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Executive Summary

Project overview

Parenting Science Gang was a citizen science project, run by and for parents and funded by
Wellcome. Parent groups, in collaboration with scientists, designed and ran their own
experiments to answer questions of importance to them. These groups discussed, planned
and made decisions primarily on Facebook, via Facebook groups. We also ran a number of
real world events around the UK, to support the project.

Their co-produced research has included: mass spectrometry to study the composition of
breastmilk for older children; surveys and interviews to study the experiences of mothers and
pregnant women with healthcare providers; and laboratory tests with temperature sensors
on babies being carried in slings.

In addition to their scientific achievements, the project has had significant personal impacts
for many of the people involved. Participants reported an increase in their knowledge of
science and their ability to find, understand and critique evidence. Their feelings about
science also changed, becoming more confident in relation to science, more interested in it,
that scientists were 'people like them'. They felt more empowered to use science as a tool
for things that mattered to them.

Every group found a question which they thought was important, but which hadn't been
studied before. These have led to eight papers in press or in preparation and seven
conference presentations so far, with at least two more to come. Scientist collaborators
reported that the experience gave them new insights into their work, and experimental
methods, and inspired them to do more - and more ambitious - public engagement.

Project details

The project ran for just over two years, from 20th February 2017 to 19th March 2019. The
groups who took part were:

Year 1

9 Science-Aware Natural Parenting Science Gang (SANP PSG)

1 Dumfries and Galloway Parenting Science Gang (DGBBB PSG)

i1 Breastfeeding Older Babies and Beyond Parenting Science Gang (BOBAB PSG)

1 UK Breastfeeding and Parenting Support Parenting Science Gang (UKBAPS PSG)

Year 2

i Big Birthas Parenting Science Gang (BB PSG)

1 Mealtime Hostage Parenting Science Gang (MH PSG)

1 Let Toys Be Toys Parenting Science Gang (LTBT PSG)

i Breastfeeding and Health Care Experiences Parenting Science Gang (BF HCE PSG)
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There were 2,608 members, across all the groups (total group membership was higher than
this, because some people joined more than one group).

Our typical member was:

1 25 - 44 years old (>90%)

1 female (>95%)

1 white (~80%)

1 aparentto 1 or 2 children (>80%)
1 based in the UK (~90%)
Evaluation

We used a variety of different methods, to use perspective and methodological triangulation
to better gauge the overall impacts of the project, and understand more fully the effect on
participants. These included interviews with participants and with the partners / relatives /
friends who accompanied them to events; pre and post project surveys; discussion threads
in the groups; post-it notes at events; reflections and observations by project staff and
evaluators; and online activity stats.

Synthesising data from all these methods, we identified the following key themes among the
outcomes for participants:

Increased science skills

One of the clearest outcomes for members was an increase in their science-related skills, in
several areas - information sourcing, information evaluating, knowledge of specific science
findings and experimental techniques, and a greater understanding of the scientific method.

Feelings around science

Another very clear theme was a changeinmany parti ci pantsoé6 feel
several different (but interlinked) ways.

themé. Their confidence discussing science

general increased (including small but significant numbers returning to education to study
science). Members frequently reported that they now felt that science was something that
they could contribute to, there was a sense of them developing a science identity, and they
felt empowered to use science as a tool for things that mattered to them - this empowerment
was all the stronger, for happening against a context of many of them feeling disempowered
and marginalised by pregnancy and motherhood.

Self-actualisation

We included in this theme the social and emotional outcomes of the project, for members,
which seemed less directly related to the science content. There was a palpable sense that
many members relished the chance to have intelligent conversations with other adults,
particularly other mums who were going through the same experiences, and to work
together as a community to achieve something. Again, this cannot be divorced from the
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context of mothers with small children feeling isolated, starved of adult interaction and as if

theybébve | ost their identity. Thereds obviously s
and empower ment subthemes of O6feelings about sci
and seemed interlinked for our participants too.

Impact on science and scientists

There were two main ways the project impacted on science. Firstly, finding (and starting to
fill) research gaps important to parents in numerous fields of science. Secondly, they
affected the scientists they interacted with - giving scientists new ideas and different
perspectives on their work, feedback on their research and plans from a parent perspective,
inspiration to do more public engagement, and positive affirmation from members who found
their research useful.

This report

Webve deliberately structured this report to pro

Introduction - explaining the background and context to this project, and giving an overview
of our methodology and findings.

Methodology - exactly how we ran the project and how we evaluated it.

Key Outcomes for Participants - key over-arching themes in the outcomes we found for our
participants

Our Groups and the Science They Shaped - the character and topic of each group, what
research they did and what their findings were.

We then include several sections of 'Top Tips"

1 onrunning a project like this
1 on being family friendly
1 on using Facebook.

Finally, we provide more in-depth details on our main evaluation strands and findings:

9 6 case studies of a range of real user journeys through the project, including both
heavily involved participants, and those who were more casually involved.

9 Literature review and discussion on public engagement with young families.

1 A summary of all the questions our groups came up with - which may be of interest to
those working with families and wanting to know what research gaps they see, or
producing support materials for them.

i Onlinestatsdescri bing participantsd and other audie

1 Events - details of all the events we ran, how we ran them, and outcomes for
participants and project.

1 Analysis of pre and post project surveys.

9 Details and analysis of in-depth interviews with our participants.
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Q&As - detailed account of the online Q&As our volunteers had with dozens of experts,
and how these worked as part of the project, including feedback from our interviewees.
I nterviews with 0acwhocapedooyrifimralgvesnt dith bur s 6
participants, to assess the impact of the project on the wider families.

Citizen-led evaluation - feedback initiated by our participants themselves.
Posters from our finalevent, s howcasing each groupos
Impact and press coverage of the project
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Introduction

I n this sect iownmiewobthedvhole projectindludag
1 Project methodology

1 Evaluation methodology

1 A summary of each of the groups

9 Mini bios of core team and evaluation team members

lnaddition, a guide to finding the sections youbc

AThat's just amazing, me, actually being us:

Becoming a parent is like an earthquake in your life. No matter how poised, competent and
successful previously, you suddenly find you have no idea what you are doing, and a small
person utterly dependent on you. Add in sleep deprivation, unsolicited advice in
supermarkets, and often the loss of one's previous career and sense of self and it's a recipe
for panic, fear and self-doubt.

Research shows that parents with newborns and in the first few months feel isolated, and
like they are 'uniquely failing'. New parents can be vulnerable to anyone who offers certainty
(however lacking in evidence), or to fear-based marketing i encouraging them to use
antibacterial wipes on every surface, for example.

As you adjust to your new identity as parents, in many cases the fear and panic recedes
somewhat. But as you get past the baby stage, new gquestions present themselves. What's
the best way of responding to tantrums? When and how to toilet train? How do you foster
independence while maintaining secure attachment? Parents are bombarded with advice.
But most of it is contradictory and very little of it is based on evidence.

Parenthood is an enormous responsibility and a stressful and isolating life change. Yet the
health and happiness of the next generation depends upon new parents getting it right. It's
hard to imagine anything it should be a higher priority to support.

Summary of our project methodology

Parenting Science Gang (PSG) was a user-led citizen science project about parenting. We
worked with parenting groups on Facebook. We supported each group of parents to choose
their own research question, and then (in collaboration with scientists) design and run their
own experiment to answer that question.

The project took place primarily on Facebook, via Facebook groups. Although we also ran a
number of real world events around the UK, to support the project, to bring the project to life
and to inspire and enthuse members. We also ran some events as part of the research - e.g.
130 breastfeeding mothers came to Charing Cross Hospital on the same day to express
breastmilk as part of the breastmilk composition experiment.
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Eight main PSG groups took part over the two years, these were the groups which chose a
research question and then ran an experiment. In most cases these began as a
collaboration with an existing parenting group on Facebook. We also ran a couple of smaller
groups for a few weeks on topics parents were interested in.

Most activity took place in these Facebook groups i using discussion threads and
sometimes polls. Working groups also sometimes met in 'pm threads' in Messenger. We
also had lots of online Q&As, which would take place at a specific time, for an hour or so, in
a one-off temporary group.

Q&As were usually with an invited 'expert’, either to help the group to plan their research, or
sometimes, just for general parenting interest. Experts would explain to the group their

research and research methods and answer questions. Sometimes this worked as a kind of

'first date' between the volunteers and the scientist, and would lead to a collaboration.

Someti mes Q&As had no 6expertdéd and were just
discuss a knotty problem in their research in a more immediate way than the non-
contemporaneous discussions in the group.

Groups came up with a large number of questions relevant to parenting. Research and
discussions with scientists would sometimes reveal that these questions had been answered
by science already. But there were many left. One of our conclusions is that there are many
everyday parenting questions relating to typically developing children which do not get
studied. And that much parenting advice is not based on evidence, but parents would like
some that is.

Every group found a question which mattered to them, but which hasn't been studied before.
Several have led to papers which have been submitted to academic journals and several
more papers are planned or being written.

Table 1 summarises the research each group did, their findings and outputs.

Summary of our evaluation methodology

This project was based on a much smaller, pilot project - Nappy Science Gang (NSG).

Which was based on Facebook and used a co-production model to work with a community

of mums with small children. This combination was novel, particularly in the way these

elements worked together. We wanted to know how well these elements all worked and

whether taking part had the positive effects on participant s t hat wedd hoped?

NSG had of course been evaluated, but this larger scale of project meant we could go into
more depth. The project aimed to change participants relationship to science, which is quite
a big but subtle thing to measure, so we wanted to try to understand the effects on
participants from various different angles.

Project staff worked with two evaluation consultants i Dr Karen Bultitude, Honorary Senior
Research Fellow at University College London and Dr Sarah West, Deputy Director and
Senior Research Associate at Stockholm Environment Institute, University of York. Together
our evaluators and the project team thought through the kinds of changes they might see in

2
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Table 17 PSG group summaries

meetings.

Institute of Health Visiting (IHV)
conference stall.

Year 1 Groups | Members | Research Topic Research Method Collaborator(s) Outputs* Notes
SANP PSG 250 Effect of babywearing Laboratory-based experiment Dr Davide 1 paper submitted and under No previous published
on the skin and core using thermo-sensors, with 9 Filingeri, consideration. research on temperature of
temperature of a baby mother / baby pairs. Loughborough babies while worn in carriers.
University Presentations at 3 relevant

DGBBB PSG 80

Flexischooling in
Scotland

FOI requests to all 32 Scottish
councils

Surveys for parents

Interviews with teachers

Dr Tara Jones,
University of the
West of Scotland

1 paper in 'Alternative Education’
online journal.

Full report published on our
website.

Abstract submitted to the Scottish
Educational Research Association
Conference

No previously published
research on flexischooling in
Scotland.

Last publication on
flexischooling in the UK from
1988.

BOBAB PSG 900 What is in breastmilk Samples were analysed in a Dr Simon Presentation at UNICEF Baby AwWhile the con
jointly with (BOBAB produced for children mass spectrometer (REIMS), Cameron, Friendly Initiative Annual human milk has been
UKBAPS PSG | PSG) and | over 2 years old? and by microbiome Imperial College | Conference, 2017 (Natalie) studied extensively in the
280 analysis.132 breastfeeding London Presentation at Metabolomics 2018 | first year of lactation, there is
(UKBAPS mothers came to Charing and Dr Natalie (Simon) a paucity of data regarding
PSG) Cross Hospital in London and Shenker, human milk composition
expressed breastmilk. Imperial College | Talks by PSG staff at Breastival beyond one year
London/Hearts Belfast and NI Science Festival. postpartum. 0 H
Milk Bank Fogleman A. D., Newburg D.
Paper in preparation. S., and Allen J. C. (2017)
Stalls at Institute of Health Visiting | A longitudinal study of
(IHV) conference & Primary Care & Phuemsincg:]':jk;;;:?)%z':;g;t:?m_
Public Health (PCPH) conference. implications for human milk
) _ banking, Maternal & Child
Forthcoming APPG Infant Feeding | Nutrition, 13, e12239. doi:
presentation 10.1111/mcn.12239.
*All groups, except LTBT, are attending one or more conferences or events with their results. See Coverage and Dissemination for more details.
Table continues on next page
3
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Year 2 Groups | Members | Research Topic Research Method Collaborator(s) | Outputs* Notes

BB PSG 155 What is the effect on Email interviews with 20 N/A Report on our website. The group were unable to
higher-BMI mothers of higher-BMI mothers about their find research that considered
the choices they are experiences, followed by Paper in preparation. the extent of effect that
offered in & pregnancy thematic analysis. reduced choice in pregnancy
labour? Primary Care & Public Health and/or labour had on

(PCPH) conference stall. subsequent pregnancies.

MH PSG 327 What are the emotional | Questionnaire completed by Dr Terry Dovey, A co-authored abstract submitted ARFID is a recently defined
behaviours (e.g. 551 parents, followed by Brunel University | for a poster for the British Feeding | condition (DSM-5) & poorly
anxiety) and sensory statistical analysis. Prof Jackie & Drinking Group Conference &the [UnNder st ood. Me
sensitivities of chll(_jren Bllgsett,_ Aston International Conference on discussions of experiences
with a range of eating University . ~ . made them wonder if social
issues? Childrends Eating and sensory sensitivities

contributed to the disorder.
Jackie and Terry planning 3 or 4 Their questionnaire has been
papers (group named as author). the first research testing that
hypothesis.
IHV Conference stall.

LTBT PSG 650 Effect of stereotypes in Participants assigned one of Dr Lauren Report on our website. Gender stereotyping of
children's books on three books (stereotype Spinner, children is of concern to both
children's ideas on reinforcing, stereotype University of the LTBT campaign group
gender contradicting, and a control Kent and the PSG group. The

book with no mention of group considered many
gender). Books read to their influences and chose to
children for five weeks and a investigate the influence of
questionnaire administered on chil drendés boo
gender stereotypes to their

children before and after.

BF HCE PSG 440 (1) Breastfeeding (1) 740 narratives of mother's (1) Dr Gavin (1) Non-peer reviewed article for a | The idea for this group arose
advice and support from | interactions with HCPs, Brookes, biomedical journal. from members of BOBAB
healthcare providers relating to infant feeding, Lancaster Research featur edq andUKBAPSPSG

collected and analysed using University highlighting the wealth of

(2) How does Personal
Experience of
Breastfeeding Affect the
Professional Practice of
Health Care
Professionals?

corpus linguistics.

(2) 8 HCP interviewed each
other to investigate how
breastfeeding experience
changed their professional
practice. Analysed using
thematic analysis

(2) Dr Yan-Shing
Chang, Ki ng
College London

upcoming book on analysing health
language data.

(2) Report on our website.
(1&2) Stalls at IHV conf. and PCPH

conf. Forthcoming presentation at
the APPG on Infant Feeding.

breastfeeding and healthcare
provider threads in FB
breastfeeding groups.
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participants and designed an evaluation plan to try to capture some of those changes. We
6al so wanted to be alert to any unexpected but i
methods across the two years of the project.

Methods

We used a variety of different methods, to use perspective and methodological triangulation
to better gauge the overall impacts of the project, and understand more fully the effect on
participants.

1 Pre and post project online Google surveys for participants. These were shared in
the Facebook groups, linked from the welcome post for new members kept pinned to
the top of the group, and with frequent invitations to fill them in. A mix of tick boxes
and open text responses. 722 pre- and 276 post-project responses were received
once duplicates were removed.

1 Post Q&A surveys for 'experts' sent out by email. A mix of tick boxes and open text
responses.

9 Various ffill in a post-it note' activities at face-to-face events.

1 16 in-depth interviews by Ms Organ with a mix of participants from several different
groups, and also with several of the scientists involved, followed by thematic
analysis. Participants were deliberately chosen to include some highly engaged
members and some lightly engaged members, and also those who had and had not
come to Oreal worl dé events.

9 'Focus group' threads in the groups towards the end of the project, asking them
about their experiences.

1 In-person semi-structured face-to-face interviews by Dr West with ten 'accompanying
adults' at the final event.

1 Project staff collecting 'gold dust', anecdotes or comments which seemed interesting
or illuminating from all the activity in the groups, over the life of the project.

1 Online activity stats from Facebook, our website and twitter.

91 Project staff reflecting on their experiences running the project and collecting their
thoughts, including running lists of 'what worked well' and 'what to do differently' in an
online discussion space, during the project.

What do you want to find out more about now?

Wedbve tried to bring every bit ofrewwditinthiear ni ng f
report, so that future projects can benefit. Therefore, the report includes both our evaluation

findings about the impacts on participants, and also all the nitty gritty stuff we worked out

along the way. We realise that with a large and somewhat sprawling project like this,

di fferent parts of what wedbve | earned wil/ be wus
run a project exactly |like Parenting Science Gan
to read all acfe iitt., Andsl gud ¢ ef | ong. Thi s secti or

can decide which bit is useful to you.

Parenting Science Gang Evaluation Report



We expect it may be of interest to three main audiences:

1 Public engagement community
9 Patient and public involvement in research community
1 Citizen science community

We think there are three aspects to our approach which may be particularly interesting:

9 Genuine co-production, led by the users
1 Using Facebook extensively and in an integrated way
1  Working with parents of small children

We also expect researchers/professionals in relevant areas (e.g. child development,
midwifery) may be interested in what questions and concerns parents had and how we
worked with parent groups. As wel/l as the result

Wedbve t her atdalotef detpibabaut our methodology - HOW we actually went

about things and how they worked. As wel/l as the
some O6top tipsd (for exampl e,-friemdly) whishareghoffaceb ook,
stand-alone sections which could be useful to many audiences.

What we did

E To read more on how the project actually worked - the nuts and bolts of how we
worked with groups, took them through the process of choosing their own research
guestion and designing and running an experiment, see Project Methodology

To read more on who each of our groups were, and what research they did, see Our
Groups and the Science They Shaped

To read more about how we used Facebook read Use of Facebook.

To find out more about external publicity and links to PSG, see Coverage and
Dissemination.

Tc

[T [T

Understanding the context: Parents with young children

E To read more background on the needs of mothers/parents in early parenthood, read
In-depth: Serving mothers, parents and families and our participant questionnaire
evaluation in In-depth: Pre & post survey results

E To read more on what questions parents came up with and where they felt
knowledge or research gaps, read In-depth: What were parents interested in?

User experiences

E To read about our evaluation methodology in more detail, read Evaluation
methodology.
E To read about the impacts on users and the cross-cutting themes which emerged
from our evaluation, read Key Outcomes for Participants.
To read individual strands of the evaluation, see
0 In-depth: Online statistics

[Te
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0 In-depth - Events

In-dept h: |l nvestigating Participants® Exper

Science Project

0 In-depth: Q&As

o Inndepth: Accompanying adultsé view

0 In-depth: User-led citizen evaluation

0 In-depth: Group posters from the Final Event Results Fair

E To get a feel for how participants experienced the project, read our case studies i
these illustrate, in their own words, various user journeys through the project, from
people who were very heavily involved and had big, transformative experiences to
those who dipped in and out and were only lightly engaged. See In-depth: Case
studies

o

Top tips

E To read our top tips and lessons learned for running a project like this, see Top Tips:
Running PSG

E To read our top tips on using Facebook for other projects, see Top Tips: Using
Facebook

E To read our top tips on being family-friendly for other projects, see Top Tips: P S G 6 s
guide to being family-friendly

The team behind this report

Core project team

Sophia Collins (Project Director) is an award-winning public engagement with science
practitioner. Shedéds a mum of one and I|ives near

Amy Strother (Project Manager) started her career as a pharmacist before moving in to
project management in both the pharmaceutical industry and consulting. She is a mum of
two and lives near London.

Tamasin Greenough Graham (Project Coordinator) decided to leave nuclear astrophysics

behind when she realised she was spending all her time talking to a computer. Since then

she has run science outreach programmes, written educational resources and advised
professional bodi es on pubotftwoanddivegirmYp&.ment . Sheds

Rebecca Brueton (Project Coordinator) is a Digital Media and Marketing professional and
mother of two. She is interested in the changing nature of community in the internet age and
how technology can help people come together to share knowledge and ideas and to create
positive social change. She lives in Eastbourne.

Evaluators

Dr Karen Bultitude (External Evaluator) is an award-winning specialist in science
communication and public engagement. During the course of Parenting Science Gang, she
underwent her own major lifestyle change, switching from being an academic and
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professional evaluation consultant in the UK to becoming the business manager of her

f ami | y-8cale bbeef bugiress back in Australia. Karen worked on Nappy Science Gang,
but in this project has had a more hands-off role - she is not a member of any of the groups,
nor has she attended any events - allowing her to provide an entirely external perspective on
the project. Karen is a mum of two and now lives in Canberra, Australia.

Dr Sarah West (Internal Evaluator) is Deputy Director and Senior Research Associate at
SEI York with expertise in citizen science. She took part in Nappy Science Gang as a
participant and is the Internal Evaluator for this project. She has joined all of the groups and
taken part in some of the face to face events. Sarah is a mum of two and lives in York. Sarah
is currently on maternity leave and is being covered by Dr Jean McKendree also from SEI
York.

Stephanie Organ has a Science Communication MSc from the University of the West of
England. She is interested in empowering under-represented groups in STEM and
identifying innovative ways in which to disseminate information.
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Methodology

I n this section youodll find

1 Our project methodology including

Project recruitment

Use of Facebook

How we captured and chose questions

Online Q&As

Face to face events

Communication

1 Our 9 evaluation questions and the approaches we used to answer them
9 Details of our evaluators

=A =4 =4 4 -4 4

Project Methodology

Parents are responsible for raising the next generation and as such, there is strong
argument for them having the best information to help them get it right. However, parents are
often sleep deprived, time poor and bombarded with information from all kinds of sources
(family, friends, health care professionals, online forums, parenting books), often with little or
no evidence to back it up.

We wanted to run a project that put parents in charge of the science, and chose to run it
through Facebook as:

1. Parents often turn to online forums for parenting advice and support.

2.1t allowed us a much broader reach across t he
the same financial and time input.

3. It allowed parents to engage with the project at times and frequency that suited them.

Ethics

The project was subject to ethical approval by the University of York, via Dr Sarah West (our
internal evaluator). This covered all aspects of the project from our use of Facebook to the
surveys designed for our participants and scientists.

In addition, all group research protocols were submitted to ethics 1 in most cases at the
University of York, but sometimes via the collaborating scientist and their own institution.

Recruitment

Parenting Science Gang (PSG) took place over two years, with four groups running from the
start and another four running throughout the second year.

I n the first year, our groups were Adaughtero gr
i moher o groups) identified through the project d
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through Nappy Science Gang (a precursor project to PSG, which has acted as a pilot for
some of the methods used in this project) and invited to take patrt.

The nda waubapgaach was employed to reduce admin time in building a sense of

community (as all members of the group are drawn from the same Facebook community),

and to help with dissemination of research throughout and at the end of the project. Based

on Nappy Science Gang (NSG), we had thought that by using existing Facebook groups,

admins would spend | ess time on dealing with new
project was about and were just expecting another parenting support group, and less time

establishing group norms and a sense of community. However, we found that admins still

spent a lot of time getting the group up to speed with the concept of PSG i we found it takes

a long time for the groups to understand that we really meant user-led and not admin-led

citizen science!

Two of the year one groups - Breastfeeding Older Babies and Beyond (BOBAB) and UK
Breastfeeding and Parenting Support (UKBAPS) - had a very focussed area of interest i
breastfeeding, while the others existed either as an online forum for those broadly interested
in a scientific approach to parenting - Science-Aware Natural Parenting (SANP) - or an
online forum for those in a similar locality - Dumfries and Galloway Bumps Babies and
Beyond (DGBBB). We found that the groups united by a common interest found it much
easier to choose a research question and work together to answer it. We therefore
deliberately chose groups with a common interest in the second year.

In the second year, we used various methods to recruit four more groups:

1. An application process, advertised through our Facebook page and website, so that
existing Facebook parenting groups could apply to become a PSG group, using the
mother/daughter group format of Year 1 - Mealtime Hostage (MH).

2. The project team searched for under-represented groups, via existing networks, by
asking PSG members for suggestions and introductions, and by approaching
relevant organisations. Unfortunately, this approach yielded no groups for our second
year (see Reaching under-served audiences).

3. Ideas for new groups were suggested based on interest from existing group
members - Breastfeeding Health Care Experiences (BF HCE)

4. The project team approached potential collaborators - Let Toys Be Toys (LTBT), Big
Birthas (BB).

Use of Facebook

Over two years, we ran 10 main Facebook groups i eight PSG groups, designing and
running their own research, and two special project groups (see Our Groups and the
Science They Shaped). In addition, we used just over 90 temporary Facebook groups for
Q&As and group meetings and for the participants of PSG events.

Groups are a key Facebook structure and there is no shortage of Facebook groups on
parenting-related topics.

10
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Facebook groups are designed for communication; they are online spaces where people can
come together around common interests to chat and share opinions.

Some flexibility has been designed into the structure of Facebook groups. For example,
admins have some control over how public a group
O0secr eTaldle2]. s e e

Table 2 7 Facebook group privacy options

Find the group See who is in the group See posts
Public Anyone Anyone Anyone
Closed Anyone Anyone can see who runs Members only
the group;

only members can see the
members list
Secret Members only Members only Members only

Al | of our groups began as 6épublicd groups, howe
that they would prefer the group to be 6cl osedé6,
member s6 comments and other content within the (g

Membership applications can also be easily regulated. Groups can be set so that anyone

can join, or so that members can approve their f
can be restricted so that admins must approve membership requests. Facebook offers the

option of automated questions for people wishing to join, and a group can be set to allow

members of other Facebook groups immediate access, should they wish to join. Applicants

to PSG groups were accepted if they met certain entry requirements which are discussed in

more detail in Our Groups and the Science They Shaped.

Conversations on Facebook groups are organised into threads to keep different topics
separate. Members of a group can visit the group and have immediate access to all threads,
saved files, events and membership lists, although due to Facebook algorithms these do not
necessarily appear in chronological order, but instead those with a higher degree of
interaction appear closer to the top of the screen.

However, as is typical among Facebook users, most of our members interacted with group

posts via their personal Facebook 6feed©d, meani n
Facebook group appear to them alongside content from other groups, pages and their

friends.

The amount of content on Facebook is immense - and so Facebook employs algorithms to
determine which content gets sent to inadividual
Facebook group is to learn to work with the algorithms so that your members see your

content. There is a certain amount of educated guesswork involved in this as Facebook

doesndt publish the parameters, andlogTipgy seem t 0
Using Facebook for more detail.

Most activity within the group took place in Facebook groups, using discussion threads and
polls. Working groups alsosome t i mes met in APM threadso i n Face
Facebook present a unique problem in that only the first few options can be seen when they
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appear either in the group or a O6feed6, and you
Facebook automatically updates the poll so that the most popular options appear at the top,

which has the potential to skew results and requires some admin facilitation to try to mitigate

this.

Questions

Groups came up with a large number of parenting-related questions (see In-depth: What
were parents interested in? for more details). The whole purpose of this project was to put
parents in charge of the research agenda, and to take parenting questions that matter to
them, that have not thus far been studied by science, and design and run a research
investigation to answer it.

In each group we started a questions thread which members contributed to. Due to the large
number of questions in each group, there had to be a degree of voting to choose the final
guestion. In certain groups, parents also narrowed down the research area (for example,
BOBAB and UKBAPS decided that they would only choose from breastfeeding questions as
there were already general parenting groups taking part in PSG, BF HCE was set up purely
to look at the impact of health care practitioners on breastfeeding journeys).

Broadly the groups followed the approach below, although the influence of personal
experiences (child overheatingin SANP, fAspeed datingod with a scient
influenced the chosen research question.

1. Questions thread - members added questions that they wanted answers to
2. Discussion - questions discussed within the group, and also Q&As with relevant
experts, to identify those which had been answered by research already and to
highlight ways of investigating others
3. Top 10 - questions narrowed down to a top ten which could then be discussed in
more detail
4. Range voting - members voted on the top ten questions by range voting (members
vote for three choices, giving three votes to their top preference, two to their second,
etc). This was deliberately chosen as it is
for finding the most satisfactory option for the greatest number of voters.

Once a question had been chosen, members worked together to design an experimental
protocol, either in collaboration with a scientist, with advice from a scientific advisor or with
ad hoc Q&As for advice on specific areas (e.g. research methodology).

The Breastfeeding and Healthcare Experiences group took a different route - they had
decided their specific focus before starting the group. This group benefited greatly from
online workshops with a professional facilitator to help them shape their ideas and agree on
their direction.

The process for getting from a question to a research protocol varied from group to group as
there was a huge variability in questions and research methods. However, it usually involved
a Awor ki ng g membgrowhmwouldhanimenoat a lot of the details and then
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bring the proposal back to the group. We found PM (Facebook Messenger) threads quite
useful for this, as well as using Google Drive to share files.

Execution of the experiments also varied wildly. In some cases, the groups did almost all of it
themselves (e.g. BB conducted their own email interviews and conducted their own thematic
analysis of the responses). In others, the groups had to substantially hand over at this stage
to the scientists (e.g. BOBAB/UKBAPS volunteered to give samples, helped to recruit others
to give samples, helped with logistics on the sample day, but Imperial scientists had to run
the laboratory tests and do most of the subsequent analysis).

For more information on the chosen questions and experiment details, see Our Groups and
the Science They Shaped.

Q&As

We ran Q&As approximately weekly. Subjects and experts were suggested by the PSG
team and PSG members. Usually the Q&As were open to all group members, however,
some Q&As were limited to one or a few groups where it particularly applied to their
research.

The Q&As were designed to encourage conversations between members and experts,
enabling members to either find out more about what research has been done or to learn
about specific research methods. The Q&As helped to focus research interests, develop
research design and in some cases, find a scientific collaborator.

Initially we used the I 6m A Scientist chat room
issues, we switched to using Facebook groups temporarily. We then asked for feedback

from our members about which format they preferred i there was an overwhelming

preference for Facebook, so we made a permanent switch to Facebook groups for Q&As

going forward.

In order to increase patrticipation in the Q&As and to increase the quality of questioning, we
advertised the Q&A sessions in advance, set up the Q&As as events (meaning those that
joined got reminders on the day) as well as creating 4 or 5 Q&A-related posts (posters, lay
summaries, videos, overview of research on the topic, etc).

We tried to make our Q&As as accessible as possible to our PSG members. To do this, all
Q&As were:

0 Held at 9pm in the evening, when the majority of our participants were free (based on
experience from NSG)

0 Text-based so that members could multi task (we made it clear that it was more than
fine to join in while continuing to snuggle your child to sleep, breastfeed them,
oversee homework, eat dinner, etc!)

0 Opened in advance of the event times so that members that could not attend the
event live could post questions in advance and / or could read over the session at a
later time.

0 Published on our website as written, with only minor editing for clarity.
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For more detail on our approach to Q&As, as well as participant and scientist feedback, see
In-depth: Q&AS).

Events

At the start of the project, we proposed to run three face to face events for group members.
We used events to:

1. To create buy in for the project and help to get new members up to speed with the
project more quickly than can be done online

2. Toinspire members about the possibilities, through sharing of experience (of NSG

for the first event, and PSG for the latter two events) and through inspirational

speakers (scientists, citizen science experts)

To up-skill and create confidence in group members

To provide a learning and evaluation opportunity for the project team, and,

5. For the latter event, to create a celebratory event for members to share their
experiences and feel part of something big and meaningful.

W

Over the course of the project, we changed the format of the events so that instead of a
single event one year into the project, we ran multiple single day events in various locations.
For more information, see In-depth - Events.

Communication

Most of our communication was with participants either inside the closed groups, Q&A
groups or PM threads. However, Parenting Science Gang also has a website, Facebook
page, Twitter account and email newsletter.

We set up our website (www.parentingsciencegang.org.uk) at the start of the project. We
used as a record of all of our Q&A content, for recruitment for PSG research and
dissemination of PSG research findings.

We introduced a Facebook page (facebook.com/parentingsciencegang) in May 2017. The
Facebook page is public and we used it to share content from our website. It is not possible
to compare followers of the page with membership of the groups. However, being public,
allowed group members to share content (e.g. study recruitment posts, interesting findings)
that they could not share from a closed group, and it allowed people that were not part of
PSG (or just part of a different PSG group) to access Q&A content.

PSG joined Twitter (@parentscigang) in November 2017, as another way to disseminate our
Q&As and research. We have found that most of our interaction on Twitter is with
professionals.

Our email newsletter was initially sent out to partner organisations and the distribution list
has grown to just under 500 people. We sent a newsletter approximately every 2 months,
which included updates on PSG and calls for contributions.
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Evaluation methodology

Our evaluative methods seek to evaluate the project based around these nine questions:

1. Does taking part i n t hsienpercapjia®ct i ncrease par ¢
2. Does taking part in the project change where they get advice from?
3. Does taking part in the project change how they evaluate advice?
4. Does taking part in the project increase peo|
5. How is the project working in terms of numbers of people engaging, diversity of

people?
6. What are people enjoying about the project, and what do they think could be done

better?

7. Are there any other unexpected side effects of participating in the project?

8. Do parents taking part have higher science capital than the general UK population
(i.e. is our self-selecting sample biased towards those with greater science capital?)

9. How does the project affect science and scientists?

We were also extremely interested in the project
However, the majority of our participants had young children so we were unable to test this.

Table 3 shows which of the following methods we used to evaluate each of our questions:

0 Questionnaires

0 Online analytics

0 Snap-shot feedback

0 Qualitative reflections.
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Table 37 Methods used to answer our evaluation questions

Evaluation Questionnaires Online Snap-shot Qualitative
question analytics feedback reflections

1

Questionnaires

All participants were invited to complete a questionnaire at the start and end of the project.
The questionnaires were set up in Google Forms and promoted within the Facebook groups.
When we planned the project, we hoped that the post-questionnaire would be completed at
the end of their participation in the project, but almost all members were still involved in the
project (either active research, analysis or dissemination of research findings still ongoing).
In total we had 722 pre-project responses and 276 post-project responses, once duplicate
responses were removed.

The questionnaires contained both open text and check box answers. The open text
responses were analysed by one of our evaluators, Dr Jean McKendree, to elicit key
themes. Check box answers were compiled in a spreadsheet so that pre- and post-
guestionnaire responses could be compared.

We also asked all our Q&A experts to complete a survey on their experience of taking part in
our online Q&As, to understand their general experience of the Q&A, any challenges and
their views on PSG. Of 73 experts, we received 35 responses.

Online Analytics

Our intention was to use Facebook analytics tools to understand how engaged our members
were with the project. However, a year into the project, Facebook removed access to third
parties and this was no longer possible. See In-depth: Online statistics.
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Facebook is the main tool we used to communicate with our parent participants. However,
our Wordpress site, Twitter and Mailchimp newsletter are used in addition by professionals
(scientists, science communication, citizen science) to follow the project.

We used the following tools to analysis engagement with each of these:

0 Facebook page (https://www.facebook.com/parentingsciencegang/) - Facebook
Insights and Sociograph (May 2017 - March 2019)

0 Facebook groups: Sociograph (March 2017 - March 2019) and Grytics (Snapshot,
Sept 2017)

0 Website (parentingsciencegang.org.uk) - Wordpress inbuilt analytics, Google

analytics (March 2017 - March 2019), Google Search Console (Jan 2019 - March

2019)

Twitter (@parentscigang) - Twitonomy (November 2017 - February 2018)

Mailchimp newsletter - Mailchimp campaign reports (April 2017 - December 2018)

O¢ O«

See In-depth: Online statistics for more information.

Snap-shot Feedback

We used a variety of feedback methods, both online and at events.

Within Facebook we used:

0 Facebook suggestions box
0 #PSGTellUs posts
0 Gold Dust

Both our Facebook suggestions box (an anonymous online way to feedback on the project)
and our #PSGTellUs post series had a low uptake. We introduced the suggestions box at
the start of the project but this only had a low response, with just a few positive comments,
so we discontinued it.

Towards the end of the project, we had a series of posts in all of the Facebook groups using
the hashtag #PSGTellUs, asking participants what they had enjoyed about the project, what
had enabled them to take part, etc. We had a low number of responses, all of which were
positive.

Project staff collected figold dusto, that
illustrate particular aspects or highlights of participating in the project. We broadly
categorised these with reference to our nine evaluation questions and collected them on an
online board in Trello.

At our events, we used a variety of post-it note activities, primarily for formative evaluation.
They could be added to at any time during the event. Questions included:

O«

What have you enjoyed?
What have you found interesting?
What would you do differently if you were running this?

O¢ O«
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O« O«

At our Fi nal

Any feedback on the venue?
What do you want out of the project?

Event

we used

AfHead, Heart

feeling and wanted to do next. More details on the events and the feedback we received,
can be found in In-depth - Events.

Qualitative reflections

We used a combination of observations and interviews (outlined in Table 4) at our face to
face events to evaluate the project. Observations were conducted by either our internal
evaluator or MSc student. Participants were aware they were being observed and
permission was sought before any interviews took place.

Table 47 Use of observations and interviews at face to face events

Observation

Interviews

Observer / Interviewer

Residential Weekend

Internal evaluator

Gangstival events

MSc student

Final Event

Interviews with
Accompanying Adults

Internal evaluator

16 in-depth interviews were conducted with a mixture of highly engaged and less engaged

individuals, as well as experts. Individuals were identified through attendance at face to face
events as well as by the project team. Seeln-d e pt h:
of an Innovative Citizen Science Project.

Our MSc student also conducted eight interviews at the end of the project to serve as case

studies. See In-depth: Case studies.

We sought to evaluate the wi d e r
interviews with ten accompanying adults at our Final Event.

mpact withi

n

I nvestigating

Throughout the project, project staff reflected on their experiences running the project and

collected their thoughts in categor i e s

such as Awhat wor ked

These served as formative evaluation and allowed us to adapt the way we worked on
Facebook. These reflections also form the basis of our recommendations in Top Tips:

Running PSG.

Evaluators

We worked with two main evaluators in this project. Both were involved in Nappy Science

Gang.

Dr West had taken part in Nappy Science Gang as a participant and was familiar with our
approach 'from the inside'. She joined all the PSG Facebook groups and joined in
discussions and came to several of our real world events. She was our 'internal evaluator’,

Parenting Science Gang Evaluation Report
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taking a more participant observation approach. Dr West took her parenting participant
duties so seriously that she had a second baby towards the end of the project, so some of
the later qualitative analysis was done by Dr Jean McKendree, her maternity replacement at
SEIl York.

Dr Bultitude had acted as our evaluation consultant to Nappy Science Gang, so was familiar
with the project, but she took a more hands-off approach, wasn't involved in the groups or
events. She was our 'external evaluator' and was able to have a more birds' eye view of the
project.

Project staff took on some evaluation tasks like helping draft surveys, quantitative analysis of
surveys, and collecting examples of behaviour during the project. We also were lucky
enough to work with an MSc student from University of the West of England, Stephanie
Organ, who conducted in-depth interviews with participants and wrote her dissertation on
Parenting Science Gang.
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Key Outcomes for Participants

I n this s e canalsisof theooutéomes fof Hanerding Science Gang participants
and scientists. The outcomes are grouped into four main themes:

9 Science skills

1 Feelings around science

1 Self-actualisation

1 Impact on science

We looked at all our evaluation data i analysis of pre and post project surveys, in-depth
interviews with participants, and online and in-person activity 1 to pull out what appeared to
be the key outcomes for participants and scientists taking part. We have grouped these into
four main themes and provided some representative quotes.

Themes

Science skills - this included their information-sourcing strategies, the way they evaluated
information, specific science knowledge, as well as an understanding of the scientific
process.

Feelings around science-t hi's included seeing scientists as
increased confidence in relation to science and a sense of being empowered to use science
as a tool for things they need.

Self actualisation-t hi s included soci al and emotional outc
specifically related to the science content, particularly intellectual stimulation and feeling part
of a community.

Impact on science - this included finding (and starting to fill) research gaps important to
parents in numerous fields of science. And giving scientists new ideas and different
perspectives on their work, feedback on their research and plans from a parent perspective,
inspiration to do more public engagement, and positive affirmation from members who found
their research useful.

Science skills

One of the clearest outcomes for members was an increase in their science-related skills, in
several areas - information sourcing, information evaluating, knowledge of specific science
findings and experimental techniques, and a greater understanding of the scientific method.

Information sourcing

Before joining PSG, interviewees sought parenting information mainly from the internet, but
also from their social networks, and other parenting groups. Since taking part in PSG, they
reported looking more critically and thoroughly for information, and using different strategies.
Including going to primary sources.
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Al &m | ooking for trustworthy somoepemed 6 m mucl
to be cyni owel skeeemaushee Ichontrast Ipublisheeéfmmn a | ot
the me d i adrsugmuch better information that you can find with a bit more

attentionbo

iltés been good to be able to askédhas anyon:¢
broad mixofpeopl eéand they may have access toépape
havendét éor...somebody wil/l come along and 6t |

il searched your name in the |list of accept et
And I'm really interested in the association between screen time use and anxiety in

adolescents." (PSG member with no science education post A level, during a Q&A

with a researcher about ALSPAC)

Evaluating information

Members also said that they evaluated information differently. They became more critical,
they looked for actual scientific papers (which they now felt more qualified to read and
understand, more on this later). And they would take things they found back to the group for
discussion.

il heardésome advicetédondéGesghecBeldol ar andé\
|l trustedél | istened to the advice criticall\
has made, not just accepting things that |1 6m
isomeone wil|l guote something anwdiyaoudl I goé
study in 20176 and somebody else will go d&yec:

Specific knowledge

People appreciated the access to information on parenting topics, as well as other areas of
science, direct from experts.

"More factual informat i on and | ess scaremongering/judger
il gained knowledge in areas that | didndot hea
AiThe biggest thing | 6ve got out of it is taki
absolutely fascinating and |1 d6ve | earned a | ot

AMostly (J&Amsm tEhge | 6ve | earned that siblings e
no more similar than those of two unrelated children. And that children spontaneously
seek out opportunities to | earn about mat hs. ¢

Al | earned a | ot about gut bacterial!o
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Scientific process

Participants understood more about the scientific process, how to design experiments,
significance, controls, ethics, generally, How Science Works.

=1}

it made the scientific processéa | ot more i

ilt sounds simple to csokne hiypt wiitt hi san @tu easlt waoyns
matter to find ways to answer ito

=1}

How |l ong it takes to get a paper published!
esting/analysis needs to be. o

—

| | earnt a | ot about et hics. o

ot

ithe whole process hamowtigerbuprestarcmis orismtdoedr st and
feel more able to trust [/ mistrust what | re:

Scientific methods

They also learned a lot about methods in different areas of science (which they may have
known little or nothing about before) i from very physical sciences like mass spectrometry to
very qualitative research methods in social science.

il tended to think of science as just includi
have | earned a | ot about collecting social d:
il | earnt about how mass spectrometers wor k,

can't. o

Feelings around science

Another very clear theme was a change in participants feelings around science, in several

di fferent (but interlinked) ways. They now felt
confidence discussing science, understanding science and accessing science in general

increased, (including small but significant numbers returning to education to study science).

Members now felt that science was something that they could contribute to, there was a

sense of them developing a science identity, and they felt empowered to use science as a

tool for things that mattered to them - this empowerment was all the stronger, for happening

against a context of many of them feeling disempowered and marginalised by pregnancy

and motherhood.

Confidence

Respondents mentioned increased confidence in multiple areas such as their own parenting
choices, their contribution to science and their use of science.

~

Ait was very empowering that feeling oféordi-H
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APersonally, i ncr e dos®rdeingmnvolvad th eegeareh. so p a s s
been able to make confident decisions in my parenting choices, particularly in areas
where | struggled to find clear answers from

AfAn education. Confidence. | fmatien I'moapable ¢ o mf o1
of taking in on my own, and what my limits are. Makes speaking with a doctor so
much easier! o

il have greater confidence in finding infor m:
around science subjectso

ot

I do try to findmreveaiehd mdwuit someitt hi ng i
el ps me to see if | should worry or forget

>

ot

It lead to | ong discussions with my partner,
ecisions on doing research and interpreting

o

Y e s m much naore confident in my own decisions because | know how to identify
eputable sources of information. 0

= I

fiShown me t hat there as an ordinary citizen,

Scientists are humans
Members saw people like them being scientists and talking to them, person to person, in an
informal-feeling setting.

Afiwas nice to have those barriers broken down,
|l anguage that we understandéitds been very ni
scientistsérocking their jobso

Close contact with | eadersamazitrhee!lid fiel ds

=}

il feel that scientists are basically nor mal

Science identity

People expressed feelings of developing a 'science identity'.
"This is all awakening my inner scientist. | thought that gene had passed me by."

il 6ve never been as interested in something I
dreams (or nightmares) for some time | 06ve bec
scientist for my job since joining this group.”

il felt |ike such a fraud even commenting on
I am SUCH a non-sciencey noob, | feel a teeeny weeny bit more confident that I'm
contributing and progressing our projects. That's just amazing, me, actually being
usef ul in science feels incredible.o
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So much so that some members have started access courses or university courses to study
science, which they attributed to their involvement in the project.

"Life changing, quite literally. | decided to go back to uni and study neuroscience (no
previous science background since school). Its been amazing to help design a study
around something | genuinely would like to find out. Speaking with scientists and
professionals with the chance to ask them questions has been an amazing
opportunity. Thankyou PSG!!"

il dmégoing to do an Access Diploma in scienc:¢

| ot more confidentél [dondét] feel like | &d&m gc¢

into thiséfieldél évte md wiarytse If leil g érnt werud WO

Ainow | 'm strongly considering applying for a
Empowered

Member s6 experiences during the project need to
experience pregnancy and parenthood in our society. There was a clear sense here that

mothers felt ignored, sidelined, patronised and not listened to, by society and by many

healthcare professionals. Especially during pregnancy and birth. Against this background,

being asked what they wanted to know, and given some power to find it out, felt liberating

and validating. Many members felt quite passionately about the opportunity to make a

difference, especially to areas of medical care where they had had bad experiences.

Context: Our members felt that a lot of the maternity care and child-r ear i ng advi ce t he
experienced was not evidence-based and that in the transition to parenthood they became
isolated and lost their identity. The following quotes illustrate this.

AiThe way women are treated when bpwoaldnthant (i me

happen in other areas of care. o

il was constantly told 6ébecause guidelined i1
evidence for it by my consultant. o

AiThe first person to talk about actual risk f
Mdwi fe who | saw around 36 weeks. 0

iSoooo many examples of women feeling | ied t ¢

~

not being evidence based. 0

There was a clear feeling that because women are the ones (in most cases) who
become the primary care giver for small children, their needs and experiences are
not taken seriously.

think medicine is stildl paternalistic, wol

il
frequently at work. o
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"l don't think there is a lack.of research/evidence. | think there is a shortage of people
paying the blindest bit of notice to it."

"l watched that Michael Mosley thing on the BBC about sleep and it was all about
middle aged men. And about how if their sleep is disrupted how awful it is etc etc.

I was really struck by the fact no one seems to GAF* about women struggling to
sleep in pregnancy or struggling with a baby waking a zillion times a night."

Against this background, mothers responded fervently to the chance to tell their stories,
and that someone was finally listening to them.

Al'"ve been waiting f(Gommdntfronsandnamemideronous i X year ¢
Facebook page post asking for people to tell us about their experiences with HCPs
and breastfeeding support.)

Some of the groups (Breastfeeding and healthcare experiences, Big Birthas) specifically did
research on mother's experiences and 6not feelin

For many in these groups, talking to others and sharing experiences was transformative i
they could now see it wasn't just an individual experience, but a shared one.

AMostly that | am not alone and that the way
OK. o

ALi stening to others experiences really opel

il dve only | usdAmber Macskatt'sdcommierdst[iretheipoadgast] how
the negative throw away comments experienced in the Big Birthas mirrors that of
many of those in the HCP/Breastfeeding study.

Group members clearly felt very energised that now they were being given the tools and a
structure to work together to find evidence and do something about it.

AProud to be part of something that's result:
mu ms 0

Al cried reading many of the storiaded and t het
mot her s! o

il am so glad this [research] was happening
il really hope that people will Iisten to us
incredibly powerful for me, but amossitotee got t o

people that can make changes. 0

1 GAF = Give a fuck
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But even in the other research projects, people clearly felt emotionally affected by being able
to be part of science, and shape it to do something they thought was important.

AFeelingcomtmhabiungegd to science. 0

Ailt was GREAT to feel involved in science re:
nFel t | made a di f f dimeescientists weeeanspired to soatmuet he f ul |
the Iine of research. o

AfA chance to be involved in sotmepeapleial 'y cool
matters to, so hopefully it"l]I have i mpact! o
fnReally a feeling of being part of a communit
And that cause wil/| have some exciting implic¢

Alt's a privil e gfeelproodobprying alitle pan ie fdrtheringd |
understanding of the significant value of breastfeeding. It is currently woefully
underplayed. 0o

"I am passionate about informed choice and the projects we are doing really will
inform other parents to make whatever decision fits them."

Self-actualisation

We've included in this theme the social and emotional outcomes of the project, for members,
which seemed less directly related to the science content. There was a palpable sense that
members loved the chance to have intelligent conversations with other adults, particularly
other mums who were going through the same experiences, and to work together as a

community to achieve something. Again, this cané
with small chidre n f eel ing i sol ated, starved of adul t i nt
identity. Thereds obviously some overlap here wi
empower ment subt hemes of O6feelings about science

seemed interlinked for our participants too.

Something other than being a mum...

When the accompanying adults were interviewed at the final event, three interviewees saw
the group as a way their partners could do something other than parenting; two used the
word Aoutl et o.

ifeeling that sheds contr i b udwhichgsathigpagamet hi n ¢
her 1ife. o
iitds a really good outlet for her, somet hi ng¢

Members too, in survey responses, interviews with Stephanie and in comments in the
groups, talked about getting to use their brains, getting to be part of something, and be
something other than 'mummy' again.
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"This was one of the most empowering things that | could have gotten involved in at a
time when | was feeling vulnerable and frustrated. | was able to use my brain again,
and assert my identity as both a mother and an academic and also learn loads and
meet other inspiring people.”

il 6ve made friends and had my faith in mysel/f
brain and read academic texts (and science ones at that!) and have intelligent, grown
up conversations! o

"Keeping my brain alive while on mat leave."

AfRecognising that whil e-bnieanddulyioussainsMooos wi t h |
clothing, that we're stild!l capabl e, intellig:¢e

Community

People talked about getting to be part of something, and not just a group to 'hang out' in, but
actually working together to do something, finding people in the same situation as them and
feeling less isolated.

iGave me a sense of beiomeghingtedl evertifonthee i nvol v e
fringes, while at home caring for young chil

There was a sense of a shared mission. Research in happiness science tells us that feeling
part of something bigger than yourself, and working with others, makes people happy in a
very meaningful sense. Looking after small children can be very isolating.

Al felt | ike part of a movement! !0

ABringing |ike minded, motivated, but wunder v:
other and build interesting studies that matter to people. 0

AA sense of group passion for the topic and f

AA sense of joint purpose and communityao

ilt's been really lovely to be part of a ver)
understand your home situation and can make allowances for babies and toddlers,
but stil!]l produce some amazing results. o

ithe creation of a community of people who h:¢
towards thatéis a very different way of part.

Anl'"ve rar el y twihanyone willingto rock the baat on this topic before
and PSG made this happen both online and in real life in a way | never previously
believed possible!o

Anit all provides a sense that youdre not al ot
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Taking ownership of the project

To illustrate this emotional effect of the project, we found a lot of examples of group
members taking ownership of the project. Whether this was due to the large emotional and
social effect it had had for them, or whether it was due to the DIY ethos we'd tried to foster
(or both) is hard to say.

But, for example, members frequently posted our links to their own Facebook feed 1 for
example, transcripts of our Q&As, requests for volunteers to donate milk, or fill in surveys.

Unasked, members asked questions on their own Facebook like, 'Does anyone know of a
cheap conference venue near Manchester?' when we said we were having trouble finding a
venue

When Dr Dovey told the Mealtime Hostage group that he'd got hundreds of questionnaire
responses, but it would take him several days to clean the data before he could start
analysing it, members asked if there was a way that they could help him clean the data. And
then they went ahead and did it, using shared Google Docs.

Another member heard a phone-in on Radio 5 about gender stereotypes and phoned in to
appear on the radio and tell them about our research.

As the project was coming to an end, all the groups voted to continue, and people
volunteered to admin the groups. 104 members came to a Q&A to decide how to keep the
groups going after the project.

Impact on science and scientists

There were two main ways the project impacted on science. Firstly, finding (and starting to
fill) research gaps important to parents in numerous fields of science. Secondly, they
affected the scientists they interacted with - giving scientists new ideas and different
perspectives on their work, feedback on their research and plans from a parent perspective,
inspiration to do more public engagement, and positive affirmation from members who found
their research useful.

Finding research gaps

All groups identified a research question which hasn't been asked before, and because of
their expertise from lived experience they've asked questions and designed and run
experiments in a different way. These have led to eight papers in press or in preparation and
seven conference presentations so far, with at least two more to come.

"itds parents asking questions other peopl e ¢
"Almost single handedly you have opened up a new area of research”

firhis is an awesome data set. | have never seen in my career to date a data set like
this. This is massive. .. brilliant. .. Il don' f
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Affecting scientists

Giving scientists new perspectives on their research, new ideas of research questions or
approaches.

ilt was great to Wwayaltloemvteo stadv ® na amul tgiet ot

perspectives on my work. oo

A Some of the] questions that were being ask:¢
research questions, as the field is veryunder-r e sear ched. 0

iBeing part of PSG informs the way | want to
engage with information outside of my own sul

Giving scientists useful feedback or comments on their plans.

For example, during a Q&A about the effects of computer games, Dr Pete Etchells (Bath

Spa) invited PSG to contribute to an interdisciplinary meeting looking at screen time

research. We were asked to talk about parentso i
research. A short-term group was created to share opinions and bring together material for

our contribution. PSG representatives then went to the meeting and gave 'the parent

perspective'.

il cannot state strongly enough how i mportant it
meeting. This is an issue that acutely affects parental worries about the effects that

technology is having on their kids behaviour, and having people from PSG there with the

experience and knowledge of these concerns was crucial to the success of the day. A lot of

people mentioned to me that Tamasin's talk was the most insightful and useful one they

went to that day, and it's really made me think how | can best include parent groups in future
academic conf er encpBrfetabitctellswor k shops. 0

Baby Biome researchers asked PSG to help with shaping the design of their proposed
cohort study. Members quizzed the researchers in three Q&As, and discussed the research
for two weeks in a special temporary group, giving feedback on draft surveys, recruitment
and retention plans, and sharing the questions they'd want the research to be answering.

"You know, for a clinical trial you're not going really change it after you've got [the grant
approved], because that's what the trial is funded and they expect to see the outcomes...So
the PPl input needs to go in beforehand.”

Inspiring more public engagement

It gave scientists new ideas of how to communicate their work and encouragement to do
more public engagement.

AfiReally Ilike this initiative, aseakhcanims a bi g |
from engaging with the primary users of the |
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AfThe I mportance of public engagement has beei
to incorporate this further into my work day.

Scientists came for us for ideas on how to work with mothers with small children. Prof Amy

Brown (Swansea University) contacted us asking for details of how we organised our
residential weekend as a funding body turned dow
to get breastfeeding mothers to come to an event.

Feeling appreciated

And scientists got a warm fuzzy feeling, after hearing directly from members how their work

had affected them. For example, Dr Maryanne Perrin (University of North Carolina) did a

Q&A with us about the composition of breastmilk up to 18 months pp. One member

afterwards printed out her journal paper and too
with a copy of Perrin et al!odo And then emailed N
replied, AThanks, toli tcademiate seartlye intbacyof your works s |

(often measured in the number of other papers citing your work). It's really awesome to know

your work is being used at the family level! Tha

Conclusion

The outcomes of this project clearly involved an increase in science capital for members -

their science knowledge and understanding increased and they developed a sense of

themselves as having a science identity and confidence in relation to science. But the

@xtreme citizen science6 approach had outcomes that clearly

a project in a traditional O6science communicati o
some useful knowledge.

Members felt emotionally and intellectually engaged, they felt empowered. Science became
a tool for them to assert themselves in the world and, in many cases, to right wrongs on
behalf of themselves and others.

This project is indivisible from the experiences of becoming a mother, and primary care-giver
for a small child. To engage this audience in the way that we have, we had to shape the
project around the practicalities of motherhood, and around the pressing needs for
information about pregnancy, birth and childrearing that women have at this life stage.

This is an audience who are often overlooked (other than as the people who might bring,
e.g. a small child to a child-orientated event at a science centre). But they are an audience
with emotional and social needs, and informational needs which biomedicine (broadly
constituted) should be answering. By consciously basing the project around the needs of
mothers, we have been able to empower them to help shape future health research. This
benefits both them personally and directly (in feeling listened to and self-actualised) and
health research, by spotting missed opportunities, making it more informed about the needs
of its publics, and creating more inclusive and people-centred research practice.
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Our Groups and the Science They Shaped

I n this section youodll find
1 Details on each of our eight groups including
1 Members

1 How we recruited each group
1 The character of the group
9 Their research, findings and dissemination plans
T Anoverview of our twoPS@ea) al projects (Amini

Group statistics

We currently have 2,608 members over 10 groups (8 main PSG groups, plus two short-term,
special groups)

Figure 1 7 How many groups did our participants join?

Participants: how many groups did they join?

19 13 5

86

1 group 2 groups 3 groups m 4 groups 5 groups 6 groups

Of these:

1 391 members are in more than one group
1 2083 members are in just one group
1 129 members are just in the Baby Biome special group

For the most part, members were only heavily involved in one group, even if they were
members of more than one.

Although all groups completed research projects, the Facebook groups showed quite a
variation in activity, with the larger groups (Breastfeeding Older Babies and Beyond PSG
and Let Toys Be Toys PSG) commenting and reacting in greater numbers than the smaller
groups. In all the groups, the majority of posts were initiated by PSG team members despite
members being encouraged to create their own posts. Over the course of the two years, our
groups posted over 61,000 comments, though these were spread unequally over the time,
increasing with our membership and with more complex tasks.
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Figure 2 i Posts, reactions and comments by group

Posts, Reactions and Comments

BOBAB U KB APS SANP DG BBB LTBT BF HCE BB MH Baby Screen
Biome  time (mini
(mini group)
group)

Posts Reactions Comments

The Groups

Over the two-year project we ran 10 main Facebook groups i 8 PSG groups (4 for each
year), designing and running their own research; and 2 special project groups. In addition,
we used just over 90 temporary Facebook groups for Q&As and group meetings and for the
participants of PSG events.

Groups are a key Facebook structure. While Facebook Pages are typically used by
businesses and organisations to represent their
communication; they are online spaces where people can come together around common

interests to chat and share opinions. There is no shortage of Facebook groups on parenting-

related topics.

Some flexibility has been designed into the structure of Facebook groups. For example,
admins have some control over how pululbild c& drooup
6secretod.

Al | of our groups b-engaaimg alapestsiarp vsible,ibwt only ghendbersp s
can post or comment. However, every group decided independently that they would prefer
the group to be ficlosedo, mMeanmembenst § memmenstsc

other content within the group.

Membership applications can be easily regulated. Groups can be set so that anyone can
join, so that members can approve their friendos
restricted so that admins must approve membership requests. Admins can set automated

guestions for people who request membership, and a group can be set to allow members of
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other Facebook groups immediate access, on application. Applicants to PSG groups were
accepted if they met certain entry requirements -e.g.me mber shi p of the fimothe
(see individual groups for details).

Members can visit the group Facebook page and have immediate access to all threads,

saved files, events and membership lists. However, as is typical among Facebook users,

most of our members interacted with group posts
individual pieces of content from the Facebook group appear to them alongside content from

other groups, pages and their friends.

The quantity of content on Facebook is immense, and so Facebook uses algorithms to

determine which content gets sent to individual
Facebook group is learning to work with the algorithms so that your members see your

content. There is a certain amount of educated guesswork involved in this as Facebook

doesndét publish the parameters, and they seem toa

Recruitment

I n the first year, our groups wer e iqidentfiegdht er 6 gr
during Nappy Science Gang and invited to take part in PSG. During the nappy project,

admins had to dedicate an unexpected amount of time to dealing with new members who

didnét understand what the project paraningabout and
support group, and to dealing with friction with some other cloth nappy groups, whose

admins disliked the results of our experiments. The daughter group model enabled

gatekeeping duties to stay with the mother group, and us to build on established group

norms and sense of community. It also meant that we had a relationship with the mother

groups, for gathering research ideas, helping with our experiments (e.g. distributing

guestionnaires, recruiting participants) and disseminating our outputs such as Q&A write-

ups, and research findings.

In the second year, these methods were used for recruitment:

1. An application process was made available to groups so that they could apply to
become a PSG group, in the mother / daughter group format (Mealtime Hostage)

2. The project team searched for under-represented groups, via existing networks, by
asking PSG members for suggestions and introductions, and by approaching
relevant organisations.

3. lIdeas for new groups were suggested based on interest from existing group
members (Breastfeeding and Healthcare Experiences)

4. The project team approached potential collaborators (Let Toys be Toys, Big Birthas).
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Science-Aware Natural Parenting Science Gang

Table 5 -SANP PSG summary

Science Aware Natural Parenting PSG (SANP PSG)
Members: 250
Recruited from: Science Aware Natural Parenting (Facebook community)
Chosen topic: Effect of babywearing* on the skin and core temperature of a baby
Type of study: Experiment in a university lab
Collaborated with: Dr Davide Filingeri, Loughborough University
Q&As & other 50
Facebook events:
*The term 6babywearingd means to use a sling or wrap to

AThis is a project that we acobBabaraimglwitlyyoe xci t ed
guys-i t 6s cl ear -wooldimpactflfome can beathe first ones to find good
data, we could really influence NHS p
Dr Davide Filingeri, Loughborough University

Mother group: Science-Aware Natural Parenting is a secret Facebook group (i.e. it does not

appear in searches) for parents who subscribe to natural/gentle/attachment parenting

methods but also place value on evidence-based decisions. The membership is maintained

at around 1000. General interests are similar to most parenting groups but lean towards
intersectional feminism and ongoing active suppo

SANP PSG Character: The group has a stable membership of around 250 with members
with children ranging from newborns to teenagers. The group is not very chatty as members
already have an established community group for discussing science and parenting in their
mother group. Some members have been quite vocal about their opinion that the PSG group
should remain tightly focussed on their research.

Interests: Wide and unfocussed. There was a great interest in practices strongly supported
in attachment parenting communities such as breastfeeding, co-sleeping and babywearing,
but also in less mainstream parenting choices such as home
education/flexischooling/delayed school starting, unregulated screen time, and baby-led
weaning.

Research: A personal experience by a member of a baby going floppy while in a sling led to
a last minute change of plan to investigate the temperature of babies during babywearing
(being carried in a sling or structured carrier).

Babywearing is rapidly increasing in popularity, with a wide range of slings and carriers on

the market, and peer-led sling libraries appearing across the country. However, there is very

little evidence-based guidance on safe babywearing beyond the TICKS advice which

focusses on the babyds breathing rathteNHSt han t en
guidance of dressing a baby in one extra layer than yourself, but we were unable to find any

research that provided evidence for the accuracy this advice while babywearing. As many of

the group carry (or have carried) their children regularly, they were keen to find out more and
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increase the quality of information that is available to parents, hopefully reassuring them
(and health care professionals) that babywearing is a safe practice.

Initially the group wanted to investigate the conditions where babywearing might lead to

overheating, but as it became apparent that there was no research on the subject at all, they

decided to cover the basics - how does the combination of the body heat of the carrying

adult (in this case, the mother) and theextral ayer s of a carrier or sling
temperature while the adult is at rest or moving around the house?

Following a Q&A on infant thermoregulation, an offer of collaboration and lab space was
made by Dr Davide Filingeri of Loughborough University, and the group devised an
experiment to investigate the core and skin temperature differences of a baby during
babywearing. The temperature of a baby was monitored before and while in a sling, before
and after the mother undertook light exercise, and with and without wearing the NHS
recommended one extra layer than the adult.

9 mother-baby dyads took part in the experiment at Loughborough University. 3 were
members of the group, but due to the need to have babies of the correct age and ability to
travel to the lab the others were recruited locally.

Findings: Details are currently under a publishing embargo. Preliminary results suggest that

the babyds skin temperature rises during babywea
The core temperature did not vary much during the duration of this study, and in fact

reduced slightly. The addition of an extra | ayer
temperature.

Dissemination:

1 A paper authored by PSG, Davide and two Loughborough colleagues is currently
under consideration by a major journal.

1 Group members presented their work to the Midlands Baby Carrying Convention
(October 2018).

1 Davide presented the work to the International Conference on the Physiology and
Pharmacology of Temperature (October 2018)

91 Davide and group members presented their work at a meeting of the Institute of
Physics and Engineering in Medicine Physiological Measurements Special Interest
Group (March 2019).
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Dumfries and Galloway Parenting Science Gang

Table 6 7 DGBBB PSG summary

Dumfries and Galloway Bumps, Babies, Beyond PSG (DGBBB PSG)
Members: 80
Recruited from: Mummies United and other Facebook groups under the DGBBB banner
Chosen topic: Flexischooling
Type of study: Collection of basic data through FOI requests

Qualitative analysis of interviews

Collaborated with: Dr Tara Jones, University of the West of Scotland
Q&As & other 28
Facebook events:

AWe're using your freedom afguefomurmada v wietste aG I«
Mother of flexischooled children

Mother group: Dumfries and Galloway Bumps, Babies and Beyond is a charity that aims to

support parents across the Dumfries and Galloway region. Established originally to promote

breastfeeding and run breastfeeding support sessions, the group now runs sessions on

many themes (including sling and nappy libraries, forest school) across the county. It

coordinates several Facebook groups, the largest being Mummies United which provides

information about parent and child activities and member requests for recommendations for,

for example, camp sites, baby equipment, days out. The group has approximately 1000
members and is relatively quieti i t i snét wused for discussion so n
information.

DGBBB PSG Character: The group grew slowly to a membership of around 70, bolstered
by PSG Director, Sophia attending local groups and publicising the group. Similarly, to the
mother group, the group is quiet, without much chat. In order to maximise the involvement of
the local flexischooling community, who by and large do not Facebook, this group moved to
operating almost entirely on Facebook messenger, and instant messaging service where
messages are displayed chronologically and cannot be grouped by thread. In the platform
move we lost some active members, but gained other members with a specific interest in
flexishooling.

Interests: As the group is geographically selected, the range of interests are wide. A large

proportion of the questions suggested looked at parenting styles, for example, the effects of
structure vs unstructured play, how parenting ca
maintain relationships. There were a few questions that could be seen to relate specifically

to the rural and disparate locations in which members are based, for example what is the

effect on children of spending a lot of time in the car, what difference does playing outside

have on children, what is the effect of the area of space in which a child is free to roam?

Research: The group found it difficult to choose a research question as there were no
clearly unifying interests, and the leading topics after voting on potential areas for
investigation were well covered by existing research (limiting sugar, potty training, co-
sleeping). A face-to-face meeting, with childcare and cake laid on, was held locally to
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encourage more in depth discussion, during which the idea of investigating flexischooling, a
little-researched topic but key to many rural communities, was suggested.

There is increasing discontent with the UK education system amongst parents. Many are
unhappy with school start age of 4-5. Many believe that structured education at this age is
ineffective and not developmentally appropriate and point to European norms of starting
school at age 6 or 7 as more desirable. Some parents consider current education policy to
be overly pressured and exam-driven and feel that the curriculum has been squeezed so
tightly that children are no longer being provided with a balanced education including the
arts, sciences and sufficient physical exercise. In addition, children with special educational
needs are not always well catered for, and schools are often unable to provide the range of
interventions that parents feel are necessary for their child to access education effectively.

Increasing numbers of parents choose to home educate, but some families want to make the
most of both education options for their children - to attend school part-time and spend the
rest of the time home educating. This is known as flexischooling.

Some schools, such as Hollinsclough Church of England Academy? in Staffordshire, now
offer flexible attendance as standard, but figures are not collected centrally (either for the
UK, or for Scotland), so no-one knows how many children at other schools are flexischooling
in total.

Communities of parents who wish to flexischool have developed on Facebook, and it

appears that the majority of schools and local authorities are not keen to entertain

flexischooling and suggest that it is not in the best interests of the children, teachers or

school. However, despite much interest from parents, there has been extremely little

research into flexischooling, mo s t-leveltudenttsj ch has
and the group was unable to find any research at all about flexischooling in Scotland. This

discovery was confirmed by experts during Q&A sessions. The subject is almost entirely

unresearched.

With committed flexischooling families within the group, it was an area that clearly required
our attention.

With the support of Dr Tara Jones from the University of the West of Scotland, the group
decided to survey the extent of support for, and numbers of families registered as,
flexischooling across Scotland using Freedom of Information Requests to all 32 local
authorities. Additionally, the group decided to investigate the motivations for, and
experiences of flexischooling among parents using a questionnaire distributed within
Dumfries and Galloway, and the experiences of teachers who encounter flexischooling by
conducting interviews.

Responses from 31 of the 32 FOI requests were received. 23 parent questionnaires were
returned. 4 interviews were conducted with local teachers.

2 https://hollinsclough.staffs.sch.uk/

37

Parenting Science Gang Evaluation Report


https://hollinsclough.staffs.sch.uk/

Findings: Findings include:

1 an estimation of flexischooling numbers in Scotland;

91 the over-representation of Additional Support for Learning pupils in flexischooling
numbers;

1 the motivating factors for why parents choose to flexischool their children;

9 the surprisingly positive experiences of teachers with experience of teaching
flexischooling pupils.

The full report can be found http://parentingsciencegang.org.uk/wp-
content/uploads/2019/03/PSG-Flexischooling-in-Scotland-research-final-report.pdf

Dissemination:

1 The group have authored a paper based on their research for Other Education (in
press, 2019) www.othereducation.org, issue 8, vol 1.

1 Our work is highly regarded by educational academic experts, such that feedback
comments provided by us to academics also researching and writing about
flexischooling in Scotland were considered extremely helpful for ensuring rigour and
validity in academic publications.

1 A group member and PSG Director, Sophia spoke about our research on Mornings
with Kaye Adams on BBC Radio Scotland on 21 March 2019.

9 An abstract has been submitted to the Scottish Educational Research Association
Conference.

38

Parenting Science Gang Evaluation Report


http://parentingsciencegang.org.uk/wp-content/uploads/2019/03/PSG-Flexischooling-in-Scotland-research-final-report.pdf
http://parentingsciencegang.org.uk/wp-content/uploads/2019/03/PSG-Flexischooling-in-Scotland-research-final-report.pdf
http://www.othereducation.org/

Breastfeeding Older Babies and Beyond Parenting Science

Gang

Table 77 BOBAB PSG summary

Breastfeeding Older Babies & Beyond Parenting Science Gang (BOBAB PSG)

Members

900

Recruited from:

Breastfeeding Older Babies & Beyond (Facebook community)

Chosen topic:

The Constituents of Breast Milk from Mothers Breastfeeding Older Infants (joint
with UKBAPS - PSG)

Type of study:

Samples analysed by mass spectroscopy and for microbiology and fat
percentage

Collaborated with:

Dr Natalie Shenker and Dr Simon Cameron, Imperial College, London

Q&As & other
Facebook events:

54

Mother Group: Breastfeeding Older Babies and Beyond (BOBAB) is a fast-growing
Facebook group (growing from 18,000 to 30,000 members during this project) providing
community support to mothers who breastfeed (or feed with human milk via another method)
a child of a year or over.

Research: See BOBAB PSG and UKBAPS PSG collaboration.

UK Breastfeeding and Parenting Support Parenting Science

Gang

Table 87 UKBAPS PSG summary

UK Breastfeeding and Parenting Support Parenting Science Gang (UKBAPS PSG)

Members: 280
Recruited from: Recruited from: UK Breastfeeding and Parenting Support (Facebook
community)

Chosen topic:

The Constituents of Breast Milk from Mothers Breastfeeding Older Infants (joint
with BOBAB - PSG)

Type of study:

Samples analysed by mass spectroscopy and for microbiology and fat
percentage

Collaborated with:

Dr Natalie Shenker and Dr Simon Cameron
Imperial College, London

Q&As & other
Facebook events:

fiWe 6 d

54
investigated mastitis in cows, but
technique on breastmil k. None of

Dr Simon Cameron, Imperial College

Mother Group: UK Breastfeeding and Parenting Support has a strong community of 14k
members. The group offers parent-to-parent help, support and guidance for breastfeeding
and other areas of parenting. UKBAPS members tend to join the group with young babies
rather than older children.

Research: See BOBAB PSG and UKBAPS PSG collaboration.
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BOBAB PSG and UKBAPS PSG collaboration

BOBAB and UKBAPS PSG Character: PSG offered these huge groups a different kind of
community - one with a similar character to the mother groups, but with a focus on science
within a group small enough to be able to get to know other members better. The culture is
supportive and members are respectfulof each ot her déds opinions.

They are used to looking for scientific evidence to back up their views and will share
information freely such as in the example below. This member took research by Professor
Maryanne Perrin on human milk composition for 1-year-olds, as protection against
anticipated negative comments from HCPs and recommends it here to other group
members.

"l went armed with a print out of Perrin et al. to the paediatrician today with my 33 mth old. The
appointment was to see if there is any medical reason for his diddyness [small size] so | couldn't
leave out the fact he's breastfed. I'd prepared what | would say when asked why he's still
breastfedé ...Attached link to Perrin et al below if you haven't seen it" (BOBAB member)

Members have said they appreciate that no one is made to feel stupid for asking questions.

The feeling of being united against an unjust world likely does a lot for community spirit and

purpose: BOBAB and UKBAPS groups are motivated to fight injustice which they experience

as breastfeeding mothers, or which they see o0t he
arguably easier for such a group to recognise ways in which research could make a real

impact on parenting.

Interests: A common discussion in both mother groups is the pressure to stop breastfeeding
from friends, family, colleagues and HCPs before the mother feels the child is ready. Despite
WHO and NHS advice (that breastfeeding should continue to age 2), there is not a culture of
breastfeeding in the UK, especially past the newborn stage and this creates a vicious circle,
where people don't commonly see breastfeeding, so it doesn't seem normal, and so they
don't do it, reinforcing the norm.

Many members of both groups related experiences of being told that breastfeeding has no
benefit beyond 6 months or 1 year (see Figure 317 Members recounting their experiences of
being told breastmilk has no benefit beyond 6 months/1 year), and in a poll on both groups,
around 45% of respondents in each group reported that they had been told by a HCP at
some point that they should stop breastfeeding or that their milk had no value.

There is little research on the composition of breastmilk for children above six months and
no research focussing on milk for over 18 months. Given that the biological norm is
breastfeeding until between 4 and 7 years, this represents a clear research gap. Group
members wanted to find out what was in breastmilk for older children, and hopefully start to
understand what role it might play for the older child.

A Q&A with Hearts Milk Bank founder Dr Natalie Shenker on the composition of breastmilk
led to the offer of collaboration with Natalie and Dr Simon Cameron (Imperial College) who
were considering using a newly developed mass spectroscopy technigue to investigate
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breast milk composition. Both groups were excited by this offer and decided to combine
efforts and work together on one research project.

Figure 37 Members recounting their experiences of being told breastmilk has no benefit beyond 6 months/1 year

Research: In collaboration with Natalie and Simon the groups decide to investigate the

guestion, How does the composition of breast milk change as children get older? using a

rapid evaporative ionization mass spectrometry technigue (REIMS)d evel oped by Si mon
lab.

The process of setting up the study was simplified as it aligned closely with Natalie

Shenker6s research interests and was able to tak
her Breastmilk Epigenetics Cohort Study (BECS) - Health Research study, an ambitious

large scale study of breast milk, planning to recruit some 18,000 mothers. Using this

approval saved considerable time as the project did not need to seek ethical approval for a

new study involving breast milk - classified as human tissue. However, this meant that the

groupsod6 freedom to design questionnaires accordi
conventions was limited, as questions had to be selected from the bank of pre-approved

survey questions.

130 mothers with over 130 children travelled from all over London (and some from further
afield) for a one-day event at Charing Cross Hospital in London to donate breast milk.
Usable samples were obtained from 117 mothers with children aged from 6 weeks to 6 years
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