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to report on student and staff attitudes and provider attitudes to
the removal and income from drinks one year following the
removal of carbonated sugar sweetened beverages (HSSBs) on a
large university campus, University College Dublin (UCD).
In 2018 Healthy UCD, in partnership with the contracted
beverage supplier, conducted a seven-week trial where all
HSSBs were removed from the main campus and replaced with
sugar-free or low-sugar alternatives. This was in advance of a
levy on HSSBs to be introduced nationally. During the trial,
drinks sales rose by 4%. Following the trial, a survey of
students was conducted across the campus which provided the
motivation to the University Management Team to approve
removal of HSSBs on a permanent basis. Staff and student
complaints were monitored over the following year. Drinks
sales data was obtained from retail outlets for 2019 and
compared to the same sales period for the previous year.
Retail sales for drinks continued to grow despite removal of
HSSBs, with 8% growth in the year following removal. A small
number of complaints were documented. The most important
was a query about those staff and students with diabetes
mellitus who might need high sugar energy products and the
removal of a particular HSSB which is sold in Ireland. This
HSSB had not in fact previously been sold in UCD. The
national advice regarding access to high sugar products in the
case of hypoglycaemia from Diabetes Ireland was provided
satisfactorily for all staff and students.
Removal of HSSBs from a university campus is possible; advice
must be provided to those who may feel negatively impacted
by the change.
Key messages:
� Removal of high sugar sweetened drinks from a university

campus is possible; advice must be provided to those who
may feel negatively impacted by the change.
� Sales can grow despite health-related changes of the food

environment.

Recruitment of women from disadvantaged areas to
a smoking cessation intervention: preliminary
findings from the We Can Quit2 (WCQ2) cluster
randomised controlled trial
Catherine Hayes

C Hayes
Trinity College Dublin, College Green, Dublin, Ireland
Contact: HAYESC9@tcd.ie

Background:
Recruitment of participants into community randomised
controlled trials (RCTs) is problematic; however, recruitment

of participants from disadvantaged backgrounds to commu-
nity smoking cessation trials is especially challenging. This
paper will present recruitment and retention rates, successes
and challenges in the We Can Quit2 (WCQ2) community
intervention trial of smoking cessation in disadvantaged
women.
Methods:
We Can Quit, is a smoking-cessation behavioural support
intervention delivered by community facilitators through 12-
weekly group sessions, with free Nicotine Replacement
Therapy, against a form of usual care. Sample size was
estimated at 194 in total (97 per arm). Four matched pairs of
districts of approximately 10,000 women in each (eight
clusters) were identified from which eligible women could be
recruited. The recruitment target was 24-25 per cluster.
Consent was obtained prior to cluster randomisation.
Individual participants were recruited via print media such
as leaflets, posters, information stands in local facilities e.g.
creches as well as through local and social media e.g. radio and
targeted Facebook advertisements. A small financial incentive
was provided to aid retentions.
Results:
208 women registered for the study. Women heard about
WCQ2 mainly via Facebook or Twitter (30.4%), and personal
networks (16%) 184 (84.5%) were eligible with living outside
the area being the most common reason for ineligibility. 125
(67.9% of eligible women; 65.5% of target) consented.
Retention rates will be presented. Barriers to recruitment
included time of year. Successful strategies included applica-
tion of in-depth knowledge of local communities to target
eligible women. Social media helped target younger women.
Recruitment occurred over four waves, allowing for the
application of iterative learning.
Conclusions:
Recruitment to a community based RCT was challenging
however, local community engagement, use of social media,
and personal networks were successful strategies. Early and
active engagement with local stakeholders with in-depth
knowledge of the community is important.
Key messages:
� Intense planned community mobilisation is needed to

recruit disadvantaged women to smoking cessation trials.
� Social media an important route to recruitment of younger

women.

8.N. Citizen and patient access to information and
participation

Public participation in health data governance: a
scoping review
Cláudia De Freitas

C De Freitas1,2,3, S Silva1,2, T Maia1, M Amorim1

1EPIUnit, Instituto de Saúde Pública da Universidade do Porto, Porto,
Portugal
2Departamento de Ciências da Saúde Pública e Forenses e Educa, Faculdade
de Medicina, Universidade do Porto, Porto, Portugal
3CIES-IUL, Instituto Universitário de Lisboa, Lisbon, Portugal
Contact: claudia_defreitas@yahoo.com

Background:
The sheer growth of the health data shared and traded globally
holds great promise and menace to public health. Big health
data can foster scientific advancements with potential to heal
millions across the globe. However, inerasable digital foot-
prints left by the use of apps and digital services challenge
people’s privacy and autonomy in (un)foreseeable ways that

may cause them to stop sharing data. While many argue that
public participation in data governance is a right, others view it
as a means to increase data subjects’ recruitment and amass
large quantities of data. Little systematic knowledge exists,
however, about the arguments for and impact of public
participation on health data policy and management.
Methods:
A descriptive systematic scoping review was performed.
Studies indexed in PubMed, WoS and PsycINFO published
until March 2019 were searched. Only empirical, original,
peer-reviewed studies reporting on public participation on
health data governance were included. Eligibility and data
extraction were performed by 3 researchers.
Results:
The 21 studies analyzed point to public participation in several
governance dimensions including data access, linkage,
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dissemination and policy. Involvement of (potential) data
subjects in health data governance was substantiated by
democratic arguments of legitimacy, transparency and
accountability. However, the need to earn public support for
data generation and use can override these arguments and
foster utilitarian approaches that may transform participatory
exercises into a technology of legitimation for a priori made
decisions. Furthermore, although public participation in data
governance can deliver instrumental benefits (e.g. participant-
centred data policy), systematic assessment of participatory
exercises’ impact is lacking.
Conclusions:
Public participation in health data governance can promote
public trust in and thrust for science. Further research is
needed to fully assess its impact.
Key messages:
� Democratic-led participatory exercises in health data

governance can foster public trust in science.
� Further research is needed to fully assess the impact of

public participation in data governance.

Solidarity and reciprocity in data governance:
information sharing among gamete donors and
recipients
Cláudia De Freitas

T Maia1, S Silva1,2, C De Freitas1,2,3

1EPIUnit, Instituto de Saúde Pública da Universidade do Porto, Porto,
Portugal
2Departamento de Ciências da Saúde Pública e Forenses e Educa, Faculdade
de Medicina, Universidade do Porto, Porto, Portugal
3CIES-IUL, Instituto Universitário de Lisboa, Lisbon, Portugal
Contact: claudia_defreitas@yahoo.com

Background:
Decreasing fertility rates have spiralled a growth in demand for
assisted reproduction technologies, including reproduction
through donated gametes. Gamete donation is grounded on
solidaristic practices traditionally focused on the gift of
gametes. However, solidarity and reciprocity between donors
and recipients may also be enacted through the sharing of
other types of information (e.g. donation outcomes, medical
and identifying information). Little is known, however, about
these stakeholders’ preferences regarding information sharing,
which is crucial to promoting people-centred policy for data
governance in gamete donation.
Methods:
A self-report structured questionnaire was completed by 69
donors and 161 recipients (participation rate: 77.4%) between
July 2017 and April 2018 at the Portuguese Public Bank of
Gametes. Opinions about access to donation outcomes and
medical, extended profile and identifying information about
recipients, donors and children were analysed using descriptive
statistics.
Results:
Most participants considered that recipients should not have
access to donors’ identifying (92%) and extended profile
(79%) information, but that they should access donors’
medical information (58%). Donors stated more frequently
that they should receive information about the outcomes of
donation (e.g. pregnancies and births) than recipients (32% vs.
12%). Participants also disagreed with donors’ access to
recipients’ medical (83%) and extended profile information
(92%) and children’s identifying information (98%).
Conclusions:
People-centred policy on data governance in gamete donation
should be informed by donor and recipients’ preferences.
Sharing donation outcomes with donors and medical infor-
mation from donors with recipients can foster solidarity and
reciprocity between them. This requires the development of a
matching mechanism (via consent) to accommodate their
preferences.
Key messages:
� Policy on data governance should be informed by gamete

donors and recipients’ preferences.

� Sharing desired information with donors and recipients can
foster solidarity and reciprocity between them.

Solidarity in genomic healthcare? Results of the
Belgian citizen forum (2018)
Chloé Mayeur

C Mayeur1, W Van Hoof1

1Cancer Center, Sciensano, Anderlecht, Belgium
Contact: chloe.mayeur@sciensano.be

Genomic medicine requires to collect and use a huge amount
of patient and citizen data. Therefore, the Belgian Minister of
Public Health decided to organize a citizen forum on the
ethical, legal and societal issues (ELSI) surrounding the use of
genomic information in healthcare. This initiative follows the
trend of public involvement in Europe regarding ELSI in
genomics.
During three weekends, a panel of 32 citizens, informed by
experts of different backgrounds, produced political recom-
mendations. We will focus on their conception of solidarity,
which is crucial to take into account when considering policies
on data sharing in genomics.
Citizens of the panel consider their genome simultaneously as
the individual’s property and as something to be shared for the
common good. As a consequence, the panel agrees to support
solidarity provided individual interests, such as privacy
protection, are respected. By solidarity, the panel means
supporting genomic data sharing for the common good, which
they define as scientific research that improves knowledge (on
both prevention and diagnostics) to build a fair society where
everyone has an equal opportunity to live healthy.
According to the panel, the government should actively
encourage citizens to share their genomic data, but no one
can be forced to do it. For instance, the government could
motivate citizens to share their genomic data by partially
reimbursing genomic tests undertaken without medical
prescription. However, because everyone has an equal right
to live healthy, the panel esteems that genomic tests for
medical needs should be accessible for all, thanks to a well-
thought-out and sustainable refund system.
Key messages:
� Citizens support solidarity in genomic medicine, but

demand proportional individual protection.
� As citizens become increasingly important stakeholders in

genomic medicine, all public authorities should actively
engage citizens in relevant healthcare policies.

Online health information seeking by parents for
their children. A systematic review
Christian Kubb

C Kubb1, H Foran1

1Institute for Psychology, Department of Health Psychology, Universität
Klagenfurt, Klagenfurt, Austria
Contact: chkubb@edu.aau.at

Background:
Parents commonly use the internet to search for information
about their child’s health-related symptoms and guide parental
health-related decisions. Despite the importance of parental
search behaviors, this area of research remains understudied
and no comprehensive review of this research area has been
conducted. Our aim is to summarize the existing findings on
searched topics and search experience of online health
information seeking among parents for their children with
focus on building an agenda for further research and
recommendations for public health.
Methods:
We conducted a comprehensive systematic literature review of
parental online health information seeking studies in the
databases of PsycInfo, JMIR and PubMED. Studies from 1994
to June 2018 were considered.
Results:
A total of 33 studies met the eligibility criteria, including 8665
parents. Findings suggest that parents worldwide are heavy
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