sample of this nature. This research built on those
insights and aimed to test prospective participant materials.

Aims

To support the roll out of the microbiome collection under the Wave 16 pilot, ISER
commissioned Verian to conduct in depth interviews with Understanding Society
participants to gather feedback on prospective survey materials. The specific aims of
this research were to:

e Investigate whether participants understand what is being asked from them
(clarity)

e Investigate whether participants feel the information being provided is
sufficient (completeness)

e Investigate whether participants think they can do it (accessibility)

e Understand what additional information would make it easier for them to
understand (have any recommendations for improvement)

The survey material to be tested included 8 documents:

e STIM A (document 1): Invitation letter UK Household Longitudinal Study
Interview

e STIM B (document 2): Participant information sheet about health measures

e STIM C (document 3): Participant information sheet about microbiome sample
e STIM D (document 4): Consent question

e STIM E (document 5): Cover letter for sample collection kit

e STIM F (document 6): ISER instructions for sample collection kit

e STIM G (document 7): Supplier instructions for sample collection kit



e STIM H (document 8): Sample collection package — Questionnaire

Findings from this study have been used by the research and study design teams to
inform the design of study materials and protocols for Wave 16.

Research methodology

This research comprised 25 in-depth online qualitative interviews via Zoom, which
were designed to provide a forum to have detailed conversations about multiple
documents with individuals from a wide range of different backgrounds and
contexts. This allowed the research team to unpack the processes that participants
use to engage with the study material. Interviews were conducted via video call,
where participants could feel comfortable providing feedback from a familiar
environment of their choosing. Interviews lasted approximately 45 minutes and
participants received a £40 voucher or PayPal transfer in recognition of their time
and to encourage participation. Consent was gained verbally. Fieldwork took place in
February and March of 2023.

The interviews were semi-structured to facilitate a conversational interview style
that put participants at ease. It also allowed space for spontaneous participant
responses, alongside gathering the evidence needed to address the research
questions effectively. Interviewers used a discussion guide (see Appendix A) and
eight stimulus materials (Appendix B, Stim A — H) used during the interviews, and
were shared with the participant in advance of their interview.

It is worth nothing that there was a difference in the way that STIM A — D were
delivered for this research, and how they would be used in Understanding Society
interviews under normal conditions. To accommodate this research, which was
undertaken via online qualitative interviews, STIM A, STIM B, STIM C and STIM D
were sent via email to the participant with their Zoom invite. However when taking
part in real Understanding Society interviews, participants would receive printed
copies of STIM A and STIM B posted to their address. STIM C would also be in the
form of a printed leaflet, but this would be handed over to participants by
interviewers or linked to online. STIM D would be read out by the interviewer or
would be viewed online.

STIM E, STIM F, STIM G and STIM H were delivered in a very similar way to how they
would be used. They were printed and posted to the participant’s home address in a
package which also contained a stool sample kit, two toilet collection accessories, a
return envelope and a pair of recyclable protective gloves.! This was done in order to
provide a realistic test-environment which gave participants a clearer understanding
of the context and sequence in which the documents would be viewed. Participants
were not required to use the kit or provide a poo sample as part of this research.

1 This was facilitated by Greens, a third-party supplier, who printed and assembled the
packages. All but one of the participants successfully received their parcel before their
interview. Only one participant, whose parcel did not arrive in time, viewed STIM E, STIM F,
STIM G and STIM H online.



They were also not required to read the materials or open the package in advance of
the interview but were invited to.?

Sampling

The sample for this study was drawn from Understanding Society Innovation Panel, a
sample of 1,750 individuals which has already been used by Understanding Society to
pilot innovative fieldwork procedures, methodologies and questionnaires. We
selected 400 individuals from the eligible sample who were contacted with an opt-
out email, inviting them to take part. Of those who did not opt out, we then
recruited 25 participants according to the requirements of the agreed sample frame.

The sample frame for this research sought to cover a mixture of ages, genders and
locations, with a particular focus on getting input from a range of ethnicities as this
had previously been identified as underrepresented in previous work around
acceptability of poo samples and medical research generally. There was also a need
to recruit a number of people who have EAL (English as an Additional Language), in
order to test that the documents were clear and easy to understand across diverse
groups with different needs. An overview of the qualitative sample can be found in
Appendix C, but is summarised in terms of gender, age and location below:

2 In practice, the majority of participants opted to look over the materials and had opened the

package in advance of the interview.



Table 1 Achieved sample summary

25 DEPTHS

25

MALES AGED
Males 18-24 2
Males 25-34 4
Males 35-44 3
Males 45-54 2
Males 55+ 2

FEMALES AGED
Females 18-24 3
Females 25-34 3
Females 35-44 2
Females 45-54 2
Females 55+ 2

LOCATION
London 6
South East 4
South West 2
West Midlands 1
East Midlands 2
Yorkshire and the Humber 0
North West 6
North East 1
Scotland 2
Wales 1
Northern Ireland 0




The sample, though reflective of a range of ages, genders and locations, did contain
5 participants who had a medical background: either those who worked in nursing,
care homes, mental health roles or as pharmacists. However, this did not affect the
usefulness of the research, as these groups often offered insight into the needs of
the harder-to-reach groups that they worked with, as well as their own thoughts, but
may be worth bearing in mind in future studies.

Analysis

The analysis process was iterative, drawing from interview audio recordings,
interview notes, and researcher debriefs. A matrix mapping framework technique
was used, whereby data is coded and systematically summarised into an analytical
framework organised thematically. The framework was developed to reflect the
research objectives and according to the themes emerging from the initial debrief
session and data coding. The completed framework allowed us to easily review and
sort the data by theme, by case and across groups of participants ensuring a
thorough review of the data. We then interpreted the data by finding patterns and
associations within the data, while also undertaking sub-group analysis. Researcher
analysis sessions were also used to support interpretation of the data, during which
the team came together to discuss, validate and test emerging themes and insights.

Reading this report

This report draws on findings from qualitative research. Due to the flexible and open
nature of qualitative methods, this research does not seek to quantify or be
generalisable to the overall population but reflects a range of attitudes and
preferences of the participants we spoke to. Verbatim quotes are used throughout
to illustrate findings. To provide additional detail, quotes are labelled with gender,
age, location and ethnicity. Please note that these classifications are taken from the
sample frame (see Appendix C). Some quotes also include labels showing whether
the participant has English as an Additional Language (EAL). For example: “Quote.”
(Male, 25-34, London, Ethnicity, EAL).



2. Findings and recommendations

In the following sections, the findings for each document are shared in succession.
They are split into part 1: covering documents A, B, C and D (which the participants
viewed online); and part 2: covering documents E, F, G and H (which participants
viewed as printed documents). Throughout, we cover the three research questions:
whether participants understood what was being asked of them; whether
participants felt that the information being provided was sufficient; whether
participants felt that they would be able to complete the process based on the
information provided; and what additional information would make it easier for
them to understand. Before we discuss the documents, there are some observations
that are relevant across all the prospective participant materials.

Participant typologies

It is worth noting that there were no significant differences in participants
understanding and opinion across genders, locations, ethnicities, ages or other
demographic variables. Instead, participants can be clearly grouped into those who
preferred to skim-read (skim-readers) and those who engaged with the materials in
depth (non-skim-readers). This distinction was found to offer valuable insight into
how the materials resonated with different reader groups, and how best to
accommodate to a wide range of participants. Throughout the analysis, therefore,
we discuss these two participant typologies.

Document order

When reflecting on the prospective participant materials as a whole, participants felt
the documents (STIM A — H) followed a logical flow and were happy with the order
they were given in. One participant felt the documents in the sample collection kit
could be better labelled to ensure participants were reading them in the intended
order. They said:

“There’s a lot of documents, am | reading the right thing in the right order?”
(Female, 35-44, South East, Chinese or other ethnic group)

In regard to which documents are provided in the sample collection kit, one
participant suggested it might also be helpful to include one or both informational
leaflets (STIM B and STIM C), to remind participants of the study’s purpose and aims.

“I think the document C that explains what the research is used for | would
probably include in this pack as well as in the initial and just to remind people
of why it’s being used and what it’s going to be used for... probably just a
reminder if nothing else.” (Male, 25-34, West Midlands, Any other white
background)

Varied engagement with the documents

Participants tended to engage differently with each document provided to them. The
most important information participants wanted to know was about the study’s
purpose, aims and exactly what they would need to do to take part. For the majority
of participants, the instructional documents (STIM F and STIM G) were the most



important to them as they included step-by-step instructions for collecting the
sample.

Participants in the skim-reader group, and those who had carried out a poo sample
before, engaged less with the informational leaflets and were happy with scanning
over the information rather than reading in detail. They acknowledged that some
participants, particularly those who had never collected a poo sample before, would
benefit from the level of detail provided to them.

“Because I’ve done it before, it’s self-explanatory...some people like to read into
depth of why you’re doing it.” (Female, 35-44, Greater London, Mixed - White and
Asian)

“I have a good idea about what to expect. Maybe someone doing it for the first time
may need a lot of reading.” (Male, 55+, Greater London, Asian or Asian British —
Indian, EAL)

On the whole, the amount of information provided in the informational sheets is
sufficient to accommodate to a wide range of participants. Participants felt having
more information was far better than having insufficient information:

“I don’t think there’s anything such as too much information.” (Male, 35-44,
North East, Any other mixed background)

“It’s better more information than less anyway...we choose what we read.”
(Female, 25-34, North West, Asian or Asian British - Pakistani)

Financial incentive

Two participants felt the £5 gift voucher was insufficient for what they were being
asked to do.

“I'd probably need a little bit more incentive...it just seems a bit more of a
psychological barrier...for an extra few quid I’d probably do it.” (Male, 18-24,
North West, White - British)

“The only thing that stands out is, you know that five-pound gift voucher sign,
I think it’s a bit big, as in like it’s not really enough to like be so proud of
exactly.” (Female, 35-44, South East, Chinese or other ethnic group)

One of the participants suggested amending the value of the incentives for
completing an online interview and collecting the poo sample. For example, instead
of £20 for completing the interview and £5 for collecting the sample, offering £15 for
the interview and £10 for the sample might encourage more participants to
complete both activities, rather than just one.

Document accessibility

Some participants raised concerns about the accessibility of taking part in the study
generally, both in regard to engaging with the informational sheets and collecting
the poo sample. In some of the documents, particularly STIM B, STIM C and STIM G,
the small font sizes could make it difficult for some participants to engage with the
information. One participant suggested it would be helpful to have an option for
participants to request materials with a larger font.

10



Several participants also felt that language could be a barrier to taking part in this
study. Participants identified that individuals with EAL may find difficulty with
engaging with the documents. Some suggested offering multi-lingual packs on
request or translator support to better engage participants with EAL.

Accessibility of taking the sample

Additionally, some participants felt the process of collecting the sample may be
difficult for those with mobility issues. To support participants with mobility issues,
offering physical assistance from a healthcare worker may encourage them to take
part.

“Sometimes the plastic on the testing kits might just be quite difficult for them
to handle, especially when you’re trying to open things.” (Female, 35-44,
Greater London, Mixed — White and Asian)

“The physical part of actually giving a sample, you’ve got to be quite steady
on your feet.” (Female, 55+, Wales, Any other mixed background)

There was a suggestion that including an accessibility question in the Understanding
Society survey could be used to identify accessibility needs and help Understanding
Society to deliver additional support for those that would like to take part.

11



3. Prospective participant materials A, B, C and D

In this section, we report on participant’s views and feedback on the documents they
viewed online (STIM A, B, C and D). The findings are supported by quotes from our
conversations with the participants. Before we discuss each document individually it
is worth noting a few general points:

Design

Overall, there was very positive feedback about the design of these documents —
particularly the leaflets (STIM B and STIM C). Whilst there are some feedback points
detailed below, they were seen by the majority of participants as being professional,
informative and appealing.

Duplication

Some participants reflected on this first set of documents and queried whether it
was necessary to have both leaflets (STIM B and STIM C) as they felt there was some
duplication. They were not sure whether they would receive both, or just one, if they
agreed to take part in the microbiome collection. However, this feedback should be
taken in light of the fact that in practice Understanding Society participants would
only receive STIM B alongside STIM A prior to their actual interview. At the interview,
they would then be given STIM C by the interviewer. It is therefore unlikely that
participants would immediately recall the information provided in STIM B when
reading STIM C, as there would be a gap in between receiving each document.

Perceptions of clarity

Participants tended to associate ‘clarity’ with having fewer words on the page. As
such, the leaflets (STIM B and STIM C) although generally positively viewed, were the
documents with the most variation in feedback.

STIM A (document 1): Invitation letter UK Household Longitudinal Study
Interview

Clarity: did participants understand what was being asked of them?

Overall, participants felt the invitation letter was concise and to the point, providing
an overview of the health measures expected from them. Participants recognised
the Understanding Society branding and felt the letter was consistent with previous
communications they had received. Some participants had previously provided blood
pressure or body measurements to Understanding Society and others had collected
poo samples for medical tests, so they felt familiar and comfortable with what they
were being asked to do.

“I’'ve had to do it all before...absolutely fine.” (Male, 35-44, North West, White
— British)

12



Completeness: did participants feel that the information being provided was
sufficient?

Most participants felt the information provided in the letter was sufficient and
addressed their questions and concerns at this initial stage.

“It laid out everything | needed to know in a clear way.” (Male, 18-24,
Scotland, Asian or Asian British - Indian)

Participants in the skim-reader group focused on specific details, notably the
purpose of the research, what the research hopes to achieve and what participants
would have to do in practice.

“With stuff like this, | tend to skim read anyway. So, as long as all the
important parts are in there...that’s all for me that | need.” (Male, 25-34,
North West, White — British)

However, some participants felt the overall purpose of the study could be made
clearer. In particular, they wanted to know what microbiome sampling aimed to
achieve and what the wider impact of the study would be. This was especially
prevalent among the skim-readers as this key information they were looking for was
not emphasised.

“Just that overarching message...what they’re trying to really achieve and
why.” (Male, 25-34, Greater London, Any other white background)

“Because they’re more intimate samples, I’d kind of want to know what it’s
used for a bit more.” (Female, 18-24, South West, Mixed — White and Asian)

Several participants expressed concern over the time constraints of participating in
the study. For many who did not have the equipment to measure their blood
pressure at home, they felt the process of going to a GP surgery to measure their
blood pressure would be time consuming and a potential logistical barrier to
participating. Participants wanted more information about where they could access
these services — for example at their local pharmacy or GP surgery - and, importantly,
an indication of how long the process of taking the samples and measurements
would take.

“The easier it is to do, the more likely | am to do it...[this] seems like quite a lot
of effort”. (Male, 18-24, North West, White - British)

“It’s going to be a bit long...Not to say | wouldn’t do it...it just seems like a bit
of a commitment.” (Female, 25-34, North West, Asian or Asian British -
Pakistani)

"I wouldn’t say struggle with getting, but it’s trying to get an appointment
with a GP to be able to get your blood pressure, would be, might be a bit
more difficult.” (Female, 25-34, South West, White - British)

Some participants also wanted more information about the process of collecting the
sample, as well as an indication of the next steps of the process after receiving the
invitation letter.

“I'd just want to know a bit more about how they'd want me to collect the
samples” (Female, 18-24, South West, Mixed — White and Asian)

13



“You’d need to have some kind of information about what exactly is the next
step to take” (Female, 55+, Scotland, Any other white background)

Accessibility: are the materials easy to read and understand? Do people think they
would be able to take part?

Participants found the letter easy to navigate and liked how the information was
divided into different sub-sections. Some felt the bolded headings made it easier to
find the information that they were looking for.

“It’s wordy but not too wordy and the key bits are highlighted nicely.” (Male,
18-24, North West, White - British)

Participants liked that the information was presented on one page, as it made the
letter more digestible. Notably, participants who had English as an additional
language (EAL) felt the language and terminology was straightforward and easy to
understand.

“That’s fairly clear to me...I don’t feel | need any more information.” (Male,
55+, Greater London, Asian or Asian British — Indian, EAL)

Key recommendations for improvement

e Emphasise the purpose and aims of the study, including what Understanding
Society will gain from the results and why poo sampling, in particular, is
important.

¢ Include an indication of how long each part of the process will take to give
people a sense of the time commitment required, should they decide to take
part. e.g. How long will collecting and returning sample take?

o Clearly explain the next steps e.g. If you’re willing to take part, you do not
need to reply to this letter. We will follow up to confirm that you’ve agreed to
participate and send out the sample collection kit with all the necessary steps
to collect your sample or any additional assistance needed.

¢ Highlight key information such as the purpose of the study and the time
commitment so that skim-readers - or those who have limited time to engage
with the materials - can easily and quickly make a decision about whether
they might want to take part.

STIM B (document 2): Participant information sheet about health
measures

Clarity: did participants understand what was being asked of them?

Regarding the clarity of the research aims, most participants understood the
reasoning behind collecting different health measurements across the population. In
particular, participants who had previously provided their health measurements to
Understanding Society felt familiar with what they were being asked to do.

“We've done height and weight and things like that before...I didn’t think it
was out of place asking for these kinds of measurements.” (Female, 45-54,
North West, Black or Black British - African)

14



However, some participants thought the research aimed to understand people’s
lifestyles and diet or aimed to determine why certain diseases are more prevalent in
certain societies, which was not completely accurate.

There was also some confusion amongst participants about receiving the results
from their poo sample. Some participants expressed their willingness to participate
because they believed they would receive their stool sample results, despite the
document stating this would not be possible. In comparison, participants understood
they would receive their blood sample results because this information was bolded.

“People might think they’re going to get some kind of diagnosis out of it, but
they won’t - which is important to highlight.” (Male, 45-54, London, White -
British)

"If there was anything wrong with the results, would I be told about it, like,
you know if there was something glaringly like health wise...would | be given
the results?” (Female, 35-44, South East, Chinese or other ethnic group)

In regard to the clarity of the health measures, one participant suggested that
illustrations would improve the clarity of the measurement instructions in the
‘Measuring your waist’ and ‘Measuring your hips’ subsections. This may benefit
those who understand more visually. They said:

“A visual representation of where they need to measure on your waist, where
you need to measure on your hip, might be really helpful for some people.”
(Female, 25-34, South West, White - British)

Completeness: did participants feel that the information being provided was
sufficient?

Participants felt this document was detailed and informative, providing sufficient
information about the purpose of the research and potential areas of concern,
including data and information security.

“It answers everything that | would want to know.” (Male, 35-44, North West,
White - British)

Participants tended to be divided in their concerns about data and information
security. Participants in the younger age groups, particularly the 18 - 24 and 25 - 34
brackets, were generally more data cautious than participants in the older age
groups. Those who had concerns about data and information security felt reassured
by the transparency of the ‘how will we keep your information safe’ subsection and
the GDPR disclaimer — and also pointed to the fact that they had an existing
relationship with Understanding Society so probably had higher trust levels. Several
participants felt that their poo sample data could not be used maliciously and,
therefore, had few concerns about the risks of taking part.

“If there's like financial stuff involved, I'd probably be more apprehensive...
[with a] poo sample, who's going to want that and what are they going to do
with it.” (Male, 18-24, North West, White - British)

“How my data is used is really important to me...because it's anonymised...|
don't really feel like there's any sort of risk.” (Male, 18-24, Scotland, Asian or
Asian British — Indian)

15



Some participants liked the emphasis on the voluntary nature of the research and
how they could decide which of the measurements or samples to provide and that
they could change their mind at any stage. In addition, participants felt reassured by
their trust in Understanding Society as a reputable organisation, particularly those
who had been involved for a longer period of time.

Notably, participants in the skim-reader group felt less engaged with this document
as they thought it was too detailed. Several participants would have preferred for
the key information about the study to be emphasised in a separate section. This
may improve the engagement of skim-readers and increase their understanding of
the study’s aims and expectations.

“It almost feels like some of it could be dealt with in an FAQ section”. (Male,
25-34, North West, White — British)

“Have sort of the key facts about in sort of more bullet point fashion.” (Male,
25-34, West Midlands, Any other white background)

Some participants acknowledged the level of detail would be of benefit to those who
would have more concerns or were more ‘on the fence’ for taking part.

“If you're more worried about it, it's probably quite good that there's a lot of
information on there.” (Female, 18-24, East Midlands, White — British)

Accessibility: are the materials easy to read and understand? Do people think they
would be able to take part?

Participants found the document visually engaging, particularly as the colours and
images contributed to an engaging read. One participant said:

“It’s not dull and boring you know it’s captivating and it makes you want to
carry on reading.” (Female, 18-24, South East, Mixed — White and Black, EAL)

On the whole, the language and terminology was simple enough for participants
from medical and non-medical backgrounds. For example, the explanation of the
microbiome was reported to be understandable for those who had not come across
the terminology or concept before — although some did struggle to articulate what
the microbiome was in their own words when prompted. However, two participants
raised concerns over the use of ‘HbAlc’ and ‘glycosylated glycated haemoglobin’.
Instead, they suggested changing the phrasing to ‘blood sugar’ or ‘blood glucose’, as
this may resonate with more people and be more widely understood.

The two main concerns participants expressed were regarding the layout of the
document and the length of text. In relation to the layout, participants found the
right to left format difficult to read. One participant said:

“The information is all over the place.” (Male, 55+, Greater London, Asian or
Asian British — Indian, EAL)

The layout was particularly challenging for participants who viewed the document on
a mobile phone or tablet as the right to left format impacted the flow of the sections
and made it harder to navigate the document as a whole. Again, this feedback
should be considered in light of the fact that STIM B would, in reality, be viewed as a
printed leaflet during face-to-face interviews. Participants would therefore find the
leaflet easier to navigate as the sections follow a logical order in its printed form.

16



However, for participants accessing STIM B online, the format should be amended to
a more accessible web format.

As previously mentioned, the quantity of text disengaged the skim-reader group, but
also may pose challenges for participants with reading difficulties, like dyslexia. One
participant with dyslexia stated that the length of text of text was, at first,
overwhelming but the use of bolded subheadings helped them navigate the leaflet.
Again, a brief summary section may be beneficial to engage a wider range of
participants and ensure the key information is not missed by participants who may
be more likely to skim-read.

"So, for me, first thing, it’s quite a lot of text. Again, being dyslexic and |
would almost kind of skip over some of it... the different subheadings do make
it slightly easier.” (Female, 25-34, South West, White — British)

Key recommendations for improvement

e Amend the layout of the document for online viewing i.e. ensure the
document reads from left to right in its online format to make it accessible
for those viewing the document on a mobile phone or tablet.

e Bold the text ‘We will not be able to provide any feedback on your sample’
to clarify that participants will not get their stool sample results.

e Simplify some the scientific language e.g. change ‘HbA1c’ and ‘glycosylated
glycated haemoglobin’ to a more participant friendly term, like blood sugar or
blood glucose.

e Consider including a summary section of key information in a bullet point
format so that skim readers can pick up the key information, and those who
want more detail can find it elsewhere. In practice, this would mean
summarising information about the purpose of the study, what the health
measurements are, what participants will have to do and whether they will
be given results.

STIM C (document 3): Participant information sheet about microbiome
sample

Clarity: did participants understand what was being asked of them?

Overall, participants seemed to prefer this document to STIM B, as it had less text
and, therefore, more digestible. A few participants found this document repetitive as
it included similar information from STIM B. However, on the whole, participants
found it helpful that the information was reiterated in case they had missed it
previously and because it re-emphasised the basis of the study.

“What | needed to know I’d already learned from the other one.” (Female, 45-
54, North West, Black or Black British - African)

"Obviously there is a lot less text, so it’s a lot easier to, to read.” (Female, 25-
34, South West, White - British)

Completeness: did participants feel that the information being provided was
sufficient?
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Participants found this document informative and straightforward, particularly about
the process of collecting the sample. One participant said:

“You’re told exactly what you need to do.” (Male, 18-24, Scotland, Asian or
Asian British — Indian)

Some participants wanted to know more information about the ‘why’s’ of poo
sampling. They felt it would be useful to receive more context about poo sampling,
an evidence base of what poo sampling has achieved in the past and how this has
informed current research. Additionally, some participants wanted to know what the
study hopes to achieve, and how it would develop, if the samples are found to be
‘testable’.

“The ‘why’...could be more prominent. | think that would give me more
understanding of why I’m doing it and what you’re getting from it.” (Male,
25-34, North West, White - British)

“I imagine they've got some idea of what the research might be used for if the
samples were testable, so maybe a little bit after there would kind of be
interesting.” (Male, 18-24, North West, White - British)

Notably, a few participants found ‘The microbiome — what is it?’ section confusing
and felt they would have to research the topic to better understand it. One
participant, who studied Biology and was familiar with the terminology used,
suggested including definitions of ‘microbe’ and ‘pathogens’ as it was not clear in the
explanation provided.

Accessibility: are the materials easy to read and understand? Do people think they
would be able to take part?

In regard to the design and layout of the sections, participants responded positively,
particularly about the use of colour and bolded headings as this made the
information sheet an engaging read.

“I like when there's colours and little drawings, it helps keep me focused.”
(Female, 18-24, South West, Mixed — White and Asian)

“It’s easy for you to quickly find what you want to know”. (Female, 18-24,
East Midlands, White - British)

Similar to STIM B, participants felt this document would be easier to read and
navigate if the information was ordered from left to right.

Key recommendations for improvement

e Amend the layout of the document to ensure the document reads from left
to right to improve the flow and make it accessible for those viewing the
document on a laptop, mobile phone or tablet.

e Emphasise the purpose of the research in relation to stool sampling e.g.
Why poo sampling? What has poo sampling achieved in the past? What
would be the next steps in this research if the samples are found to be
testable on a large scale?

e Provide a definition list of key scientific terminology e.g. Definitions of
microbiome, microbe and pathogen.
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STIM D (document 4): Consent question
Clarity: did participants understand what was being asked of them?

Participants felt the consent question document effectively summarised key
information from the previous informational sheets, to help inform their decision to
take part.

“Just a simple, black and white, this is what it is, are you happy to do this or
not." (Male, 25-34, West Midlands, Any other white background)

Completeness: did participants feel that the information being provided was
sufficient?

Participants felt this document reiterated key information from STIM B and STIM C.
Some participants felt reassured that even if they had not read the previous
documents in detail, they would have enough information from this document to
make their decision about taking part. Notably, the skim-readers were positive about
this document, as it presented the essential information in a clear and concise
manner.

"It does like state everything that you know needs to be stated.” (Female, 18-
24, South East, Mixed — White and Black, EAL)

“If someone would have more concerns about this...there are many people
they can reach out to.” (Female, 25-34, South East, Any other white
background, EAL)

Some participants expressed concerns over the time sensitivity of collecting and
returning the sample. Participants wanted to know when they would need to collect
the sample, whether immediately after consenting or within a given time period. In
addition, they wanted to know how long after collecting the sample they would have
to return it via the Post Office.

Accessibility: are the materials easy to read and understand? Do people think they
would be able to take part?

Participants felt the repetition of ‘poo (also known as faeces, stools or bowel
movements)’ was unnecessary and impacted the flow of the text. A few participants
felt unsure what ‘bowel movements’ meant and would need to search the meaning
online. On the whole, participants felt the terminology of ‘poo’ was the least
confusing and would be the most commonly understood. Notably, some participants
from a medical background preferred the use of ‘stool’ for being commonly used in a
medical context.

“You’d need to keep the language as simple as possible...Not everybody
knows what faeces is but everyone knows what poo is...I think