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Background: The German Biobank Node (GBN) is the central hub for German biobank activities and coor-
dinates the German Biobank Alliance (GBA) to which 11 biobank sites in Germany belong. GBN, in coop-
eration with designated members of GBA, has developed various services and products for the German biobank
community. To ensure that services and products are well aligned with the needs and interests of relevant
stakeholders, GBN actively engages with its diverse stakeholder groups through different methods. Important
stakeholder groups are the members of GBA who are generally the first users of developed products and
services.

Methods and Materials: Members of GBA were surveyed anonymously through a web-based application. The
survey was sent to all members registered with an internal communication platform. Participants were primarily
asked about their experiences with GBN, developed products and services, their wishes for the future of
GBN/GBA, and their attitudes toward intensified cooperation on the European level. Answers were analyzed
using descriptive statistics and qualitative content analysis.

Results: Overall 63 of 110 registered GBA members (response rate of 57%) finished the survey. Participants
were overall satisfied with the work of GBN and developed products and services. They also pointed out room
for improvement. Participants, for example, proposed to shorten the survey developed for biobanks to engage
with their users. They also shared what additional support wishes they had, for example, uniform cost models or
use and access policies for the GBA community.

Discussion: The survey was helpful to get a good overview of the experiences and attitudes of GBA members
before making services and products available to other actors in the German biobank community. GBN will use
the feedback to improve its work and to guide future strategy development. Survey research has shown an
adequate method to engage with this particular stakeholder group, but further research on choosing methods for
stakeholder engagement might be helpful.
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Introduction well-defined and controlled conditions address these issues
. . and have accordingly been established increasingly by many
The German Biobank Node and Alliance research institutions becoming aware of their potential.'
OR MEDICAL RESEARCH, project- or department-specific =~ This development can also be observed in Germany where
biospecimen collections have long been an important many centralized biobanks have been established in the past
resource. It has been recognized, however, that there are decade.??
many drawbacks associated with individual or departmental The growing number of centralized biobanks in Germany
managing of biospecimen collections that are related to made further coordination and harmonization among them
quality of samples, ethical handling of data, and sustain- necessary. Accordingly, the German Federal Ministry of Re-
ability of collections.' Centralized biobanks working under ~search and Education (BMBF) started funding the German

lQUEST Center for Transforming Biomedical Research, Berlin Institute of Health, Charité Universitdtsmedizin Berlin, Berlin, Germany.
2German Biobank Node, Charité Universititsmedizin Berlin, Berlin, Germany.
3Central Biobank Charité (ZeBanC), Institute of Pathology, Charité Universititsmedizin Berlin, Berlin, Germany.
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Biobank Node (GBN) as a central hub for German biobank
activities in 2013.* GBN also represents the German biobank
community in the pan-European network ‘‘Biobanking and
Biomolecular Resources Research Infrastructure—European
Research Infrastructure Consortium” (BBMRI-ERIC).> After
a successful first funding period in which concepts for a na-
tional biobanking network were developed, a second funding
period was granted to develop the network further, build a
common IT infrastructure, and establish harmonized quality
standards.* The German Biobank Alliance (GBA) coordinated
by the GBN was born, consisting of 11 biobank sites (13 bio-
banks in total) and two IT development centers.*

In close cooperation with designated members of the
GBA, the GBN has generated various services and products
to support the work of biobanks in Germany. On the GBN
website, biobankers can browse the range of products and
services already available, including a satisfaction survey
for users of biobank services, an image database for dem-
onstrating biobank operations, a manual for quality man-
agement and more.” Other available services like ring trial
concepts for quality control and training modules for tech-
nical biobank personnel are so far mainly available within
GBA, but will be made available to other German biobanks
in the future.

Aligning activities with needs of stakeholders

Early on, the GBN emphasized the importance of stake-
holder engagement in the development of their products and
services. The benefit of engaging with stakeholders has been
highlighted for various contexts, particularly health-related
research.®™® It has been argued that engaging different stake-
holders like patients, clinicians, or policy-makers can not
only enhance the quality and relevance of research, but also
that it has an intrinsic value to engage those affected,
thereby increasing the legitimacy of decisions taken.”'® In
the biobank context, it has also been argued that a strong
involvement of stakeholders and consideration of their at-
titudes and needs will be a prerequisite for implementation
of a biobank infrastructure that is actually being used.'"*'?
The GBA community is convinced that the same holds true
for a coordinating platform like GBN whose success de-
pends on tailoring its work to the needs and expectations of
its stakeholders.

There are different stakeholder groups whose support has to
be ensured to guarantee GBN/GBA’s success, including re-
searchers, clinicians, patients, the pharmaceutical/diagnostic
industry, and the biobanking community itself. To identify
the needs of its various stakeholder groups, GBN/GBA
have developed a series of activities. Among other things, "
a qualitative interview study with researchers using bio-
samples regarding their attitudes toward centralized bio-
banks,'* a survey with technical personnel working in
biobanks to inform the development of a training module, '
and a patient survey as basis for a patient campaign'® were
conducted.

*For an overview of members of the GBA visit our website:
https://www.bbmri.de/about-gbn/german-biobank-alliance/?L=1 (vis-
ited last on August 28, 2019).

See the following link for an overview of GBN/GBA products
made publicly available: http://www.bbmri.de/service/?L=1 (visited
last on August 28, 2019).
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The most important platform for interaction between GBN
and the broader national biobank community is the annual
National Biobank Symposium with >250 par’[icipantsi. Since
the beginning of the project, GBN has used the Symposium to
present various developments, to actively promote its products,
and to consider the participants’ feedback accordingly.

The GBA biobanks are an important stakeholder group of
the GBN. They are generally the first to use and employ
products and services of GBN. Most products are developed
in close cooperation with designated members of GBA, and
GBN organizes regular meetings to discuss its work with
directors of GBA biobanks. However, other actors having to
work with GBN products (like quality managers or technical
personnel) have only limited opportunities to share their ex-
periences. At the same time, they are crucial for the success of
GBN/GBA and their experiences will also be helpful to im-
prove products and services before their roll-out to other
German biobanks. Accordingly, we planned and conducted a
survey to get a more well-rounded picture of the perspectives
of GBA members. The insights generated thereby will allow
GBN to align future strategies with the needs of this important
stakeholder group.

Materials and Methods

No consolidated %uidance on reporting of survey research
has been published,'” but in presenting our ﬁndin§s we have
taken different reporting advice into account.'®"!

Study design and tool

To get a good idea of how our internal stakeholders
perceived the work of GBN/GBA, we decided to conduct a
web-based survey. This approach promised to provide a
representative picture of satisfaction within GBA. We were
also hoping that the anonymity of a web-based approach
would provide a context where all could voice their opinion
freely without the fear of social repercussions.

In designing our questionnaire, we could not build on es-
tablished tools owing to the particular questions we were
raising. We therefore had to develop a questionnaire from
scratch that addresses various aspects of our work: coordi-
nation function, developed products and services, expecta-
tions for the future, and attitudes toward the BBMRI network
and further options for cooperation. For reasons of word
count, we did not present all questions included in the survey,
but the majority are included. We focused on the questions we
perceived as most interesting to the readership of this Journal.

The survey is designed to continuously adjust the ques-
tions based on previous answers to reflect the experiences of
participants. For example, we asked participants to describe
their position in the biobank. As we knew that only quality
managers (but not, for example, IT coordinators) were in-
volved in implementation of ring trials, only those were then
surveyed on their experiences in this regard. Accordingly,
the length of the survey differed. Participants received at
least 22 (plus informed consent) and at most 51 (plus in-
formed consent) questions. The 51 questions consisted of 19

*Further information on the National Biobank Symposium 2019
can be found here: https://www.tmf-ev.de/Termine/ctl/Details/Mid/
785/TtemID/1512.aspx (visited last on August 28, 2019).
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open, 30 single-choice (of which 15 made use of a rating
scale) and two multiple-choice questions.

For ethics reasons and to decrease attrition rates, all
questions of the survey (except those determining follow-up
questions) were voluntary. We used the software Survey-
Monkey to technically implement the survey. In developing
the survey we were assisted by an established methods
specialists who checked the survey for methodological
quality®® and technical functionality. We also pretested the
survey using probing interviews.?! Four participants from
GBN and the local biobank presenting different areas of
expertise were interviewed, their answers analyzed, and the
survey adapted accordingly. We have made the survey
available in German (the language in which the survey was
originally conducted) and English (to make it accessible to
an international readership) through the following links:

e https://lamapoll.de/Produkte_Zusammenarbeit_und_
Vernetzung_in_der_GBA (German)

* hitps://lamapoll.de/Products_cooperation_and_networking_
within_GBA (English).?

Data collection and participants

We were interested in the opinions of all those engaged
with GBN/GBA to which 13 biobanks and 2 IT develop-
ment centers pertain. We operationalized these to be actors
registered at our GBA-internal online communication plat-
form (““‘Confluence’’). All relevant information and updates
regarding GBN/GBA are made available on Confluence and
it is used to organize collaborative work (e.g., organization
of workshops). Access to Confluence has to be granted
through the GBN office and requested through directors of
GBA biobanks.

We did not draw a sample from those, but sent the survey
to all eligible participants (n=110). We sent a first invitation
email from the official GBN email account in May 2018.
The participation period was communicated to be 3.5
weeks; reminders were sent after 2.5 and 3.5 weeks. No
incentives were offered. We did not close the survey until
August 2018 when our contract with SurveyMonkey ended.
We received two responses 3 and 6 weeks after the an-
nounced deadline; all the other responses were provided
within the communicated timeline.

Data analysis

We only conducted descriptive statistical analysis pro-
viding an overview of responses. Most of our questions were
using a seven-point rating scale with only the lowest and
highest scores specifically defined. To each score we as-
signed a number (1= ‘Disagree entirely”’ to 7=‘‘Agree
entirely’”) for calculation of the arithmetic mean and stan-
dard deviation (SD). The possibility to answer, “I do not
know” was rarely offered, but excluded in calculations of
the mean and SD were ticked. The open-ended questions of
the survey were analgfzed using qualitative content analysis
by M.J.B. and C.K.** Data were analyzed using the Mi-

SAs we have no longer access to the software we originally used
(SurveyMonkey), the survey has been rebuilt in another software
LamaPoll (www.lamapoll.de). While this does not change the
content of the survey, it slightly changes its looks.

crosoft applications Excel (quantitative analysis) and Word
(qualitative analysis).

For reasons of data protection, we did not use cookies or
IP addresses allowing to track and attribute responses to
individuals. Accordingly, people who did not finish the
survey in the first session had to start all over again. As-
suming that this might have happened to some people and to
avoid counting the answers of participants double, we only
included the answers of those that completed the survey
(i.e., who arrived at the last page of the survey). However, as
most questions were voluntary, we did not exclude anybody
for not answering all questions. No further correction method
was applied to the data set.

Ethics and data protection

The study was approved by the ethics commission of
Charité Universititsmedizin Berlin (application number:
EA1/071/18). We found that data protection was particularly
important in a context where participants assess their col-
leagues’ work. Accordingly, to guarantee anonymity, no
personal data that could have allowed identification of
participants (including IP addresses) were collected by us.

People were asked to provide informed consent to par-
ticipate on the first page of the survey by ticking a box. On
this page we provided the most important information about
the study like purpose and data handling—including that no
identifying information about them was being collected.
More detailed information was provided in an accompany-
ing pdf document.

Results

In total, 84 of 110 approached ‘““Confluence’ users started
filling out the survey, but only 63 completed the question-
naire (yielding a response rate of ~57%).

Participants self-identified as quality managers (n=17),
biobank managers/project coordinators (n=17), biobank di-
rectors (n=11), IT coordinators and coworkers (n=15),
technical personnel (n=9), and others including financial and
communication specialists (n=8). Typically—particularly in
smaller biobanks—employees fill more than one position;
participants were therefore given the opportunity to check
more than one box describing their role.

Coordination and communication by GBN

We first asked participants to evaluate the work of GBN
as the coordinating office in general. Of all participants only
47 (75%) had already been in contact with the GBN office.
Accordingly, only those were asked to provide feedback in
this regard.

The work of the GBN office was overall positively eval-
uated (Fig. 1**). Most of the participants agreed strongly
that GBN is a reliable partner overall (mean=6.57;
SD=0.71). They also agreed strongly that GBN processes
enquiries promptly (mean=6.48; SD=0.74), offers well-
organized events (mean=6.26; SD=0.85), and provides
comprehensive information on relevant GBA activities

**We provide figures to accompany narrative data presentation
only exemplarily.
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The GBN office...

...provides comprehensive information on relevant GBA
activities. (n=46)

... provides comprehensive information on other relevant
developments within the biobank community. (n=46)

...facilitates my work by taking care of administrative tasks for

me. (n=47) L B

...offers well-organized events. (n=46)

..processes enquiries promptly. (n=46)

..is a reliable partner overall. (n=46)

0%

W Disagree entirely W

10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

W W W Agree entirely

FIG. 1. Perspectives on the work of the GBN office. GBN, German Biobank Node.

(mean=6.09; SD=1.00). They also agreed (but less strongly)
that GBN facilitates the work within GBA by taking care of
administrative tasks (mean=5.79; SD=1.46) and provides
comprehensive information on relevant developments within
the biobank community (mean=>5.46; SD=1.23).

Participants furthermore strongly agreed that the GBN team
is friendly (mean=6.83; SD=0.52), competent (mean=6.57;
SD=0.77), helpful (mean=6.8; SD=0.54), and does a good
job overall (mean=6.67; SD=0.66).

Communication tools developed by GBN

GBN employs different tools to communicate with its
stakeholders. One communication tool employed is the GBN
website where developments within GBA or BBMRI-ERIC
are reported, further developments of relevance to the com-
munity discussed and new products, publications, and events
shared. In October 2017, the GBN website in its current
format was launched. Fifty participants (79%) were aware of
the relaunched GBN website, of which 84% (n=42) use the
GBN website also as information source. In cases where
participants stated that they did not use the website, they
identified in an open question most often the lack of time and
alternative information sources as reasons for neglecting the
website.

Those using the website as an information source agreed
that the website has an appealing design (mean=6.10;
SD=1.03) and is clearly structured (mean=5.85; SD=1.05),
easy to navigate (mean=5.85; SD=1.16), well written
(mean=6.02; SD=1.05), and features interesting content
(mean=5.61; SD=1.21). With regard to opportunities for
improvement (open question), participants commented that
they would like publications to be sorted by topics and not
years, to include more (and improve accessibility of) infor-
mation on public relations and did not always found the labels
used for sorting information helpful.

Another tool for communication is the GBN newsletter. It
targets internal and external stakeholders of GBN and con-
tains information on current developments within the biobank

community and interviews with diverse experts in the field.
The newsletter in its current format was launched in 2018;
two had been sent out (through e-mail) at the time of sur-
veying. Of 49 participants who already knew the newsletter
in its new format, 46 had read at least one GBN newsletter.
They found the newsletter to be well written (mean=5.91;
SD=0.95), clearly structured (mean=5.78; SD=1.00), to
have an appealing design (mean=>5.72; SD=0.99), and fea-
ture interesting content (mean=35.50; SD=1.02). Of the
participants who provided feedback on improvement oppor-
tunities (open question), one would have liked the newsletter
to be shorter and the other would have liked the newsletter to
contain whole articles instead of teasers with links to full
texts.

Those not reading the newsletter were given the oppor-
tunity to share their reason. They answered to the open
question that they never read newsletters, did not read ours
for lack of time, only read parts of it (and were missing this
option in the survey), or were sufficiently informed by other
sources (e.g., personal meetings and Confluence updates).

Furthermore, the GBN had developed a poster campaign
as part of the donor communication strategy. Posters are
supposed to be displayed at each GBA biobank site and are
offered in four different designs (Fig. 2 e.g.). Distribution to
GBA biobanks has started in June 2018. Local quality
managers or project coordinators are responsible for distri-
bution locally and were accordingly the only ones given
questions regarding the poster campaign.

Participants strongly supported the poster campaign
(Fig. 3). They found the developed posters to be appealing
(mean=6.21; SD=0.92) and posters to be a good strategy
to increase awareness for biobanks among potential donors
of biosamples (mean=6.38; SD=0.76). All participants
plan to implement the poster campaign at their institution
(mean=6.39; SD=0.82). Participants responded to an open
question that the campaign would benefit from additional
support like videos and social media material, but one par-
ticipant also explicitly stated that the available support is
sufficient.
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FIG. 2. Examples of posters from the campaign targeting
sample donors. English translation of main text of Poster 1: I
am supporting the biobank because it helps research. It’s a
good feeling. English translation of main text of Poster 2: I
am supporting research because it benefits us all. The
smaller boxes explain the story of why people on the posters
decided to donate biosamples to the biobank.

Where biobanks do not cater to the needs of their users,
they will likely not be successful. Therefore, GBN devel-
oped a questionnaire to be used by the GBA biobanks. This
satisfaction survey was targeting users of biobank services
(i.e., researchers) and was meant to enable the GBA biobanks
to communicate with their users about their preferences,
needs, and experiences with the respective biobank. We were
interested whether the questionnaire actually helped the bio-
banks in attaining relevant feedback.

The great majority of targeted participants (n=29)
strongly supported implementation of the user satisfaction
survey (mean=6.88; SD=0.32) and found it helpful to
improve internal processes (mean=6.26; SD=1.14). Al-
though four participants were unsure, most are using or
planning to use the results of the survey to improve their
offers (mean=6.30; SD=0.86). Responses to the open
question regarding suggestions for improvement showed
that the questionnaire was perceived as too long (with

lengths being identified as reason for low response rates to
survey). Furthermore, the presentation of findings was
considered suboptimal for easy interpretation.

Quality management tools

GBN, in cooperation with selected members of GBA,
developed several tools to improve the quality of services
provided by the biobanks, including a quality management
(OM) manual. Tt was created during the previous funding
period and is based on different quality standards like DIN
EN ISO 9001:2015, 17025, 17020 and 15189. It combines
the established standard operating procedures (SOPs) bio-
banks already use and the outcome of various GBA quality
management workshops. In its final form, the manual
contains template documents, biobank-specific SOPs, and a
self-assessment questionnaire regarding the existing QM
system of a biobank.

The questions about the manual were addressed exclu-
sively to the group of quality managers (n=17). Fifteen
quality managers confirmed that the manual is used in their
biobank. Participants generally agree that the QM manual is
clearly structured (mean=5.57; SD=0.98) with content of
high quality (mean=5.93; SD=0.96) and practical orienta-
tion (mean=>5.46; SD=1.39). Whether the manual facili-
tates the work of quality managers was seen as more critical
(mean=4.92; SD=1.59) with two participants disagreeing
(one strongly) with the statement ‘““The QM manual facili-
tates my work.”” Open questions showed that people found it
difficult to adapt generic templates and SOPs to their own
situation.

Finally, two ring trials (one focusing on tissue and an-
other on liquid biobanking) were implemented to compare
quality across GBA biobanks. The tissue ring trial (Fig. 4)
was seen rather positively with participants showing strong
agreement with statements like, the ring trials was well or-
ganized (mean=5.86; SD=1.25), detailed procedure for the
ring trial was communicated in advance (mean=5.93;
SD=1.39), the trial could be implemented at the site without
any issues (mean=>5.71; SD=1.28), and outcomes will help
me to review on-site processes and improve these as nec-
essary (mean=6.14; SD=0.99).

To what extent do you agree with the following statementsabout the poster campaign?

A poster campaign to increase awareness for biobanks
among potential donors of biosamples is a good idea. (n=29)

| find the posters developed by GBN appealing. (n=29)

I plan to implement the poster campaign at my biobank.
(n=28)

M Disagree entirely m

20% 40% 60% 80% 100%

m = mAgree entirely

FIG. 3. Perspectives on the poster campaign targeting sample donors.
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To what extent do you agree with the following statements about the first ring trial (on
tissues samples)?

A detailed procedure for the ring trial was communicatedin |
advance. (n=14) I

The ring trial was well organized. (n=14)

| was able to implement the ring trial at my site without any
issues. (n=14)

The outcomes of the ring trial will help me to review on-site
processes and improve these as necessary. (n=14)

0%

m Disagree eintirely =

20% 40% 60% 80% 100%

m ® mAgree entirely

FIG. 4. Perspectives on the tissue ring trial.

The liquid ring trial (Fig. 5) was seen more critically with
less agreement on the following statements: the ring trials
was well organized (mean=4.29; SD=1.56), detailed pro-
cedure for the ring trial was communicated in advance
(mean=4.65; SD=1.91), the trial could be implemented at
the site without any issues (mean=35.5; SD=1.06), and
outcomes will help me to review on-site processes and im-
prove these as necessary (mean=>5.2; SD=1.83).

Among the points criticized in responses to an open
question for improvement opportunities were inadequate
timing, as another GBA event for technical personnel (which
was needed to conduct the analyses) was scheduled for the
same day and frequent change of plans making adequate
preparation difficult.

Wishes for future product and service development

We also asked an open question regarding wishes for
future product and service development. Answers were di-
verse and ranged from image campaigns to acquisition of a

common QM software. Table 1 presents the coding system
generated from answers provided.

International cooperation within BBMRI-ERIC

Of all 63 participants, 46 (73%) stated that they are in-
terested in intensifying networking on the European level
within BBMRI-ERIC. Those interested in further collabo-
ration were asked about their expectations regarding the
European network. Table 2 presents the coding system
generated from answers provided to this open question.

Using a multiple-choice question, we also asked in which
of BBMRI-ERIC’s areas of activity they would be prepared
to get more involved. The participants showed interest in
becoming more involved in quality management (n=17), IT
(n=13), stakeholder management (n=38), and ethical, legal,
and social issues (n=4). Five participants stated their in-
terest to be involved in “‘other areas of activity,”” which they
specified as training and education, strategy and finance,
development of a biobank/business plan, and the topic of

To what extent do you agree with the following statements about the second ring trial
(on liquid samples)?

A detailed procedure for the ring trial was communicated in -

advance. (n=17)

The ring trial was well organized. (n=17) -

| was able to implement the ring trial at my site without any ‘
issues. (n=16)

The outcomes of the ring trial will help me to review on-site - _
processes and improve these as necessary. (n=15)

0%

m Disagree entirely =

20% 40% 60% 80% 100%

® = mAgree entirely

FIG. 5. Perspectives on the liquid ring trial.
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TABLE 1. CODING SYSTEM PRESENTING THE WISHES
FOR FUTURE SERVICE AND PRODUCT DEVELOPMENT

TABLE 2. CODING SYSTEM PRESENTING
THE EXPECTATIONS OF EUROPEAN NETWORKING

Development of further Central QM software
products or improvements Templates for service
in the area of QM contracts with diverse
customers
Templates for interface
agreements with external
service providers
Internal audits
Better coordination of future
biomarker ring trials
Development of approaches  Uniform cost models
for process harmonization Ensuring the acceptance of
cost models by potential
sponsors
Uniform Use and Access
Policies
Uniform Material/Data
Transfer Agreements
(developed jointly with
Medical Informatics
Initiative)
Organization of further events Further training courses for
biobank employees
Training opportunities for
staff outside of biobanks
Regular meetings of all
German biobanks to
promote exchange
Press campaign
Listing of the service offered
by GBA biobanks

Improve public image
through

GBA should act as collective
bargaining partner to
achieve lower prices from
suppliers

GBA, German Biobank Alliance; QM, quality management.

rare diseases. Nine participants stated that they did not want
to get more involved in BBMRI-ERIC’s areas of work.

Seventeen participants stated to have no interest in in-
tensifying networking efforts on the European level. They
were given the opportunity to elaborate on their reasons in
answers to an open question. Four main reasons were
identified: lack of time and resources, local focus, an ef-
fective national network in Germany as a priority (for now),
and already sufficient networking at European level.

Discussion

The survey has shown that participants were in general
content with the work, services, and products of GBN/GBA.
This is reassuring feedback before rolling out the prod-
ucts/services to the rest of the German biobank community.
People have also pointed out where room for improvement
exists. This feedback has been analyzed and discussed
within GBN and steps have been and will be taken to adapt
our services accordingly.

However, feedback will not uncritically be translated into
action as sometimes feedback is inconsistent, for example,
where the newsletter is considered too long by some and not
providing enough information by others, we considered the
current format to be an acceptable compromise. Another reason
is that other information sources might contradict or at least put

Exchange of experiences
and knowledge transfer

Gaining insights into
other national settings,
perspectives, and
strategies

Learning from other
European actors (e.g., with
regard to improving own
processes, dealing with
challenges, new methods)

Easier to conduct projects
jointly (including findings
project partners)

Easier to write joint
applications for funding
(on EU level)

Enable projects that are not
feasible on the national
level

Allowing for more inquiries
for samples and data

Allowing for access to a
broader spectrum of
samples and data and more
effective compilation of
collections

Allowing for an increase in
scientific output

Cooperation with actors
outside Germany

Facilitation of EU-wide
exchange of samples
and data

Alignment with interests of
international stakeholders

More visibility and better
positioning of biobank
community

EU-wide harmonization of
processes to ensure high
standards of practice

Realization of
synergies/reduction of
national work load

Access to funding

Compatibility of IT used

certain answers in perspective. The GBN newsletter, to stick to
the example, is well received by comparison: its open rate is
significantly above average.” Some proposals are unfortu-
nately unfeasible, for example, GBN is lacking the necessary
funds to produce videos for improved donor engagement.
Some feedback has already been considered in the revi-
sion of our processes and services. For example, we bought
and distributed a common QM software as desired by par-
ticipants that will also facilitate implementation of the QM
manual in the daily work routines of quality managers and
support the internal audits. We have also revised our user
satisfaction survey, which has been shortened and is now

"The email marketing provider Newsletter2Go published a study
which compares newsletter click and open rates. They analyzed 360
million emails from 29 different industries sent via Newsletter2Go
from 30 June 2017 to 30 June 2018, see: https://www.newsletter2go
.de/whitepaper/branchen-benchmark-2018/(last visited on August
28, 2019). In it, they calculate a cross-industry average open rate of
26,56%. With 50,64% the open rate of the GBN newsletter was
almost twice as high in 2018 (the first edition of the GBN newsletter
was published in February 2018, analysis conducted with Mail-
chimp reports).
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realized in a format that is more easily accessible. We are
also working on offering additional support in accordance
with wishes raised by our stakeholders. So far, we have (1)
developed an internal audit program, which is now being
implemented throughout GBA biobanks and (2) organized
several workshops to provide an introduction to existing
cost models and to develop a uniform model. In addition,
external training courses and webinars offered by other
European partners are better promoted and the exchange at
the national annual meetings and the Europe Biobank Week
is supported.

In the future, we will address further points that have been
raised, such as providing templates for contractual agreements.
We will also pass relevant information on to BBMRI-ERIC.

We successfully used survey research to engage with the
perspectives of one relevant stakeholder group. Other meth-
ods for engagement like round tables, representing relevant
stakeholders on advisory boards, focus groups, interviews, or
deliberative democracy events have also been successfully
used in the biobank context.”>~>> Which method is most
adequate will depend on the specific goal and targeted
stakeholder group? Based on the positive experience with
surveying GBA members, we are planning to re-evaluate our
products and services toward the end of the current funding
period. We will then integrate all national biobanks in the
survey to measure the outreach of the activities of GBN/GBA
to the biobanking community.

Limitations

We did not use IP addresses or Cookies to track indi-
vidual responses, so people could have filled out the survey
twice or pass the survey link on to those not eligible for
participation. However, there is little reason to suspect
people to do so as they themselves have an interest in sound
results. We have also not added any cross-check questions to
the survey as we did not want to increase its already con-
siderable length and thereby discourage people from par-
ticipating. We also found it less relevant in this context as
we considered the risk of misrepresentation or misunder-
standing to be low which was confirmed in the pilot test.

In addition, we have a moderate response rate of 57%,
which is even lower for some of the nonmandatory questions.
However, response rates of >50% are generally considered
acceptable.”® Furthermore, all important functions within
GBA (biobank directors and managers, IT coordinators and
quality managers) have been adequately represented among
the sample. We therefore believe that the results should be
considered robust.

However, as we did not ask why people decided not to
participate, we cannot be sure whether any important dif-
ferences among responders and nonresponders existed. We
can only speculate that the lengths of the survey might have
discouraged some GBA members. On average, it took par-
ticipants 29 minutes from opening to completion of the
survey with a median time of 16 minutes.** In addition,

HJudging from the excessive time spend on the survey (more
than seven hours for one participants), some participants probably
did other things in between. Accordingly, it is not clear how long
participants actually spend on filling out the survey. The median
time, however, might be more informative in this regard than the
mean.
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others that are only involved with GBN/GBA in specific
projects might have felt insufficiently knowledgeable about
the work of GBN/GBA to take the survey. This might be
particularly true for technical personnel.

Concluding remarks

Stakeholder engagement is important to adapt services
and products to the needs and wishes of relevant stake-
holders. Products and services of GBN/GBA have been
positively evaluated by employees of GBA biobanks in this
survey, but areas for improvement have also been identified.
Further engagement activities are planned to receive feed-
back from biobank employees outside of the GBA network.
Although the survey provided us with relevant feedback,
further research analyzing which engagement methods are
most effective in which context and for which stakeholder
group might be very helpful for the future.
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