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Preface

It is hard to imagine a time before the term ‘health literacy’ was coined, as it is
one of the most frequently discussed topics in the healthcare sector. But that
was not always the case. The term essentially did not even exist a few years
ago — at least not online. Google Trends lists the popularity of ‘Health Liter-
acy’ as well as the German word ‘Gesundheitskompetenz’ as zero in January
2011, which was when I first started to deal with the topic of comprehensible
healthcare information for patients. Even at that time, patients expressed a
great desire for comprehensible information. However, this need was rarely
met. The extent of associated health-related consequences for individuals and
the healthcare system as a whole was still largely underestimated at that time.
But alot has happened since then. There are now more than 400 million search
results on Google for ‘Health Literacy’ and there were over 3,500 entries in the
Pubmed library alone in 2021. Major health literacy studies in recent years
have certainly contributed to this increase. They revealed that many people
have significant problems finding, understanding and properly applying good
health information. In Germany, the results were even worse than the Euro-
pean average.

In parallel with the scientific findings, it also became increasingly clear that
something had changed in the daily lives of the major players in the health-
care system: patients have long wanted to play a more prominent role in the
decision-making process; at the same time they no longer rely solely on the
expertise of medical contacts, but instead seek information on the internet.
Unfortunately, ‘Dr Google’ is not a licensed doctor, but instead a mix of emo-
tionally tinted lay reports, biased websites of profit-based companies, techni-
cally correct but incomprehensible information for those who are not medi-
cal professionals mixed in with what searchers actually need: evidence-based,
independent, comprehensible and easily accessible information. The online
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jungle can make health literacy much more difficult. Therefore, health literacy
is more important than ever before in our times of constant access to disor-
ganised information.

Solutions that focus on health literacy are urgently needed at all points in
the patient journey. The lack of accessible, comprehensible and individually
tailored health information is still an acute problem. Patient-friendly health
information is fundamental, regardless of whether it is used when people are
googling symptoms, searching for a doctor, or talking to a doctor; or when
doctors are informing patients before interventions; or to help understand
findings, discharge reports, and all other documents that patients receive. Of
course, this also applies to all information related to preventive measures and
health-promoting behaviour. Even healthy people need good information that
they can easily understand in order to stay healthy.

With the combined knowledge of medicine, communication and informa-
tion technology, barrier-free access to comprehensible information can become
standard procedure. But this is only possible if comprehensible information for
patients becomes a permanent fixture in everyday healthcare, because compre-
hensibility has been proven to promote health literacy. The new awareness of
health literacy and the importance of easily accessible, comprehensible health
information go hand-in-hand with the realisation that changes in practice
are urgently needed. Good organizational health literacy can compensate for
low health literacy at the personal level. The current state of research already
shows ways in which relatively simple solutions can have a measurable impact
on patients’ health literacy. However, much research is still needed to make
health literacy an integral part of the healthcare system in the long term. This
can be achieved only through barrier-free access to good health information.
This volume illustrates the significance of this topic today and identifies the
current insights and approaches to dealing with it.

8 © Frank & Timme  Verlag fiir wissenschaftliche Literatur
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Accessible Communication and Health Literacy

1 Introduction

As more than half of the people in Germany describe experiencing difficul-
ties in finding, understanding, appraising and applying health information
(Schaeffer et al. 2021: 26), the need for comprehensible and appropriate
health-related information is growing tremendously. Especially people with
a low socioeconomic status, low level of education and people over the age of
65 are affected by low health literacy (ibid. 28). Being chronically ill, having a
communication impairment, a low socioeconomic status and/or non-native
background (Schaeffer et al. 2016: 41) can inhibit the successful reception of
health information which can increase health inequalities and obstruct par-
ticipation. Vulnerable target groups in particular (e.g. people with cognitive or
sensory impairments, or of old age) face distinct barriers in the use of health
information. The target groups of accessible communication coincide with
the vulnerable groups mentioned in the National Action Plan Health Literacy
(Schaeffer et al. 2018). In research on accessible communication, we need to
focus on these vulnerable groups, especially on people with disabilities, to
enable them to participate in health communication on an equal footing with
a “maximum of independence” (CRPD paragraph 26 (1)).

In order to be able to access, understand, assess and use health-related
information (Serensen et al. 2012), texts “edited for user-friendliness, as well
as a language and text structures easily understood by non-experts” (Schaeffer
et al. 2018: 38) are necessary. This emerges from the National Action Plan on
Health Literacy (Nationaler Aktionsplan, NAP), which, drawing on Bredel/
Maafl (2016), recommends the use of Plain Language as a means of facilitat-
ing information seeking and processing for user groups with heterogeneous
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“reception habits, competence prerequisites and preferences” (Schaeffer et al.
2018: 42f.).

This introductory article combines accessible communication research
with health literacy research. It presents intersections between Hildesheim
school’s accessible communication model (Maaf}/Rink 2019) and the integrat-
ed model of health literacy (Serensen et al. 2012) in specialised health texts.

2 Hildesheim school’s accessible communication model

Health communication is an area of specialised communication that includes
experts and non-experts in the medical field. As such, successful communica-
tion is reliant on comprehensibility-enhanced texts that help to bridge the gap
between experts and non-experts. To demonstrate the intersections between
accessible communication and health literacy research, we need to consider
expert-non-expert-communication as our starting position.

Schubert (2007: 210; own translation) defines specialised communication
as

target-oriented, informative, monolingual and multilingual oral and
written communication with specialised content carried out by people
in the performance of their professional tasks.

Within specialised communication, specialised language is used. Specialised
language (Hoffmann 1985: 53, own translation) is defined as

the totality of all linguistic means that are used in the field of special-
ised communication in order to ensure understanding between people
working in this field.

These two definitions show that health communication plays a special role
within specialised communication. Following Weinrich (2015: 393), commu-
nicative interactions take place not only among the people who work in the
medical field (internal specialised communication, in German: fachintern),

10 © Frank & Timme  Verlag fiir wissenschaftliche Literatur
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or among people from various specialities (in German: interfachlich), but
also with external people (external specialised communication, in German:
fachextern). One special feature of external specialised communication is the
expert-non-expert-communication which is defined as a “systematic asymme-
try of knowledge of the communication partners involved” (Bromme/Jucks/
Rambow 2004: 176; own translation). One person is the expert who has “disci-
plinary structured expertise”, the other partner is the non-expert who does not
have professional experience with regard to the subject in question (ibid). The
process of grounding enables understanding between these two communica-
tion partners and is defined as follows: Both partners have their own subjective
frame of reference consisting of “previous knowledge, attitudes, beliefs and
stereotypes as well as [...] dynamic features like currently perceived content,
information based on the communication situation and the course of the
communication so far” (Bromme/Jucks/Rambow 2004: 179; own translation).

Within a communication setting, these two reference frames meet with
the objective “to bring them together to such an extent that their overlap — the
so-called common ground - is just sufficient to achieve the respective specific
goal of the communication [...]” (ibid.: 178; own translation). Depending on
the extent of the knowledge asymmetry, the common ground between the

communication partners is either smaller or larger.

communication partner 1 communication partner 2

Figure 1: Common ground (Rink 2020: 176; illustration taken from Maaft/Rink (2021))

In the field of specialised communication, there are seven types of constella-
tions that describe the constellation of the communication partners (Kalver-
kamper 1998: 34f. as in Ahrens 2020: 69):

© Frank & Timme  Verlag firr wissenschaftliche Literatur 11
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Experts in a field speak about topics of their field of expertise
Experts in a field speak about topics of a different field of expertise
Experts in different fields speak about topics of one of their fields
of expertise

4. Experts in different fields speak about topics of a different field of
expertise

5. An expert in a field speaks with a non-expert about topics of their
field of expertise

6. An expert in a field speaks with a non-expert about topics of a dif-
ferent field of expertise

7. Non-experts speak about a field of expertise

With regard to the target groups of accessible communication and compre-
hensibility-enhanced language, Rink (2020: 107; own translation) adds type
5’ to this framework:

The expert in a field speaks with a non-expert who has special com-
municative needs in terms of accessibility of language because of an
impairment. This communication is about subjects from the expert’s
field and takes place in the manner appropriate to the special needs of
the non-expert.

Adequate health communication takes the common ground between send-
er and recipient into account, also with regards to constellation 5} and the
situation in which the text is used (see chapter 3). To explain which further
elements need consideration, Hildesheim school’s accessible communication
model provides a foundation for analysis and research (Figure 2, Hernandez
Garrido et al. in print, based on Maaf3/Rink 2019):

12 © Frank & Timme  Verlag fiir wissenschaftliche Literatur
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Figure 2: Hildesheim school’s accessible communication model with corresponding
communication barriers (Hernandez Garrido et al. in print, based on Maaft/Rink 2019)

Accessible communication research starts with the assumption that (vulnera-
ble) target groups may be confronted with communication barriers if texts are
not adapted to their communicative needs and preferences. This may result in
non-participation. The Hildesheim school’s accessible communication model
is used to identify communication barriers. The model shows the process and
the specific features of accessible content that lead to a successful interaction
from two perspectives: the user perspective and the text perspective (bold
face). These two perspectives always belong together: “In order to produce
successful products of accessible communication that exhibit the necessary
qualities to gain access” we must understand the target groups and their needs
as well as the text properties (Maaf$ 2020: 28).

The model previously mentioned encompasses several steps:

Users must be able to retrieve texts, perceive them using the sensory chan-
nels at their disposal, comprehend them, recall them, which is to say texts must
link information to the user’s previous knowledge, accept them, and be able
to use them to take action (MaafS 2020: 27). At the same time, texts must have
certain features to enable access to information, e.g., they must be retrievable,
perceptible, comprehensible, linkable (to existing knowledge), acceptable and
action-enabling (Maaf$ 2020: 25f.).

© Frank & Timme  Verlag fiir wissenschaftliche Literatur 13
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For these steps, only a limited working memory capacity is available for
the users, even more so for users with a communication impairment (Maafl
2020: 27, Kercher 2013). This capacity may be reduced due to barriers pre-
sented by texts. These communication barriers affect different steps within
the model.

Retrieval refers to the ability to find information in a communication offer
(Lang 2021) while retrievability refers to the corresponding text features. Maaf3
(2020: 29) points out that “[w]ith regard to the target groups with impairments,
retrievability of the information offers is closely related to the groups’ media
preferences”” The ability to retrieve is linked to factors like age, socioeconomic
status, group membership and the nature of the disability (ibid. 30). From the
text perspective, retrievability “is linked to the mediality of the text offers, to
their distribution and location” (ibid), e.g. the media realisation (print, video,
radio, etc.), the “path along which the communication offer is delivered to the
users” (ibid. 34) and the location on the platform (ibid.).

Retrievability may be hindered by a motor barrier and/or a media barrier.
A motor barrier arises when a text’s “physical shape is not appropriate for the
users” (Maaf3 2020: 23), for example using a computer mouse to navigate web
pages. A media barrier may arise “if its [the text’s] media qualities or means of
distribution are not accessible to or used by the target audience” (Maaf3 2020:
23). This refers to its realisation (phonic or graphic) as well as the medium
used for distribution (ibid).

Perception or perceptibility refers to the abilities and textual features to
perceive the information (Maaf3 2020: 36). This stage may be obstructed by a
sensory barrier and/or a cognitive barrier. A sensory barrier arises if a text is
presented in a way that requires a certain sensory channel for successful per-
ception but the recipient cannot use it (Schubert 2016: 17, Rink 2020: 137),
e.g. a written text cannot be perceived by a blind person. A cognitive barrier
arises if a text is too abstract or complex (Schubert 2016: 18, Rink 2020: 137). A
cognitive barrier may arise because the language used or the content structure
are too complex (ibid.).

Comprehension or comprehensibility refers to the abilities and features
required to comprehend the message of a text and use it to make decisions
(Maaf3 2020: 41f.). Comprehensibility may be hindered by a language and/or
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expert language barrier (see Figure 2). A language barrier refers to the language
used for the realisation of a text (the code) (Rink 2020: 138). A language barrier
emerges when the target group does not understand the language. An expert
language barrier emerges when the target group understands the language but
not the specific expert language used in a text (Rink 2020: 140), e.g. medical
language in health information texts (see also Hill-Madsen 2014, Jensen 2015,
Wilkes 2015).

Recall or linking information to existing knowledge refers to the abilities
and textual features for linking information in a text to information in the long-
term memory (Maaf3 2020: 42). This may be hampered by an expert knowledge
barrier and/or a cultural barrier. The expert knowledge barrier emerges if ex-
pert knowledge is needed to understand the information (Rink 2020: 139), e.g.
knowledge about medical processes. The cultural barrier entails for example
knowledge of text types and discourse knowledge (Schubert 2016, Rink 2020,
Fioravanti/Ahrens forthcoming).

Acceptance or acceptability refers to the degree of agreement that a mes-
sage may evoke (Lang 2021: 113f. referring to Lucke 1995). Acceptance may be
hindered by a motivational and/or an emotional barrier (Lang 2021: 113f.). A
motivational barrier may arise due to previous negative experience with read-
ing and/or texts of the same text type (Lang 2021: 119f.) while an emotional
barrier may arise due to the situation in which the communication takes place
(Lang 2021: 131£)).

The connection between the accessible communication model and the bar-
riers are prototypical: Barriers may arise at different steps during the process
depending on the communication situation and the text (Hernandez Garrido
et al. in print).

© Frank & Timme  Verlag fiir wissenschaftliche Literatur 15
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3  Theintegrated model of health literacy
and its similarities to the Hildesheim school’s
accessible communication model

Figure 3: The integrated model of health literacy (Serensen et al. 2012: 9)

Based on an integrational approach Serensen et al. (2012: 3) define health
literacy as follows:

Health literacy is linked to literacy and entails people’s knowledge,
motivation and competences to access, understand, appraise, and ap-
ply health information in order to make judgments and take decisions
in everyday life concerning healthcare, disease prevention and health
promotion to maintain or improve quality of life during the life course.
(Serensen et al. 2012: 3)

Therefore Serensen et al. (2012: 10) consider the personal, societal and en-
vironmental, and the situational determinants of health literacy. They divide
health literacy into four main dimensions: access, understand, appraise, and
apply. These health literacy dimensions can be found in accessible communi-
cation, too (see Chapter 2).

Serensen et al. (2012: 9, emphasis added) define the health literacy dimen-
sions as follows:

16 © Frank & Timme  Verlag fiir wissenschaftliche Literatur
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“Access refers to the ability to seek, find and obtain health informa-

tion”

“Understand refers to the ability to comprehend the health informa-

tion that is accessed”

“Appraise describes the ability to interpret, filter, judge and evaluate

the health information that has been accessed”

“Apply refers to the ability to communicate and use the information

to make a decision to maintain and improve health”

These four health literacy dimensions are important in three domains of the

health continuum: health care, disease prevention, and health promotion.

access/obtain
information rel-
evant to health

understand
information rel-
evant to health

process/appraise
information rel-
evant to health

apply/use infor-
mation relevant
to health

® ability to access | ability to under- | ability to ability to make
8 information stand medical interpret and informed deci-
f‘; on medical or information and | evaluate medical | sions on medical
& clinical issues derive meaning | information issues
ability to access | ability to ability to inter- | ability to make
g information on | understand pretand evalu- | informed
9 E | risk factors for | information on | ate information | decisions on
§ % health risk factors and | on risk factors risk factors for
s A derive meaning | for health health
ability to update | ability to ability to inter- | ability to make
oneself on understand pret and evalu- | informed deci-
determinants of | information on | ate determinants | sions on health
g health in the so- | determinants in the social determinants
3 cial and physical | of health in the | and physical in the social
E environment social and physi- | environment and physical
_E* cal environment environment
= and derive
= meaning

Table 1: The four health literacy dimensions applied to the three health domains
(adapted from Sgrensen et al. 2012: 10)
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Table 1 shows what each health literacy dimension means in the context of
the respective domain. Serensen et al. (2012) thus show that the four health
literacy dimensions entail slightly different aspects in different settings and that
they are flexible to be interpreted according to the function and motive of the
health-related information.

Serensen et al. (2012: 9) define the user aspects of health literacy: literacy,
knowledge, motivation, and competences. They further explain that each of the
dimension is dependent on “specific cognitive qualities” and “on the quality of
the information provided” (Serensen et al. 2012: 9), and can be used to “[over-
come] personal, structural, social and economical barriers to health” (ibid.):

o Access/obtain are determined by “understanding, timing, and trust-
worthiness”

o Understanding is determined by “expectations, perceived utility, in-
dividualization of outcomes and interpretation of causalities”

« Appraisal (and processing) is determined by “the complexity, jargon
and partial understandings of the information”

o Effective communication about health information, an element of
apply (and use), is determined by comprehension.

Serensen et al. (2012: 9) thus have similar findings regarding the accessibility of
health information as Maaf3/Rink (2019, Maaf$ 2020: 27), and can therefore be
compared to the Hildesheim school’s accessible communication model (Chap-
ter 2). In the following, the integrated model of health literacy will be assessed
from the perspective of accessible communication research’.

In their health literacy definition (see above), Serensen et al. (2012: 3)
define literacy, knowledge, motivation, and competences as user criteria. They
influence and potentially create barriers to the four health literacy dimensions:
access, understand, appraise, and apply (see Serensen et al. 2012: 9). The user
criteria can be put into relation to the accessible communication model (see
Figure 2): Literacy influences the language and media barrier. Motivation is

1 Terminology from the field of accessibility research will be printed in italics to improve read-
ability.
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represented by the motivational barrier. Knowledge influences the common
ground between sender and recipient (see above), and therefore plays a role in
barriers such as the expert knowledge barrier and the cultural barrier (see Rink
2020: 139), and at the level of recall (see Figure 1).

The four main health literacy dimensions in the model by Serensen et al.
are access, understand, appraise, and apply. These four dimensions are similar
to the model of accessible communication proposed by the Hildesheim school,
but do not correspond precisely. For one, Serensen et al. (2012: 9) postulate that
“understanding” is part of each of the health literacy dimensions, and thus part
of every step within the communication process. The successful interaction
through accessible content (see Figure 2) is modelled around the realisation
that other elements play a role in accessing information, too (see Maaf3 2020:
27). Herein, the process of comprehension entails perception, comprehension,
and recall (MaafS 2020: 36).

Access, the ability to seek, find, and obtain information (Serensen et al.
2012:9), can be placed where retrievability and perceptibility are in the accessi-
bility model (see Figure 4). As the model by Serensen et al. is not based around
accessibility, sensory channels have not been considered. Therefore, perceptibil-
ity has not been considered for the integrated model of health literacy.

Trustworthiness, an element that is considered part of acceptability in the
accessible communication model, is placed at this stage, too (Serensen et al.
2012: 9). Serensen et al. hence assume that sources that cannot be trusted
are not accessed by health literate users. Under this assumption, acceptability
would indeed play a large role at the very early stages of accessing a text (cf.
Keller in preparation; Lang 2021: 116). However, as a text must be assessed in
order to be accepted, the text must first undergo the process of being retrieved,
perceived, comprehended and linked to previous knowledge. Only then can it be
assessed, and as a result of the assessment process accepted (Lang 2021: 116). In
order to place acceptability at the access stage, Sorensen et al. must thus speak of
the acceptance of an information source, or sender, but not of an individual text
(Lang 2021: 117). This places much responsibility with the sending institution:
In order to produce texts that will be accessed by the users, the source/sender
must be a reputable source that is accepted as such by its users.

© Frank & Timme  Verlag fiir wissenschaftliche Literatur 19
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As previously mentioned, Serensen et al. (2012) categorise “understand”
as an encompassing competence. According to Serensen et al. (2012: 9) user
expectations and perceived utility for the user facilitate understanding. This is
confirmed by comprehensibility and accessibility research (Kercher 2013, Schu-
bert 2016, Rink 2020): Expectations of text types and text topics guide the user’s
expectations on a text (Brinker et al. 2014: 139). Perceived utility enhances the
motivation to read a text (Lang 2021: 123f.) and can thus help comprehension.
Serensen et al. (2012: 9) name the individualisation and the interpretation
of causalities as further prerequisites for understanding. However, these two
factors must be seen rather as outcomes of good comprehension. Both are pro-
cesses of connecting the information within the text to prior knowledge and
thus, from the viewpoint of the Hildesheim school’s accessible communication
model, fall under linkable.

Furthermore, Serensen et al. name the elements complexity and jargon at
the appraisal stage when they are elements of comprehension (see Figure 1).
Expert language entails complex constructions that take up working memory
capacity, thus impeding text comprehension (for working memory see Kercher
2013: 79f.). Appraisal is defined as the ability to interpret, filter, judge, and
evaluate (Serensen et al. 2012: 9) and is thus dependent on comprehension.
Expert language elements like complexity and jargon thus impede appraisal
only indirectly: It impedes comprehension, and poor comprehension does not
allow for proper appraisal.

The abilities of appraisal “interpret” and “filter” (see above) should be both
elements of comprehension and of appraisal: In the comprehension process,
interpretation is relevant on the levels of segments, sentences and the text
(Kercher 2013: 74), and filtering is important on the text level, to alleviate the
burden on the working memory. Important information is kept in the working
memory while less important information is left aside, thus filtered (Kercher
2013: 74.). The important information is later interpreted on the text level to
create a complete picture of the text (Kercher 2013: 78). After comprehension,
the information is again interpreted and filtered, taking into account situa-
tional factors like source/sender and prior knowledge to discern relevant and
correct information (Kercher 2013: 70), making “interpret” and “filter” also
elements of appraisal. The two terms are thus ill-defined by Serensen et al. and

20 © Frank & Timme  Verlag fiir wissenschaftliche Literatur



Accessible Communication and Health Literacy

can be interpreted to fit comprehension and appraisal alike. The lines between
understanding and appraisal in Serensen et al’s model are thus blurred. The
appraisal of a text, if well defined, can be placed at the levels of linkability and
acceptability in accessible communication (see Figure 4).

Serensen et al’s health literacy dimension “apply (and use)” focuses solely
on the aspects of communicating, judging information, and making decisions.
It does not consider actual action that is taken or not taken after the text re-
ception process. Considering the model’s background in medicine and public
health (Serensen et al. 2012: 9), actual (health) behaviour can hardly be part of
it, as is evident, for example, in the fact that knowledge of smoking risks does
not automatically lead to cessation (see e.g. Eklund et al. 2012). The model of
accessible communication, however, is not health-information specific and
cannot make a distinction between making decisions and actual action. Here,
being enabled to make a decision and actual action are both elements of “act”

The convergence between the two models is visualised in Figure 4:

Figure 4: The four health literacy dimensions applied to the model of accessible communication

As explained above (Table 1), the four main health literacy dimensions can be
applied to three public health dimensions: health care, disease prevention, and
health promotion. These three aspects frame the communication situation in
which a text is situated. The four main health literacy dimensions are defined
differently according to the dimension, which is to say according to the com-
munication situation. As different user scenarios have been taken into account,
the integrated model of health literacy can be adapted to specific text types and
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their communication situations. It is similar to Hildesheim school’s accessible
communication model, showing converging results from two different research
fields and traditions. From the point of view of accessible communication,
Serensen et al’s flexible and interpretable model can be re-organised to fit
field-specific requirements.

4  Onthe Handbook Accessibility - Health Literacy -
Health Information. Interdisciplinary Approaches
to an Emerging Field of Communication

This handbook aims to show direct links between research and practice in
accessible communication, health information and health literacy. Nine con-
tributions shed light onto those connections from a methodical, text, and user
perspective. The authors come from different fields with diverse research tra-
ditions, but they all see the relevance of interdisciplinary approaches in an
emerging field of action that focuses on communicating accessible health re-
lated information and methods to specific target groups:

Dalemans et al. discuss how accessible questionnaires can be helpful for
vulnerable groups when they take part in Patient-Reported Outcome Measures
(PROMs). They present a Communication Friendly Measurement Guideline,
a tool that supports the creation of questionnaires that are communication
friendly.

Hiberle shows how good organisational health literacy, i.e. the effective
incorporation of health literacy into organisational action, improves accessi-
bility. She addresses access to as well as communication and navigation within
organisations, illuminating accessibility from the point of health organisations.

Horner describes how the implementation of Plain Language texts on the
website of the leading health publisher in Germany (Wort & Bild Verlag) was
achieved and which difficulties have been faced.

Keller focusses on elderly users and their media access, preferences, and
competences to discuss key factors for retrievability and acceptability of digital
health information in this target group.
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Kroger and Ahrens describe a method to analyse health information texts
for intralingual translation. They present methods used in their research pro-
jects to determine potential barriers in health texts.

Leyerer et al. report on experiences of the German Cancer Research Centre
on translating evidence-based health information in Easy Language and Plain
Language.

Michele and Silke discuss action-orientation in teaching-learning con-
cepts for health staff. The authors detail health literacy of health professionals
and their competence in transferring health literacy onto their patients, and
connect these two aspects to the concept of vocational action competence.

Pedrini analyses the use of passive voice and related structures in layperson
summaries of clinical trials. She designed a corpus of layperson summaries in
English and German and the corresponding English texts for medical experts
and checks both frequency and qualitative aspects of passive diathesis.

Rink and Schulz explain how data collection methods need to be adapted
to allow for research with people with cognitive impairments. They discuss
linguistic, conceptual and medial strategies to improve data collections and
obtain valid results.
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The futility of asking incomprehensible questions:
making questionnaires communication-friendly

1 Introduction

Measurements form the basis for assessing potential improvements in health-
care quality (Lazar et al. 2013). Health care professionals perform measurements
on a daily basis. They observe, they measure objectively, they ask questions to
gain insight into clients’ wishes, experiences and concerns. Professionals in
particular value these Patient-Reported Outcome Measurements (PROMS)
when they are useful for the clinical decision-making process (Boyce et al.
2014). Patient-Reported Outcome Measures (PROMs) refer to standardized
instruments designed to measure particular phenomena or constructs of an
individual’s health status in defined populations including symptoms specific
to a single condition, general physical or emotional health, or general quality
of life measures (quality forum, sd). Routine measurement of patient-reported
outcomes would promote a shift towards providing goal-oriented care instead
of traditional problem-oriented care. This requires that clients and professionals
have an active mutual partnership. Patient-Reported Outcome Measures are
a key tool for ensuring that the care clients receive actually meets their goals
to improve their health. As more research is conducted on PROMs, measures
have proliferated, giving rise to some challenges: we have the tools, but we
must put them to work to leverage their full potential and to align healthcare
measurements with clients’ needs (Frosch 2015).

Current questionnaires are unfortunately often not accessible for many
clients. The structure and organization of self-reported questionnaires, as well
as the formulation of items in the form of questions or statements, and their
answer scale modalities, have often not been adequately considered (Clerehan
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etal. 2016). The language is complex and uses unfamiliar (medical) vocabulary.
In addition, the questionnaires are often too long and overloaded with informa-
tion on one page. For people who are communication vulnerable, these PROMs
are often very challenging (de Boer et al. 2013, Stans 2013) (for an explanation
of communication vulnerability, see Figure 1).

Figure 1: Communication vulberability: people experience difficulties in understanding
and expressing information in certain social contexts due to certain condition(s)

They sometimes just tick an answer without really understanding the question,
or it takes professionals a long time to clarify the question. As a result, clients
cannot properly share their needs, wishes for treatment and experiences with
their care. The questionnaires then do not measure what they are supposed to
measure; the measurements are not valid. As a result, care professionals are
not able to match the care to clients’ real problems (for an overview on how to
adapt data collection methods to specific target groups’ communicative needs,
see Rink/Schulz in this volume).

When clients are confronted with an incomprehensible questionnaire, they
lose their trust in the relationship with the professional, get frustrated, and lose
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their energy (Dalemans 2018, see also Keller in this volume). Professionals on
the other hand, have a feeling of wasting time and do not trust the received
data. Therefore, it is important that questionnaires are designed to be commu-
nication-friendly. Questionnaires are communication-friendly if they measure
reliably and validly because they are adapted to the communicative abilities of
the client and enable the client to understand the questions and answer them
adequately without much effort or time (Dalemans 2018).

The majority of questionnaires, however, are written at a higher level of
language complexity than is likely to be understood by the persons intended
to complete them. This is of significance, given that researchers and practi-
tioners alike rely on data from PROM:s in drawing conclusions (Taylor et al.
2019). For the large group of clients with communication challenges and their
professionals, it is therefore important to investigate how questionnaires can
be made more communication-friendly (Dalemans et al. 2009).

We therefore examined which requirements should be met in question-
naires and how they should be designed for people who are communication
vulnerable, so that care professionals can obtain valid and reliable information
to organize the care process in the best possible way together with their clients.

2  Method used in the project ‘See and hear the client’
2.1 Design

We answered the central research question - which requirements should be
met in questionnaires and how they should be designed for people who are
communication vulnerable, so that care professionals can obtain valid and
reliable information to organize the care process in the best possible way to-
gether with their clients? — by means of design-based research in three work
packages (see Table 1). This design entails researchers and relevant stakeholders
collaborating in an iterative process in which data collection (qualitative and
quantitative) and the insights gained are continuously used to inform subse-
quent design phases (Barab 2004, Collins 2004). Relevant stakeholders in this
project were: adults who are communication vulnerable due to an Acquired
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Brain Injury (ABI), care professionals working with these people, experts (in
data visualization, communication, language), client representatives, research-
ers, lecturers and students. They all worked together in the project group, the
steering group and/or within several co-design meetings.

Work package 1 | Exploring current use and experiences with existing question-
naires with 30 participants: 15 people who are communication
vulnerable due to an ABI and their professionals.

Work package 2 | Developing a set of redesign rules
Redesigning three existing questionnaires

Work package 3 | Testing the clinimetric properties (comprehensibility, feasibil-
ity, test-retest reliability and content validity) of the commu-
nication-friendly versions of these three questionnaires in 177
people who are communication vulnerable due to an ABL

Table 1: Goals of each work package

This contribution will focus on work packages 1 and 2 and the comprehensi-
bility of the three redesigned questionnaires.

2.2 Setting, recruitment and population

The research took part at three different care facilities: 1) a care organization
in the South of the Netherlands providing supported living and living arrange-
ments to people with severe acquired, intellectual and developmental disa-
bilities; 2) a care organization in the South of the Netherlands providing care
(living arrangements, nursing care and wellbeing) to elderly clients and clients
with a chronic condition; 3) a rehabilitation centre in the North of the Neth-
erlands providing rehabilitation services to adults and children. In addition,
participants were recruited in some local aphasia centres. Care professionals
and clients were recruited via the contact persons of these facilities. Care pro-
fessionals had to work with clients with neurogenic communication disorders
on a weekly basis and had to be authorized to use the questionnaire(s). Cli-
ents had to be communication vulnerable due to aphasia, dysarthria, cognitive
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communication disorder and/or a verbal apraxia. Clients were excluded if they
suffered from dementia phase 3 or psychiatric disorders.

2.3 Intervention: three questionnaires
The three existing questionnaires to be adjusted in this project were:

o Aphasia Impact Questionnaire-NL (Dutch version: AIQ-NL): Inves-
tigates the impact of aphasia on communication, participation and
wellbeing (Swinburn 2018; Wielaert et al. 2018). It contains 21 items
using 1 scale.

o Computer Assisted Form of the Adjusted Dutch version of the Swal-
low Quality of life Questionnaire (CAF-aDSWALQOL): Investigates
the impact of swallowing problems on quality of life (Simpelaere et
al. 2017): It contains 50 items divided into 5 subscales Feelings (11
items), Body Complaints and Symptoms (15 items), Daily meal (7
items), Daily life (6 items), and General Questions (11 items).

o Client satisfaction questionnaire Stichting Gehandicaptenzorg Lim-
burg (CSQ - SGL): Investigates clients’ satisfaction with the day care
facilities of SGL (self-developed unpublished questionnaire). It con-
tains 31 items grouped into the following subscales: (1) Daily activ-
ities (contains 6 items), (2) Employees and volunteers (8 items), (3)
Information (3 items), (4) SGL Health care plan (4 items), (5) Safety
(4 items), and Building and feeding (3 items).

We chose three totally different questionnaires with regard to aim, target group
and layout in order to gather different and rich experiences and to enlarge the
generalizability of the design requirements. In each setting, the same target
group is addressed, namely people who are communication vulnerable due to
an ABI, however the focus in each setting is a little different. In the setting of
the DSWAL-QOL, people need to have swallowing problems in addition to the
neurogenic communication disorders, whereas this does not need to be the case
in the other settings. In the setting of the AIQ-NL, the people need to have at least
aphasia because of the measured impact of aphasia in the AIQ-NL. The original
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AIQ-NLand CSQ - SGL are presented in their paper version. The DSWAL-QOL
had already been digitalized in a previous study (Jans/Sondeijker 2018).

2.4 Data collection and -analysis

Work package 1: Current use and experiences with existing
questionnaires

Clients Age range Etiology
woman | man
AIQ-NL n=2 n=3 48-64 year Stroke
DSWAL-QOL n=3 n=2 52-83 year Stroke, ALS
CTO SGL n=2 n=3 58-77 year Stroke, Vascular
dementia

We conducted observations of the current use of the three questionnaires
(n=15, 5 from each participating care facility) focusing on: clients’ reactions
to visualizations and display of language, meaning of language and interaction
between clients and professionals. After the observations, clients and profes-
sionals were interviewed based on the researchers’ observations, focusing on
critical factors with regard to comprehensibility and on contextual factors
and conditions, as well as on the digital competence with regard to the DS-
WAL-Qol. Observations and interviews were audiotaped and transcribed ver-
batim. Deductive content analysis using the categories visualization, display of
language and meaning of language (semantic and grammatical structure) as a
framework was applied (Elo 2008).

Work package 2: Redesigning the three questionnaires

We organized co-creation and brainstorm sessions with stakeholders, in which
different strategies and alternative solutions were formulated in combination
with evidence-based strategies. Ultimately, a decision was made by the project
team for high potential strategies. Based on that, 20 different prototypes were
developed by Metrisquare, a Dutch company specialized in developing and ad-
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justing measurement instruments for care, especially focusing on visual pres-
entation. The prototypes consisted of simple statements with a dichotomous
answering scale in which one or more strategies were applied (visualization,
representation, i.e. layout, and meaning of language, i.e. linguistic structures).
We then pilot tested the prototypes using a cross-over design with 20 partici-
pants who were communication vulnerable. Eye-tracking (Tobii Eyetracking)
in combination with the think-aloud method (Charters 2003) were used to
collect data about which strategies worked the best. Using a Tobii Eyetracking
device, eye movements were monitored for each prototype, providing insights
into the cognitive processes involved while answering the questions. Outcome
measures were: order and lengths of visual fixation, the time between looking
at the question and giving the answer and the correctness of answers. During
the testing via eye-tracking, a think aloud interview technique was used to
stimulate the participant to immediately share his or her thoughts about the
prototype with the researcher. Interviews were transcribed and analysed using
inductive content analysis (Elo 2008). The quantitative data gathered though
eye-tracking was described in an Excel file with regard to duration of fixations
and order of Eyetracking in relation to the response time and number of cor-
rect responses per prototype; both individual and group results were analysed.

Based on the results of the pilot-testing a set of redesign rules was decided
upon by the project team, and the three questionnaires were adjusted accord-
ingly. The redesign rules were processed into a generic Communication-friend-
ly Measurement Guideline.

Work package 3: Comprehensibility and clinimetric properties

Phase 3 consisted of a comprehensibility study and a study testing clinimetric
properties (content validity and test-retest reliability) in 177 people who are com-
munication vulnerable due to an ABI of the communication-friendly versions
of the three questionnaires. This chapter focuses on the comprehensibility study.
The methods and results of the clinimetric properties will be published soon.
The comprehensibility study aimed to measure whether clients perceive
the adjusted versions of the questionnaires as more comprehensible than the
original version. Data collection took place through structured observations of
the administration of a number of items from the original version of the three

© Frank & Timme  Verlag fiir wissenschaftliche Literatur 33



Ruth J. P. Dalemans et al.

questionnaires (five items per questionnaires that were found to be difficult in
work package 1), versus the redesigned version of the three questionnaires in
combination with interviews with end-users (see Figure 2), thus each partici-
pant completed 15 original and 15 new questions. Twenty end-users (12 men
and eight women) participated. Half of them (n=10) had suffered a stroke, six
of them were diagnosed with aphasia, four with Parkinson’s disease. Other
Acquired Brain Injuries (ABI) with both cognitive and language processing
problems were known in three persons. The cause of the ABI was not reported
for three persons. The mean age was 66.4 (sd=14.9; range 35-88 years). Most
people (n=13) completed the questionnaire independently. In the case of seven
people (mainly the elderly), the test leader clicked n the answers.

Figure 2 shows an example of an original item versus an adapted item from
the AIQ-NL. In the modified item we used a colour photograph, shortened the
question, adapted the answer option to the question, added a navigation bar
so that the person could see how many items were still to come, changed the
font size and font type based upon the Communication-friendly Measurement
Guideline (Dalemans et al. 2022).

Figure 2A: Original item version AIQ-NL
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Figure 2B: Communication-friendly version E-AIQ-NL used in the comprehensibility study

Observations focused on: degree of independence, and number of questions
asked. The participant filled in the questions. In addition, the researcher asked
anumber of open questions to the participant (see Appendix 2) to gain insight
into the clients opinion. Observations and interviews were audiotaped and
transcribed and analysed using inductive content analysis (Elo 2008).

2.5 Collecting data with communication vulnerable people

Collecting data with people who are communication vulnerable requires using
communication supportive tools and strategies (see Rink/Schulz in this vol-
ume). We used several communication supportive tools and strategies tailored
to the individual needs and capacities of the participants, such as: creating
a low-stimulus environment, using pencil and paper, non-verbal gestures,
photos and support using the digital context if necessary, for example click-
ing the mouse when the person asked for it. The interviewer always adjusted
her communicative style to the participant (short sentence, highly frequent
words, low speed of speech, visualizing key concepts, sufficient pauses). Fur-
thermore, interviewers encouraged the participant to honestly say when he/
she is tired. Next to using these tools and strategies during the interviews, all

© Frank & Timme  Verlag fiir wissenschaftliche Literatur 35



Ruth J. P. Dalemans et al.

written communication (e.g. information letters and informed consent) were
made communication-friendly (using the results of the project immediately)
(Stans et al. 2017).

2.6 Trustworthiness

We applied several strategies to ensure the trustworthiness of the project. We
used member check to safeguard that results were an actual representation of
participants’ experiences. For clients, we made communication-friendly sum-
maries of the interviews/observations. Furthermore, we applied peer review as
we regular held reflective data sessions with the whole project team. Moreover,
to gather data we used several different methods (interviews, observations, eye
tracking) (Lincoln/Guba 1985).

Ethical considerations

The study was approved by the Medical Ethics Committee of Zuyderland -
Zuyd METCZ20190050.

3 Results

3.1 Work package 1:
Current experiences with existing questionnaires

Based upon the interviews and observations seven main themes arose: for-

mulation of questions, response options, layout, length, navigation, clients’
characteristics, support needed.
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Theme

Results

Formulation of
questions

Participants had difficulties understanding specific words,

and more abstract concepts such as ‘isolation’ The questions
comprised difficult words and the formulation of the sentences
was often too complex. In some cases, one question actually
contained two questions.

Response
options

Participants experienced difficulties with questionnaires in
which the response options greatly varied. If there were only
two answer options (Yes/No), participants would have liked a
‘not applicable’ - option. The CSQ - SGL contained no visual
support for the response options. The AIQ contained drawings
which the participants found helpful, however participants expe-
rienced these as too negative. The DSWAL-QOL used different
answer scales per question, which was experienced as complex.

Layout

The CSQ - SGL questionnaire’s font was too small and the ques-
tionnaire contained too many questions on one page. No visual
support was available. The AIQ contained drawings, however
some of the drawings were experienced as confusing, for exam-
ple a drawing of someone dropping a vase to support the word
shame. The DSWAL-QOL used sclera pictograms to support the
question, those were sometimes too abstract.

Length

The length of the CSQ - SGL questionnaire was found to be too
long, the length of the AIQ questionnaire was evaluated as good.
The DSWAL-QOL was found to be long, but acceptable.

Navigation

Navigation was experienced as difficult in two questionnaires
(CSQ - SGL, AIQ). Participants needed support from a pro-
fessional. In the SGL questionnaire this was mainly due to the
complex layout and many questions on one page. The AIQ is
interview-based and the professional often indicated how many
questions were left before reaching the end of the questionnaire.
In the DSWAL-QOL a navigation tool was already used. Partici-
pants did not mention this tool as helpful, nor as disturbing.

Wish for inde-
pendent use

Clients expressed the desire to fill in the questionnaires more
independently. A professional can be present, but they would
like to answer the questions as independently as possible.

Support needed

The professionals gave extensive support in the use of the ques-
tionnaires: reading questions out loud, giving examples, pointing
to questions, checking answers, navigating and giving visual
information for the answering scale.

Table 2: Main themes in the experiences with existing questionnaires
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3.2 Work package 2:
Redesigning three existing questionnaires

Prototypes

The mean score on the prototype questions was 30.7 (sd=1.9) items correct
(93 % correct; sd=5.8 %) with a median of 31 and a minimum score of 27 and
maximum of 33.

There were 4 participants with a maximum score of 33 (100 % correct)
and 4 people with a score of 32 (97 % correct). All underlying disorders and
reported communicative problems were represented in this high-scoring
group. The score 31 (94 % correct) also occurred 4 times and the scores 30
(91 % correct) and 29 (88 % correct) both 2 times. The lowest scores were
achieved by 3 participants with the score 28 (85 % correct ) and 1 person with
the score 27 (82 % correct). The lowest scoring individuals were known to
have comprehension problems and moderate aphasia. The people from the
lowest scoring category (score 27-28) made proportionally the most errors
(n=8 errors) with the items with no visual support in the form of a photo-
graph, GIF or drawing. Those with the lowest scores made the fewest errors
on the items with colour drawings. The fewest errors overall were made with
the items with colour pictures.

Participants with the longest response time also made the most mistakes. These
were also the people with the greatest communication and comprehension
problems. They made more errors on items that were presented via text only,
without visual support. Moreover, they scored worse for black-and-white draw-
ings than for other strategies.

During the administration of the mock-up, the test leader observed and
noted down the comments of the participants. Almost all participants indicated
that they could complete it well and that it was easier than they had expected.
No one took longer than 5 minutes to complete.

It emerged that for three participants, the audio support was significant in
understanding the items. One person said that the words in bold really helped
and two people said that this was distracting or unnecessary.
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One person showed hardly any communication possibilities in the spon-
taneous situation, but was able to fill in the questionnaire very well due to the
use of multiple channels.

Contrast background colour

There were 8 people (40 %) who did not indicate a preference. Sometimes peo-
ple have a clear preference for a dark (n=6 (30 %)) or light background (n=6
(30 %)), this is shown by the think-aloud method. The results show that people
who indicate a preference for a dark background score better on items with a
dark background and people who indicate a preference for a light background
also score better on items with a light background. The reaction time between
seeing the statement and answering is also shorter for items displayed in the
preferred background colour. Those who generally score high (>31) on the test
do not indicate a preference for background.

Use of visualization

There were 9 people (45 %) who had a clear preference for visualization in the
form of images, 7 people (35 %) expressed no preference and 4 people (20 %)
expressed a preference for text only. The latter were mainly people who had
no or hardly any comprehension and/or reading problems, such as those with
Parkinson’s disease.

When asked about a specific type of visualization (photo, GIF, drawing), 9
people (45 %) preferred a photo, 6 people a drawing (30 %), and 2 people (10 %)
a GIF. There were 3 people (15 %) without a preference.

For a drawing, 14 people (70 %) gave a preference for colour, one person
preferred black and white (5 %), and 5 people (25 %) had no specific preference.

A set of redesign rules

Based upon work package 1 and the pilot testing of the prototypes in work
package 2, a Communication-friendly Measurement Guideline was developed.
In developing the guideline, the project group set itself a number of require-

ments:
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« The target group of the guideline is everyone who professionally uses
questionnaires in contact with people who are vulnerable in commu-
nication. These are paramedics, medics, nurses, psychologists, social
workers, municipal officials.

« The guide can be used in three ways: 1) in the development of a new
questionnaire where the whole guide can be used as a guide, 2) in the
communication-friendly adaptation of a self-created questionnaire,
where, depending on the time available, one can choose to adapt
one aspect first (e.g. display of language) or to adapt several aspects
at the same time, 3) in the communication-friendly adaptation of an
existing validated questionnaire: this first requires contact with the
original author of the questionnaire.

« The guide should be easy to use, with unambiguous instructions.
This also means that it should be concise, attractive and easy to un-
derstand.

« Applying the guide should lead to an overview of action points with
which the professional can immediately set to work to make the ques-
tionnaire communication-friendly.

The project group developed the guideline in several sessions, each feedback
round leading to further adjustments whereby the above-mentioned criteria
were always compared to the draft guideline. Subsequently, the project group
joined forces with a graphic designer to make the guide attractive and man-
ageable by designing an interactive PDF file. This guideline aims to support
professionals in evaluating how communication-friendly a questionnaire is,
and provides guidance on how they can (easily) adjust/improve the question-
naire. The guideline is divided into five themes: visualization (n=11), display
oflanguage (n=10), meaning of language (i.e. semantic and grammatical struc-
ture) (n=11), response scale (n=3), and structure (n=>5). It contains a total of 39
subsequent items that professionals can use for the evaluation and adjustment
of questionnaires. The guide starts with a short introduction on the importance
of communication-friendly measurement and a description of some of the
advantages of applying it. This is followed by a scientific explanation of how
the guide came into being. Then the professional is instructed on the use of
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the guide and the steps to follow. Subsequently, the professional can really get

to work. In an overview, the professional can check which part he or she wants

to start with first (see Figure 3).

Display of Response Structure
language scale
Picture in Use of white | Priming con- | Structure text | Use of a grid
colour space cepts and image
GIF 1 item per Word length | Colour of Option for
page answer backward
Image activity | 1 sentence per | Language Answering Option for
line level options proceeding
Image object | Readability High frequent Option for
font words pausing
Image emo- Font size Highly imagi- Audio support
tion nable words for text
Context of Bold font Avoid nega-
image keywords tion
Identification | Line spacing | Active sen-
1.5 tences

Limit details

Text image

Avoid deriva-
tives

Use of meta-
phors

Text GIF

Sentence
length (8-12
words)

Contrast

Display of
numbers

Priming:
structure of
information

Consistency

Figure 3: Overview redesign rules

The guideline is presented in a ‘smart PDF’ format in which professionals can

tick boxes for which item has to be adjusted to make the questionnaire com-

munication-friendly. In addition, for each item a ‘traffic light systen’ is used:
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the

(no actions needed). At the end, the user receives an overview of the actions

item is red (needs adjustment), yellow (improvements can be made), green

needed to make the questionnaire communication-friendly.

Usi

Anyone who uses and/or develops questionnaires can benefit from applying

the

ng the Communication-Friendly Measurement Guideline

guideline. Any adjustment that leads to better use of the questionnaire by

people who are vulnerable to communication is valuable:

The guideline can also be used to design other types of written communication

« When developing a new questionnaire: use the Communication-
Friendly Measurement Guideline from the start.

o When adapting an existing questionnaire: by using the checklist
in the guideline, it immediately becomes clear how communica-
tion-friendly the questionnaire already is and which steps can be
taken to make it even more communication-friendly, for example by
adding visualizations and formulating the questions simply, actively,
positively and briefly.

o When adapting a validated questionnaire: some parts are easy to ad-
just, such as font and line spacing. However, to adjust wording or add
visualizations, the developer of the questionnaire should be contact-
ed, or contact the researchers of the project “See & Hear the Client”.
Together, we can examine how questionnaires can be adapted in a
communication-friendly way without influencing their validity. After
all, everyone is entitled to communication-friendly measurements.

in a communication-friendly way.

3.3

The communication-friendly version (CF version) of the items of the three
questionnaires were experienced as easier and more understandable by the

42

Work package 3: Testing the comprehensibility
of the communication-friendly version of these
three questionnaires
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participants in comparison to the original items. It was indicated that this new
version was the more understandable due to better visibility (possibility to ad-
just the background colour according to preference) and use of colour pictures.

Furthermore, they found the read-aloud function helpful to comprehend
the question as well as the visual support of the answer scale. They judged the
connection of the answer scale to the question as good. For a small number of
participants, the paper version is preferred because of its tangibility and the
possibility to write on it. This supports the cognitive processing process. Paper
and e-versions should therefore exist side by side. As many aspects as possible
from the Communication-friendly Measurement Guideline should be applied

in the questionnaire.

Choosing the background colour

In total, 80 % of the participants say that they like choosing a background colour
because they have problems with their vision. This shows that the CF-version is
preferred over the original. Two participants (13 %) do not find it necessary to
choose a background colour because they have no problems with their vision
and another participant says it does not matter. One participant (7 %) could
not answer the question because of severe comprehension problems.

Better understanding

The majority of the participants indicated that the CF-version ensures better
comprehension due to high frequency words and short sentences; 86 % indi-
cated that choosing a background colour as well as the use of short sentences
and high frequency words helps to understand the question better because they
can see and read it better. One participant (7 %) could not answer the question
because of severe comprehension problems. The remaining participant (7 %)
indicated that background colour did not contribute to the comprehensibility
of the question because they did not experience any problems with their vision.

Listening to the question again

Of the participants, 67 % indicated that re-listening helped them understand
the question better because they could not read properly and that the CF-ver-
sion was therefore more comprehensible and came out best. A small number of
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the participants (20 %) indicated that it did not contribute to the understanding
of the questions because reading went well. The remaining two participants
(13 %) could not answer this question because of comprehension problems.

Clarity of visual support

Colour pictures are perceived to be the clearest: There were 3 participants
(27 %) who found the black and white line drawing the clearest as they found it
easier to look at. Three participants (20 %) found both the black and white line
drawing and the colour photos clear. One participant (7 %) could not answer
this question due to comprehension problems. The other participants (53 %)
found the colour pictures the most clear as they showed real people and they
could identify with the situation. All found visual support to be an added value
compared to the absence of visual support.

Difficulty of answering scale

In general, the response scale of the CF-version appeared to be the easiest
to fill in, which is why this version came out on top: 20 % found the paper
response scales the easiest to fill in because they found the little figures easier
and because they could tick them on paper. A total of 60 % found the answer
keys on the laptop easier to fill in because of the clear and distinctive colour
of the faces and the logical answer options. One participant (7 %) found them
both equally easy and the remaining two participants (13 %) could not answer
this question due to comprehension problems.

Comprehensibility of original version versus CF-version

The CF-version was found to be the most understandable by 46 % of the par-
ticipants because it was more visible and because the questions were presented
textually, visually and orally. Only 27 % of the participants found the paper
version the most comprehensible because it was tangible and they could write
on it. The remaining four participants (27 %) found both versions equally un-
derstandable.
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Level of difficulty original version versus CF-version

The CF-version was perceived to be the easiest; 46 % indicated that they found
the CF-version the easiest because the question was presented orally, because it
was easier to read because of the background colour and because they did not
have to write, but could just point/click. The participants who did not experi-
ence this (40 %) found the original version easier because it was more tangible.
One participant found both questionnaires equally easy (7 %). One participant
(7 %) could not answer this question because of comprehension problems.

More autonomy

The CF-version gave more autonomy to the participants. Participants were in
control of the pace of the CF-version, could make their own choices and could
decide whether they wanted to hear a question again. This gave them a feeling
of more independence:

“Even though it’s hard to control a laptop myself, I do feel more inde-
pendent”

4 Conclusion

In this project, a collaborative effort between researchers, clients and experts
has been made to develop a ‘Communication-Friendly Measurement Guide-
line’ using the method of design-oriented research. By involving experts on
language and visualization, professionals and especially the key-users from the
start of the project systematically and testing the adjustments, the results fit the
purpose. Strategies to make questionnaires communication-friendly have been
described in five domains (visualizations, representation of language, meaning
of language, answer scale and structure). Every strategy that is applied is a step
closer to a communication-friendly questionnaire. This research project has
shown that questionnaires are often not communication-friendly. A Commu-
nication-friendly Measurement Guideline has been developed in collaboration
with key-users and other stakeholders. The application of the guideline in ad-
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justing three existing questionnaires for communication vulnerable people,
has shown to improve the comprehensibility of questionnaires.

The importance of using easy language and visualizations with people with
language problems is confirmed by previous research described in the litera-
ture. Problems in processing visual-graphical symbols and graphemes make
the use of written questions for people with linguistic difficulties very prob-
lematic, the use of visualizations is then an important instrument of support
in increasing the comprehension of language, as also shown in the article by
Brown & Thiessen (2018).

By being able to indicate preference settings, the CF-version could be
adapted to the wishes of the participants, including choosing images of a man
versus a woman. This allows the images to be better tailored to the person’s
context. Previous research has also shown that the use of personalised images
is more effective than more generic images despite similar context and content
(McKelvey et al. 2010). In Beukelman and Weisman’s study (2007), partici-
pants also indicated that the use of images helps with text comprehension
(Beukelman et al. 2007).

Because most of the comprehensibility research (wp3) took place online, the
researcher had limited opportunity to observe these participants. If the research
had been entirely physical, there would have been more room for observations
and noticing body language, among other things; this was now partially lost due
to the often online research set-up. Because the researchers wanted to check the
comprehensibility and accessibility of three questionnaires, all participants also
had to answer questions that did not necessarily apply to them, for example a
question about swallowing problems when the person did not have a swallowing
problem. Thinking about the comprehensibility of a question without going into
the content of the question itself (metacognitive level) is not easy for people
with cognitive or communicative problems. It is difficult for them to ignore the
content of the question and talk about the design and comprehensibility of the
question. This caused confusion among some participants and reduced under-
standing of the essence of the comprehension survey. However, research shows
that people with aphasia are perfectly capable of training these meta-cognitive
skills and performing these tasks (Vas et al. 2020). The researcher tried to achieve
this by reassuring the client that they could not fill in the questionnaire incor-
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rectly and by asking short and concise questions afterwards about the compre-
hensibility. It was also discussed with the client that the answers were processed
completely anonymously, to prevent possible socially desirable answers.

Professionals and organizations can use the guideline to adjust low key
questionnaires that they have developed themselves. It is advised to involve
key users in this process, and to pilot the newly developed questionnaire. Re-
nowned questionnaires that are validated and proven to be reliable, can also be
adjusted. However, researchers should be involved in this process to re-assess
the validity and reliability of the newly developed questionnaire.
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Accessibility as a tool
for health-literate organizations

Communication, access and navigation
in organizational health literacy models and questionnaires

1 Introduction

The health care system in Germany is constantly shaped by an ongoing dif-
ferentiation and more specialized health care. Patients, insured persons, and
relatives are faced with increasingly complex requirements and a large variety
of information possibilities. Accessibility in health care organizations is an
elementary component for enabling participation, providing access, and ena-
bling individuals to act on their own. In this context, research is gaining more
and more insights into the extent to which promoting organizational health
literacy can help improve communication, access, and navigation (Lubasch et
al. 2021: 12646). Organizational health literacy (OHL) is demonstrated when
health literacy is effectively embedded in organizational action. Bitzer and
Serensen (2018: 759) state that health care institutions that act appropriately
with regard to the health literacy of clients and their individual abilities and
skills, have organizational health literacy. Individual health literacy is thus con-
text-dependent, i.e. whether and to what extent individuals can find their way
in health care institutions must always be interpreted against the background
of the concrete organizational conditions (Bitzer/Serensen 2018: 755). Bitzer
and Ernstmann (2019: 1) take up the definition from the U.S. Department of
Health & Human Services (CDC 2021: 1), noting that competencies are latent
constructs that manifest when they are needed. Therefore, they postulate with
the following definition: “Health literacy is the degree to which individuals are
enabled by the educational, social and/or health care system to find, process
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and understand health information relevant for appropriate health-related de-
cisions” (Bitzer/Ernstmann 2019: 1).

In a position paper of the Health Literacy Network Germany (DNGKe.V.),
Schaefer, Bitzer, and Dierks (2019: 2) differentiate those health-related deci-
sions concerning the “individual values, goals and circumstances of citizens
and patients, even if these decisions do not aim at the best medical outcome
or contradict generally recognized, also evidence-based recommendations
after well-founded consideration”. In this context, Meggetto et al. (2017: 21)
have highlighted in a systematic review that there are 19 different OHL terms
or phrases to describe OHL and outlined how they can be understood and
used. The importance of communication, access and navigation is evident in
many terminologies (Meggetto et al. 2017: 21). Examples that illustrate this
point particularly well are defined under the terms “Health literacy practice/s”,
“Health literacy environment”, “Health literacy responsive/ness”, “Health lit-
eracy systems level infrastructure” and “Improving health literacy in services’,
that “training and experience in communication, written information design,
working with vulnerable populations, access and navigation of services and
the service system; readability of forms, brochures and information” are a defi-
nition of terminologies aimed at describing the developments of the health
literacy system (Megetto 2017: 23).

Farmanova et al. (2018: 1) also examined OHL guidelines. In their sys-
tematic literature review, the authors found that of 48 included publications,
all addressed the topics of communication as well as access and navigation
and that the workforce plays an important role not only in health care but
also in the creation of a health-literate environment (Farmanova et al. 2018:
6). Furthermore, leadership was crucial in integrating health literacy into
an organization’s vision, mission, and strategic planning (Farmanova et al.
2008: 6). Analysing theoretical frames for OHL and OHL measuring tools,
the following will highlight the elements “communication”, “access”, and
“navigation”.
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2 Organizational health literacy:
Theoretical framing and an overview of features
of accessible communication

A model that characterizes individual health literacy as a dynamic concept
and depicts the efforts of organizations to promote health literacy was de-
veloped by Bitzer and Serensen (2018: 756). The authors state that the bet-
ter the structures and processes of health care and the professionals acting
within them, the more likely it is that health literacy will be achieved (Bitzer/
Serensen, 2018: 755). For this purpose, Bitzer and Sgrensen (2018: 755) have
developed a model that illuminates health literacy in the interaction of in-
dividuals with the health care system. This is presented as a self-generated,
adapted model in Figure 1, with responsivity as the basis. The inner circle ad-
dresses the individual level of health literacy to be able to make health-related
decisions. The outer, connecting circles target the organizational level with
organizations directing their efforts at providing health-related information
and services to promote the health literacy of their users. Bitzer and Serensen
(2018: 755) and Dodson et al. (2015: 13) show that systems and institutions,
as well as facilities, are required to design and provide health information,
sufficient resources, and support as well as the appropriate environment in
such a way that they can be comparably accessed and used by all individuals
with different levels of health literacy.
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Figure 1: Own illustration based on Bitzer and Serensen (2018: 756)

In this context, the Hildesheim Steps: “Hildesheimer Treppe”, the Hildesheim
school’s accessible communication model for the comprehensibility of texts by
the Research Centre for Easy Language (in German: Forschungsstelle Leichte
Sprache, 2020: 15) can be linked to Figure 1. Central to this are the elements
“understanding” and “appraising”, which are also used in the model by the
Forschungsstelle Leichte Sprache (2020: 15). The authors (Forschungsstelle
Leichte Sprache 2020: 15) state that users can only act on the basis of texts that
they can first find, perceive and thus comprehend. Subsequently, the texts are
linked to previous knowledge and must correspond to the user’s expectations
and thus be accepted before the user can proceed to action (Forschungsstelle
Leichte Sprache 2020: 15, Maaf8 2020: 26). Especially for users with hearing or
visual impairments, organizations can offer information in audiovisual forms
with subtitles or sign language. In the following chapter, the concept of organi-
zational health literacy with the 10 attributes will be discussed in more detail and
options will be presented as to how organizations can “make it easier for people
to navigate, understand, and use information and services” (Brach 2012: 1).
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3 Improving organizational health literacy:
10 Attributes of health-literate health care
organizations

A globally recognized and fundamental concept that characterizes health-lit-
erate organizations was developed in the USA by the Institute of Medicine
(IOM) of the National Academy of Science in 2012 (Brach etal. 2012: 1-27). It
was published as a discussion paper and states that a health-literate organiza-
tion helps all people, including those with low health literacy levels, to obtain
health-related and easily understandable information that they need for their
individual decision-making (Brach et al. 2012: 2). The concept was predomi-
nantly developed for facilities involved in the provision of health services such
as hospitals and rehabilitation centres or pharmacies and surgeries (Brach et
al. 2012: 2). With regard to content, the concept consists of 10 attributes that
should serve as a guide for the facilities and should be used to improve the
environment (ibid.). To facilitate their use in practice, the authors have written
implementation strategies for organizations promoting health literacy (ibid.).
Table 1 shows the 10 attributes, which have also been adapted for the WHO Eu-
rope report “Health Literacy — The Solid Facts” (Kickbusch et al. 2013: 31-32).

1 Has leadership that makes health | « Develops and implements policies and

literacy integral to its mission, standards

structure and operations « Sets goals for improving health litera-
cy improvement, establishes accounta-
bility and provides incentives

« Allocates fiscal and human resources

« Redesigns systems and physical space

2 | Integrates health literacy into « Conducts health literacy organization-
planning, al assessments
evaluation measures, patient safe- | « Assesses the impact of policies and
ty and quality improvement programs on individuals with limited
health literacy

« Factors health literacy into all patient
safety plans
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3 | Prepares the workforce to be
health literate and monitors
progress.

« Hires diverse staff with expertise in
health literacy
« Sets goals for training staff at all levels

4 | Includes populations served in
designing,

implementing and evaluating
health information and services

« Includes individuals who are adult
learners or have limited health literacy

« Obtains feedback on health informa-
tion and services from individuals
who use them

5 Meets the needs of populations
with a range of health literacy
skills while avoiding stigmatiza-
tion

« Adopts universal precautions for
health literacy, such as offering every-
one help with health literacy tasks

« Allocates resources proportionate to
the concentration of individuals with
limited health literacy

6 | Uses health literacy strategies in
interpersonal communication
and confirms understanding at all
points of contact

« Confirms understanding (such as
using the teach-back, show-me or
chunk-and check methods)

« Secures language assistance for
speakers of languages other than the
dominant language

« Limits to two to three messages at a
time

« Uses easily understood symbols in
way-finding signage

7 | Provides easy access to health
information and services and
navigation assistance

« Makes electronic patient portals us-
er-centered and provides training on
how to use them

« Facilitates scheduling appointments
with other services

8 | Designs and distributes print,
audiovisual and social media
content that is easy to understand
and act on

« Involves diverse audiences, including
those with limited health literacy, in
development and rigorous user testing

« Uses a quality translation process to
produce materials in languages other
than the dominant language
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9 | Addresses health literacy in high- | « Gives priority to high-risk situations

risk situations, including care (such as informed consent for surgery
transitions and communication and other invasive procedures)
about medicines « Emphasizes high-risk topics (such

as conditions that require extensive
self-management)

10 | Communicates clearly what « Provides easy-to-understand descrip-
health plans cover and what tions of health insurance policies
individuals will have to pay for « Communicates the out-of-pocket
services costs for health care services before

they are delivered

Table 1: 10 Attributes of Health-Literate Health Care Organizations (Brach et al. 2012: 3)

3.1 Organizational health literacy:
Changing perspectives and creating more accessibility

If the 10 attributes of health literacy promoting health care institutions are
related to the hospital setting, it can be seen that communication, navigation,
and access play an important role. Therefore, the following chapter shows a
further description of the 10 attributes according to Brach et al. (2012: 3-19).

Attribute 1: Leadership promotes health literacy

The leadership of a hospital advocates health literacy as a core value of its
mission statement, structures, and processes. Accordingly, employees who pro-
mote health literacy need leaders who present health literacy as a significant
characteristic.

To be considered a health literacy-promoting organization, not only indi-
vidual projects for the development of health literacy should be internalized,
but rather health literacy should be consolidated as a central value system in
the organization.

An organization and its culture are shaped by managers, which makes a
health literacy-promoting attitude indispensable in order to take all employ-
ees with them (Schyve 2017: 2). In particular, leaders should communicate
transparent guidelines and forms to employees and society. Leaders of a hos-
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pital that promote health literacy know the importance of communication and
emphasize the health-competent rules of communication. Communication
should be characterized by appreciation. Continuous evaluations should also
be carried out to show where the organization and its individual employees can
be assessed and which criteria need to be changed or adapted to move closer
to the goals (Brach et al. 2012: 5-6).

Attribute 2: Health literacy and its integration
in organizational processes

A hospital that promotes health literacy aligns strategic planning, evaluation
measures, patient safety, and quality development in terms of health literacy;
these factors describe the second attribute.

To fulfil the status of a health literacy promoting organization, health lit-
eracy must be integrated into all services, strategic and operational planning.
Initiatives to promote health literacy must be created and evaluated at prede-
termined intervals (Brach et al. 2012: 6-7). For this purpose, indicators and
measurement methods should be created and applied that enable valid and
reliable measurements. Quality assurance is a basic requirement for health
literacy promoting organizations. Therefore, quality development is important
and patient well-being measures are used. The survey materials created for this
purpose, e.g. questionnaires, must be formulated in a comprehensible way and
provide opportunities and assistance to allow for further inquiries (Brach et al.
2012: 8). Communication mistakes are always documented to analyse causes
and to identify systematic faults so that action can be taken. An example of a
learning and reporting system in hospitals in Germany is CIRS (Critical In-
cident Reporting System), which is used for anonymous reporting of critical
incidents as well as near misses (Bundesarztekammer 2022).

Attribute 3: Promotion of health literacy among employees

Institutions that improve health literacy assign a high relevance to staff train-
ing in the area of health literacy, which is explained in this third attribute. A
culture can only be developed through comprehensive training, whereby a
common goal, such as adapted communication, can be achieved. The target
group for training in a hospital should not only be medical staff but also em-
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ployees who represent the organization externally, e.g. reception staff. They
need special didactic training to effectively inform and support patients. It is
also beneficial for employees who are not in direct contact with patients, such
as management staff, to take part in training courses in order to be aware of
issues related to the promotion of health literacy and its further developments
(Coleman 2011: 70). In addition, the group of new employees in a hospital
must already be informed in introductory events about the purpose of health
literacy improvement measures of the organization. At regular intervals, the
health literacy skills of the employees are evaluated and those who need further
training receive educational measures, the effects of which are then checked
again (Brach et al. 2012: 8-9).

Attribute 4: Participation and cooperation of service users

Concerning practice, it can be stated that target group representatives such as
patients in hospitals are unfortunately very rarely or not at all involved in the
development and design of information and services (Miinch/Dierks 2017: 72,
Kowalski et al. 2015: 4). The perspectives of all stakeholders, especially those of
people with low health literacy, are necessary when it comes to planning and
developing programmes as well as materials to further develop health literacy.
With the inclusion of the target group, both sides - organization and individ-
uals - can benefit. On the one hand, the needs of the patients can be better
integrated into the processes and structures of the organization, and on the
other hand, the patients can better understand the whole organization with its
processes and thus use the services more appropriately (Neuhauser et al. 2009:
2188). In a hospital it is therefore important that target group representatives
are included in the advisory bodies as well as in the decision-making bodies
(Brach et al. 2012: 9-10).

Attribute 5: Needs-oriented measures

As already mentioned in Chapter 2 with Figure 1 and in connection with
the Hildesheim school’s accessible communication model (Forschungsstelle
Leichte Sprache 2020: 15), health literacy improving hospitals respond to each
individual and make sure that the information is understood by the patients,
e.g. with the help of audio-visual media. A health literacy improving organ-
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ization strives to give priority to those individuals who have difficulties in
understanding and navigating the information (Brach et al. 2012: 10-11). Ad-
ditional support is provided by the organization, e.g. case managers assist with
insurance matters. In the hospital setting, patient navigators, patient advocates
or health educators can also be used (Brega et al. 2015: 35).

Attribute 6: Effective communication

Language barriers are a major challenge for quality assurance in health care.
The less understanding of health and knowledge patients have, the more
difficult it is to communicate (Logan 2017: 96, Schillinger et al. 2004: 315,
Schillinger 2021: €233, Vernon et al. 2007: 2). People with low health liter-
acy are mainly ashamed and consequently ask fewer questions or queries to
health care providers (Schillinger et al. 2004: 315). If patients also have lower
language skills, communication becomes even more difficult (Schenker et al.
2010: 224). The purpose of interventions is therefore to effectively promote
two-way communication; various methods can be used to achieve this (Baker
et al. 2011: 73). On the other hand, a trained and active staff team is also im-
portant. However, to help and support patients in their daily clinical routine,
comprehensive communication structures, and patterns must be created. Clear
communication is important, regardless of whether it is about directions or
making an appointment.

Attribute 7: Providing information and enabling easy access

To make it easier for patients and visitors to find health information and ser-
vices, targeted navigation measures are needed at the organizational level.

In health literacy improving organizations, it is important that more em-
phasis is placed on a user-friendly design that patients and citizens, as well as
staff, can relate to.

In organizations that promote health literacy, attention is paid not only to
an improved signage system and the structural design but also to the transmis-
sion of information by the staff (Groene/Rudd 2013: 227). Staft should provide
visitors and patients with precise information and help them to find their way
around the organization.
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Many people are often overwhelmed by the amount of health information
available. They often have little or no idea what to do with the amount of infor-
mation available, which creates problems for them (Schaeffer et al. 2021: 58).
This is becoming more and more of a challenge with an increasing amount of
misinformation (Schaefter et al. 2021: 3). In organizations that improve health
literacy, these people should, on the one hand, receive support from the staft
but on the other hand, they should also receive comprehensible information
via electronic media (Lazaro Gutiérrez 2017: 140, Maaf3/Hernandez Garrido
2020: 131). Younger people in particular are increasingly using the internet for
information (Schaeffer et al. 2021: 66). Both personal information, as well as
educational content on health topics, can be accessed there; furthermore, it is
possible to exchange information with other health care providers and to ask
questions (anonymously) (Brach et al. 2012: 12-14).

As the Health Literacy Survey Germany 2 (HLS-Ger 2) on the health literacy
of the population in Germany shows, it is difficult for many people to judge
whether the information found on the internet is trustworthy and whether
there is commercial interest behind the information (Schaeffer et al. 2021:
69). This underlines the need for reliable independent and evidence-based
health information like informedhealth.org, which is why it is important for
health literate institutions to place more emphasis on a user-friendly design
that patients, but also staff, can relate to.

Health information in Easy and Plain Language is of equally high impor-
tance because, according to results of the LEO study from 2018, around 6.2
million adults aged 18-64 have low literacy skills, equivalent to alpha level
1-3 (Grotliischen et al. 2019: 5). This corresponds to a share of 12.1 percent
of the population in this age group. Combined with employment, the LEO
study presents a result of 62.3 percent of all low-literate adults (Grotliischen
et al. 2019: 12). In summary, low literalization means that a person can read
and write German up to the level of simple and shorter sentences, but fails at
the level of connected texts (Grotliischen/Buddeberg 2019: 343). Therefore,
hospitals that improve health literacy create materials that are easy to under-
stand and comprehensible for the users (Brach et al. 2012: 12-13). Against this
background, reference can be made again to Figure 1, whereby health literacy
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promoting hospitals also support “understanding” with their structures and
processes as well as qualifications.

Attribute 8: Media diversity

A health literacy promoting institution uses media diversity to ensure the un-
derstanding of the target group. If the current materials are not user-friendly,
new materials are developed and designed (Brach et al 2012: 14). This is the
responsibility of health literacy organizations and their experts.

Personal contact and training of patients are essential in health literacy or-
ganizations along with additional information materials. The written materials
should be simply formulated and written in short sentences. Some tools can
be used to develop easy-to-read materials in print and digital formats, such as
the English-language Toolkit for Making Written Material Clear and Effective
(Centers for Disease Control and Prevention 2020: 1) or Clear & Simple: De-
veloping Effective Print Materials for Low-literate Readers (National Institutes
of Health: 2021: 1). Relating to this, initiatives and recommendations for the
use of Easy Language also exist in German-speaking countries; one example
is the Handbook for Easy Language, which outlines the rules and principles
(Bredel/Maaf3 2016).

It is also very important that multilingual materials are available in or-
ganizations. If these are not sufficient, interpreters who are familiar with the
respective culture and mother tongue must be called in (Brach et al. 2012: 16).
Different media should also be applied. After use, the efforts for media diversity
are evaluated and revised at regular intervals using suitable instruments. The
users are also integrated into the evaluation by filling out customer question-
naires on the existing materials and providing further suggestions and potential
for improvement (Brach et al. 2012: 14-16).

Attribute 9: Health literacy in high-risk situations

In clinical settings, communication and understanding are very important
in interpersonal relationships. When making risky decisions, a higher lev-
el of reassurance is sought to check whether patients have internalized the
information. In hospitals, examples of this would be consents for surgeries,
prescriptions for medicines, and their intervals, and forms or applications. To
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avoid miscommunication in sensitive situations, organizations that improve
health literacy should implement standards and processes that ensure a high-
er level of safety (Brach et al. 2012: 16-17). The teach-back method can be
used, whereby the information conveyed must be reproduced by the patients
in their own words. The chunk and check technique is another instrument
through which information is conveyed in small pieces and only continued
after the interlocutor has reproduced the information in his or her own words
(NHS Scotland 2022). True to patient safety, self-management of intake and
medication safety must also be primarily improved. For this reason, organiza-
tions that improve health literacy attach importance to providing patients with
personal information and support in the form of various aids (e.g. medication
dispensers, dosage aids, etc.) to ensure that patients understand how to take
their medication correctly (Brach et al. 2012: 17-18).

Attribute 10: Transparency of services

The aim of health-literate organizations is to provide information and con-
tact details of insurance providers in order to help people making informed
decisions. First and foremost, education about covered services and costs
must take place at the point of service delivery i.e. at the health care organ-
izations. Here, too, proper communication and understanding of the other
party play a role that should not be neglected. For example, doctors should
know which medicines are financed and which medicines require further
authorization. Before patients give their consent to treatment, they must be
informed about the risks, side effects, and costs involved (Brach et al. 2012:
18-19). Looking at the country of origin of this concept, the tenth attribute
plays a major role in the United States of America due to the elucidation
of forms of financing for self-payers. However, in Germany the health care
system has different prerequisites, therefore, this attribute is not further rel-
evant for the German-speaking region. It has also been neglected in further
research on the status of organizational health literacy in German hospitals
(Miinch 2018: 37).
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4  Measurement of organizational health literacy
and its instruments using a toolbox

For the development and improvement of an organization in terms of health
literacy with target group-specific interventions, a presentation and assess-
ment of the current state are required. This can be done with the help of a
written survey of the different actors. Currently, 150 measurement instruments
are available internationally, which differ in terms of length (from 1-3 to 40
items), focus (general vs. disease-specific) as well as the type of application
(written/online/oral) and the psychometric properties (Bitzer/Sgrensen 2018:
756). Concerning organizational health literacy, two instruments have estab-
lished themselves in the German-speaking area. The first instrument is the
Vienna Model of Health Competence in Health Care Organizations by the
Ludwig Boltzmann Institute Health Promotion Research (LBIHPR), which
was developed in cooperation with the Austrian Network of Health Promoting
Hospitals (ONGKG) (Dietscher et al. 2015a: 8) and the second instrument is
the health literate health care organization 10-item questionnaire (HLHO-10)
by Kowalski et al. (2015: 4).

In the Vienna Model of Health Competence in Health Care Organiza-
tions four objectives were targeted: access to living and working in a hospital;
treatment, care, and therapy; disease prevention and management; and health
promotion and lifestyle development (Dietscher et al. 2015a: 9). In addition to
patients, other stakeholders such as staff and society were also focused on as a
further target group. To operationalize health literacy (HL), 9 standards with a
total of 22 sub-standards and 160 items were applied (see Table 2, Dietscher et
al. 2015a: 11). As Bitzer and Sérensen (2018: 759) describe, the concept links
the topics of organizational health literacy with quality management strategies.
The implementation of the model was supported by the provision of a self-
assessment tool and a toolbox, which can also be used for auditing (Dietscher
etal. 2015a: 14).
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Patients Staff Community

Organizational
structures & pro-
cess-capacities
implementation

Domain 1
Access to,
living &
working in
the organiza-
tion

Standard 4: Navigation assistance

4.1 Accessible contact via website and telephone

4.2 Provision of information relevant for arrival and
hospital stay

4.3 Availability of support at main entrance

4.4 Clear and easy-to-understand navigation system
4.5 Free availability of health information for patients
and visitors

Disease man-

Domain 2 Standard 5: Standard 3: Standard 8:
Diagnosis, HL in patient Develop HL Contribute to HL
treatment & | communica- skills of staff in the region
care tion for patient 8.1: promotion of

5.1 in spoken communica- continuous and

communication | tion integrated care

5.2 in written 3.1 for all

communication | situations that

5.3 support involve com-

by language munication

translators and

interpreters

5.4 also in

high-risk situ-

ations
Domain 3 Standard 6: Standard 7:

Promote HL Promote HL of

agement & of patients and | staff
prevention relatives 7.1 for the
6.1 for dis- self-manage-
ease-specific ment of occu-
self-manage- pational health
ment and safety risks
Domain 4 Standard 6: Standard 7: Standard 8:
Healthy Promote HL Promote HL of | Contribute to HL
lifestyle de- of patients and | staff HL in the region
velopment relatives 7.2 for healthy | 8.2 contribution
6.2 for healthy | lifestyles to public health
lifestyle devel- within the realm
opment of possibility

Standard 1: Man-
agement policy
and organiza-
tional structures
1.1 HL as corpo-
rate responsibility
1.2 Quality assur-
ance of HL

Standard 2:
Participative
development of
materials and
services

2.1 Participation
of patients

2.2 Participation
of staff

Standard 9:
Dissemination
and further
development

9.1 support of the
dissemination
and further devel-
opment of health
literacy

Table 2: Self-assessment tool following the Vienna-Health Literate Organisation model
(Pelikan 2016: 13) (Author’s own representation)

© Frank & Timme  Verlag fiir wissenschaftliche Literatur

65



Nicola Hiberle

The Vienna Health Literate Organisation (V-HLO) Instrument was tested be-
tween October 2014 and March 2015 in 9 Austrian hospitals for comprehen-
sibility, relevance, and feasibility as well as its usefulness for organizational
diagnosis and basic applicability for benchmarking between organizations and
organizational units (Dietscher et al. 2015a: 11). The comprehensibility of the
standards, sub-standards and items was confirmed by the participants in the
pilot survey, and suggestions for improvement were incorporated. The pilot
institutions set up multi-professional teams to conduct the self-assessment in
the best possible way.

The results of the pilot facilities show that no facility or standard achieved
very good scores. The greatest potential for improvement was found in Stand-
ard 2 (Develop and evaluate materials and services in a participatory manner),
Standard 3 (Qualify staff for health literate communication with patients),
and Standard 1 (Establish management principles and corporate structure for
health literacy). The best results were achieved for Standard 4 (create a sup-
portive environment — navigation aids and access to health information) and
Standard 7 (improve the health literacy of staff) (Dietscher et al. 2015b: 7).

Dietscher et al. (2015a: 49) point out which measures can be implemented
as a result of the pilot study and with regards to the further development of
accessibility, the Vienna model also shows different approaches. For exam-
ple, Standard 3 considers health literacy communication with patients as oral
communication with the methods “Ask me Three” and “Teach back”. “Ask me
Three” is a method that encourages patients and their families to ask three
specific questions of their providers to better understand their health con-
ditions and what they need to do to stay healthy. The questions are: What is
my main problem? What do I need to do? Why is it important for me to do
this? In Germany, there are also campaigns such as the Health Network for
Billstedt and Horn. With their campaign “3 Fragen fiir Ihre Gesundheit” they
want to activate patients and improve their communicative skills (Gesundheit
fur Billstedt/Horn UG 2017).

In Standard 4, Dietscher et al. (2015a: 24) suggest that the organization
should enable accessible initial contact via the Internet and telephone; for
example, the website should be found in Plain Language with clear and sim-
ple text. Moreover, native-language communication is also addressed by the
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Vienna model regarding telephone or video communication or in signpost-
ing and signage (Standard 4, Dietscher et al. 2015a: 29). Furthermore, the
authors demonstrate that an organization that promotes health literacy asks
for and takes into account different communication needs (e.g., language). In
addition, adequately trained translators are always consulted if necessary, and
when communicating with non-native speakers, employees should take this
into account and for example speak more slowly (Dietscher et al. 2015a: 50).

Another self-assessment instrument that can be classified as a reliable and valid
measurement tool is the health literate health care organization 10-item ques-
tionnaire (HLHO-10) by Kowalski et al. (2015: 4). Based on the 10 attributes
of a health literate organization according to Brach et al. (2012: 3) (see Table
1), a questionnaire with 10 items was developed based on a literature review,
an expert workshop, and a focus group discussion as well as qualitative inter-
views. In the validation study, 51 breast cancer centres were included and the
questionnaire achieved acceptable to good properties in terms of psychometric
properties. As the authors describe, there are two ways to use the HLHO-10
instrument (Kowalski et al. 2015: 6). The first way is to network the instrument
in research to demonstrate the extent to which healthcare organizations are
able to respond to the health literacy of patients and citizens (Kowalski et al.
2015: 8). The second way shows that the HLHO-10 can be used as a self-as-
sessment tool to identify needs in order to better respond to patients” health
literacy (Kowalski et al. 2015: 8).

This instrument is widely used in research. The HLHO-10 has already been
used in a survey on patient orientation in the health care region of Cologne
(SOPHIA) (Hower et al. 2019: 43). This survey showed that of the 237 partic-
ipating facilities, the greatest needs were assessed in the inclusion of patients,
in the development of health information as well as in individualized health
information in different languages, font sizes with Braille and further efforts
(Hower etal. 2019: 4). The facilities in the Cologne region also assess a need for
patient orientation in the development of health information. Moreover, they
still see the potential to provide information for different patients via different
media such as picture stories or DVDs, but also three-dimensional models.
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The training of staff was also emphasized, which is still needed on the topic of
health literacy (Hower et al. 2019: 4).

Furthermore, the HLHO-10 is also used in a German university hospital,
where it is interesting to see whether the information on organizational health
literacy is similar across departments, occupational groups, and patient groups
(Lubasch et al. 2021: 1).

5 Conclusion

Health literacy is of great importance in the health system and health care or-
ganizations and can create opportunities to expand accessibility in addressing
communication, access, and navigation as the 10 attributes of health literate
organizations show. It can also be emphasized that improving health literacy
in organizations can contribute to improving the quality of treatment out-
comes (Dietscher et al. 2015a: 7). In addition, various approaches analyse and
highlight the need for development of health literacy in healthcare institutions
(Lubasch et al. 2021: 1, Hower et al. 2019: 2). As the previous chapters show,
there are existing concepts, instruments, and practical experiences that act as
organizational diagnoses or also implementation tools (Kowalski et al. 2015: 6,
Dietscher et al. 2015a: 11).

The National Action Plan on Health Literacy (NAP) in Germany also fo-
cuses on the topic, which emphasizes the responsibility of the organizations
(Schaefter et al. 2018: 38). In Strategy Paper #4 on Recommendations 6-10 of
the National Action Plan in Germany, five strategic proposals are discussed
that address navigation in the health care system, as well as the communi-
cation competence of health care professionals and the user-friendly design
of health information or patient participation (Schmidt-Kaehler et al. 2019:
4). In this context, it can be seen that accessibility plays a decisive role, as is
shown for example in the user-oriented development of information. Thus,
an “interpreter service” is needed in a double sense, so that vulnerable target
groups are more comprehensively encountered and cultural diversity is taken
into account accordingly (Schmidt-Kaehler et al. 2019: 7).
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In Germany, the Health Literacy Network Germany has joined forces to
develop, evaluate and disseminate methods and concepts for promoting health
literacy. One focus is on organizational health literacy and there is a working
group on this topic. For the network and as a result of this working group, the
authors Schaefer, Bitzer, and Dierks (2019: 7) have set up measures to strength-
en organizational health literacy, which are intended to advance organizational
health literacy in the prevailing health system. These are presented below.

The collection and documentation of already existing initiatives and instru-
ments (“a kind of mapping”) are reported to be able to specifically record and
direct needs as well as ongoing or completed projects and programs (Schaefer
etal. 2019: 7).

In addition, the collection of examples of successful implementation of
organizational health literacy and analysis of facilitating factors and barriers,
i.e. a collection of best practices, is declared desirable (Schaefer et al. 2019: 7).

Improving the visibility and implementation of reliable health information
in the sense of “good health information practice” is also necessary, as is the ad-
aptation or development of criteria for organizational health literacy for health
care institutions (Schaefer et al. 2019: 7). Schaefer, Bitzer, and Dierks (2019: 8)
also write about the (further) development of standards for health-competent
organizations and the development of proposals and measures for implemen-
tation.

Networking of the institutions affected by the promotion of organizational
health literacy is considered useful, as is the creation of framework conditions
in the health system that are oriented towards the common good and enable all
health professionals to actively promote the health literacy of their addressees
through information, advice, education, and guidance (Schaefer et al. 2019:
8). Finally, the authors emphasize the development and implementation of
strategies to promote the health and user competence of the different user
groups in the health care system, taking into account vulnerable groups such
as people with special needs, with low socio-cultural and economic resources,
people with a migration background, people with chronic diseases, disabilities
or in old age (Schaefer et al. 2019: 8).

In conclusion, the concept of organizational health literacy describes dif-
ferent possibilities for the micro/meso and macro levels of the health system
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and can help to improve communication, access and navigation for users. Fur-
thermore, measurement tools already exist that enable organizations to identify
the fields of action that need to be addressed with regard to the improvement
of organizational health literacy. It is important that health care organizations
recognise their mission in this respect and, as shown in Figure 1, that structures
and processes need to be adapted in such a way that they enable all users to
make appropriate health-related decisions.
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JULIAN HORNER

Accessible and reliable health information
on the internet

How we introduced Plain Language to apotheken-umschau.de -
a project report!

1 Introduction

More than half of the German population experience considerable difficulties
in locating, understanding, assessing and using health-related information.
This finding of the Health Literacy Survey (HLS-GER) in Germany (Schaeffer
etal. 2016)* and the resulting National Action Plan Health Literacy to promote
health literacy in Germany (Schaeffer et al. 2018) has inspired us at Wort &
Bild Verlag. After all, as Germany’s leading health publisher, we consider it
our responsibility to make reliable and helpful information on diseases, med-
ications and preventive health care accessible to everyone with as few barriers
as possible. In the Apotheken Umschau’s online editorial team, our aim is to
ensure that everyone who has difficulties navigating the maze of information,
can find comprehensible information at apotheken-umschau.de (Presseportal

1 I would like to take this opportunity to express my heartfelt thanks to all those who have
worked on this project in various roles to realize this special offer on our website:
Firstand foremost, my colleagues at Wort & Bild Verlag: Nina Buschek, Irmela Manus, Carolin
Collin, Andreas Krenz, Andreas Kirchhammer and Agota Vincze.
Then, of course, Janina Kroger, Christiane Maaf}, Isabel Rink and their team of translators
from the Research Center for Easy Language at the University of Hildesheim.
And last but not least, Dennis Ballwieser, who as the responsible editor-in-chief believed in
this project from the very beginning and continues to support it.

2 From the follow-up study, HLS-GER 2, we now know that the health literacy of the population
in Germany has actually deteriorated over the past seven years. At 58.8 percent, significantly
more than half of the population has low health literacy (ct. Schaeffer et al. 2021).
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2019, Oktober 3019) Confronted with these alarming study results, we began
to ask ourselves: Are we really reaching the general public with our medical
guides on the internet? How can we do better?

Amongst a few other approaches, we considered adding information boxes
in Easy Language with brief summaries of our articles’ central content. At a
training course at the Academy of the Bavarian Press in March 2019, I wanted
to acquire the necessary knowledge about the dos-and-don’ts of Easy Language
in order to pass it on to my colleagues on the editorial team. During this two-
day workshop, I quickly realized that the differences between texts in standard
language and texts in Easy Language are quite considerable, and entails a real
translation effort. We realized that we didn’t have anyone on the editorial staft
qualified to do this. Neither I nor my colleagues had the time to train as trans-
lators alongside our daily business. So if we wished to expand our service and
create universal access to the linguistic content of our texts, we would have to
hire a translation agency.

With this idea in mind, I approached my editor-in-chief Dennis Ballwieser
and asked if we could commission such translations. He was immediately taken
with the idea. After all, he was well aware of the problem of inadequate health
literacy among the German population. As the person in charge of the largest
consumer medium in the German-speaking area, he is constantly looking for
ways to better reach our readers.

So we launched a test run. Initially, 10 texts were to be translated. If that
went well, we could gradually have the entire lexical content of our medical
guides translated. It was particularly important to us that the translation of our
texts met the same standards that apply to our original texts: they would have
to be scientifically sound, professionally verified and absolutely independent.

Fortunately, I quickly came across the Research Centre for Easy Language
at the Institute for Translation Studies and Specialized Communication at the
University of Hildesheim.
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2 Initial strategic decisions: Balancing enhanced
comprehensibility with acceptability

Together with our colleagues at the Research Centre, we first defined the pri-
mary target groups of our texts. In the process, we identified with the following

groups of readers:

« People with cognitive impairments

People with dementia-type illness
« People with visual and hearing impairments

People with language impairments (e.g. after stroke)

o People with little knowledge of German or lack of language skills (e.g.
due to migration experience)

o People with diverging educational opportunities

All these groups benefit greatly from texts in Easy Language. However, in the
context of the website apotheken-umschau.de, Easy Language would probably
have an acceptance problem due to some of its features like the ban on 3rd
person pronouns, extensive explanations of words and concepts considered
peripheral, or the rule to start a new line for each sentence (Maaf; 2020). As one
of the largest health portals in Germany, apotheken-umschau.de aims to reach
the general public. Outside the context of public administration and social
organizations, however, it is not (yet) a matter-of-course in German-speaking
countries to encounter texts in Easy Language in online content. We were
concerned that texts with these features would be rejected by the broad public
and therefore contribute to stigmatization rather than inclusion. We wanted
to avoid that at all costs. The translations should be as accessible, but at the
same time as acceptable as possible. As Christiane Maaf} points out in her
volume Easy - Plain — Accessible: “The best offer isn’t worth anything if it is
not acceptable and therefore not used” (Maaf3 2020: 11). For this reason, we
decided to have the texts translated into Plain Language in consultation with
the Research Centre for Easy Language. However, the linguistic ruleset of the
texts was to be strongly oriented toward Plain Language and to be as percepti-
ble and comprehensible as possible. The challenge in this context is to weight
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and balance perceptibility/comprehensibility on the one hand and acceptance/
risk of stigmatization on the other (ibid.: 266). With our consent, the Research
Centre for Easy Language executes our comprehensibility-enhanced texts as
part of a research project. “This project is intended to shape guidelines for an
enriched version of Easy Language defined as Easy Language Plus [...] At the
same time, the project generates a corpus of health information texts in Easy
Language Plus that is, to this day, the biggest in the German-speaking area: [...]
text- and user-centred research is being conducted to explore perceptibility,
comprehensibility, recall and acceptability of these texts in comparison with
standard texts and texts that have the full range of Easy Language features.”
(ibid.: 264.; A more detailed description of the project’s linguistic aspects are
to be found in: ibid.: 262-275).

These evolving guidelines aim to bridge the gap between Easy Language
and Plain Language as visualized in the figure below.

enhanced comprehensibility/reduced complexity

EL EL+ PL Standard/Expert Lang.

Figure 1: Easy Language - Easy Language Plus - Plain Language - Expert Language
(MaaR 2020: 14)

Even though our translations are in fact texts in Easy Language Plus, we label
our service as “Einfache Sprache” (Plain Language — PL). This term is recog-
nized and reasonably well known. Accordingly, I will also use the term Plain
Language throughout this paper, even though what is actually meant is Easy
Language Plus. In this way, I would like to minimize possible confusion re-
garding the terminology.
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3 Multi-stage translation process

Once we knew who we wanted to write for and how, we went on to define the
corpus of text we wished to have translated. Our selection criteria for this were:

o Traffic:
The articles to be translated should have a wide reach (measured in
page impressions) in order for the translation to be noticed at all.

« Relevance:
Which texts are relevant to the target audience according to the as-
sessment of the medical colleagues?

o Currency of the guides:
The guides to be translated should be as up-to-date as possible and
should have been last updated no more than one year ago.’

All texts are scientifically reviewed twice: from a linguistic perspective by the
Research Centre for Easy Language, and from a medical or pharmaceutical
perspective by a member of the scientific editorial staft of Apotheken Umschau.
Selected texts are sent to the Research Centre for Easy Language. The project
lead there distributes the texts to a translator from their team. The translator
produces a rough translation. This translation is first sent to a colleague at the
Research Centre, who proofreads it and checks the language (dual control
principle).

Only when the translation has been checked and is approved from a lin-
guistic perspective, it is sent back to the editorial office at Apotheken Umschau.
There, a member of our scientific editorial staff checks whether the medical
information in the translation is still valid despite reduction of complexity and
shortening. This step usually involves making the wording more precise so that
it can be action-enabling for our readers in the medical sense. In the case of

3 Medical knowledge is in a constant state of flux. Accordingly, our editorial team relies on a
regular update cycle for all medical advice texts. We do this regardless of the appearance of
new medical treatment guidelines, which of course necessitate immediate updating of the
corresponding health guides on our website.
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translations into Plain Language, we therefore apply the same high standards
that apply to all our publications and that make us outstanding in the field of
German-language consumer media.

3.1 Structure of the guides

All our texts in Plain Language are kept as short as possible. On average, the
print version comprises only three pages of Plain Language text (including
images, where available). The texts follow a macrostructure that was devel-
oped by our partners at the Research Centre for Easy Language and which is
based on the structure of the original texts. Ideally, the structure will follow
the pattern below:

o What is XY?

o What happens with XY?

» How can you recognize XY?

« What are the causes of XY?

o What can you do about XY?

« Where can you get more information?

In the last section “Where can you get more information?”, there is always
a backlink that refers back to the original text. Of course, this structure is
adapted to the respective requirements of the original text. We omit individual
aspects or replace them with others if they do not make sense for the topic in
question. Where necessary, we add thematic paragraphs. For example, in the
guide on strokes, first aid measures are explicitly dealt with in a separate section
of the text (Apotheken Umschau 2019, September 29). In texts on diagnostic
methods, on the other hand, we tend to explain the procedure, the necessary
preparations, or the risks associated with the respective measure (cf. Apotheken
Umschau 2020, January 27). Advice texts on medicines and medicinal plants
do not ask “What are the causes of XY?”. In that case, the structure usually
looks more like this:
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o What is XY?

» How does XY work?

o What should you be aware of when using XY?
o What side effects are possible?

« What interactions are possible?

« Who should not use XY?

Where can you get more information?

It is important to us that the texts always have an identical structure in order to
enhance their perceptibility. The framing text modules (boxes) also contribute
to this, labelling them as belonging to the Plain Language service. All texts are
preceded by

« astandardized introductory sentence instead of a conventional article
teaser: “Dieser Text informiert in Einfacher Sprache zum Thema:
XY”4

« a table of content that allows users to jump directly to the relevant
subheading (and return from there to the beginning of the text) via
a jump mark navigation.’

At the end of the texts our readers will find two orange-coloured boxes:

o The first box is a teaser containing a link back to the landing page
where all articles in Plain Language are listed.

o The second box bears the quality seal of the Research Centre for Easy
Language and identifies this text as linguistically approved.

4 Translation by Julian Horner: “This text informs in Plain Language about the topic: XY”.

5 Thus, depending on the respective reading and comprehension skills or strategy, one can read
the texts in their entirety or jump to the individual headings.
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3.2 Layout of the guides

We have deliberately kept the layout of the texts in Plain Language simple and
consistent with the aesthetics of the standard text. We do, however, use some
comprehensibility-enhanced visual aids, following the recommendations of the
Easy Language ruleset (Bredel/Maafd 2016). The amount of possible distrac-
tions from the text should be kept at a minimum: for example, we do not use
large lead pictures or decorative images. We use photographs for illustration
only in exceptional cases. Instead of photographs, we rely on infographics, as
they present what is explained schematically and are easier to comprehend.
In case of infographics being used to illustrate something, we make sure that
they are particularly comprehensible by further reducing complexity where
necessary (and possible).

Figure 2A: Infographic of the original text explaining different variants of age-related
macular degeneration (AMD) (Apotheken Umschau 2017, August 30)
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Figure 2B: Comprehensibility-enhanced infographic of the translation in Plain Language
with less detail (ibid.: 2021, March 03)

For some articles, we use short explanatory videos of 60 to 90 seconds in length
that briefly summarize the content of the text. These videos are subtitled and
we pay particular attention to easy-to-understand presentations here, even if
they are not produced specifically for our Plain Language service. As advised
in the Easy Language ruleset, we use only boldface to highlight key terms and
always use bullet points for lists. Only in special cases do we use coloured
text boxes to highlight particularly critical information, such as warnings (cf.
Apotheken Umschau 2020, February 06; Apotheken Umschau 2019, September
23a; Apotheken Umschau 2019, September 23b).

After consulting with the experts at the Research Centre for Easy Language,
we decided to offer the entire range of Plain Language texts on our website free
of advertising. Without the colourful advertising, we hope to ensure the best
possible perceptibility of the texts — especially for people with visual impair-
ments, dementia-type illness or cognitive impairments.
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3.3 Where to find Plain Language texts
on apotheken-umschau.de?

After receiving the first translations, we had to decide how to present them
on our website. A landing page for a quick overview of all texts available in
Plain Language was considered a good standard and therefore selected. All
the Plain Language guides are collected on this landing page (https://www.
apotheken-umschau.de/einfache-sprache). After a short address to the read-
ers about the purpose of the articles in Plain Language, the reader finds an
alphabetical listing of all translations on the landing page. We place selected
articles prominently in front of this list with their own illustrated teaser boxes.
Currently, these are articles on Covid-19.

It was important to us to anchor this landing page as high up in the web-
site’s navigation hierarchy as possible. In this way, we want to ensure that the
guides can be found easily. If you visit apotheken-umschau.de, you will find
the “Einfache Sprache” navigation node in the second navigation level directly
under “Home”, i.e. the homepage:

Figure 3A: Desktop view of the navigation bar of apotheken-umschau.de
(Apotheken Umschau n.d.)
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Figure 3B: On the left: In mobile view the navigation guide is located in the hamburger
menu on the upper left corner (Apotheken Umschau n.d.).
Figure 3C: On the right: Opened navigation menu (Apotheken Umschau n.d.)

The landing page should not be the only entry into the cosmos of Plain Lan-
guage on our site. My initial idea was that a button in the header should switch
the whole site to the Plain Language version. This feature is quite common on
the websites of German authorities or non-profit associations. We decided
against it for two reasons:

1. Since we initially had only few translations, readers would have to
be redirected to a landing page, a mission statement or the like too
often. This would probably have put users off and jeopardized the
acceptance of the entire service.

2. Such afeature would have deeply interfered with the basic functions
of the website and would not have been possible with our CMS
(Content Management System).

Instead, we decided to integrate the translations into the existing guides and
to place them alongside the original texts as a kind of twin. We deliberately
opted for a neutral presentation. In this way, we wanted to emphasize the se-
riousness of our service. The cartoon characters with the open book, so often
found in the context of Plain/Easy Language, are perceived by many readers
as stigmatizing, as the experts from the Research Centre for Easy Language
assured us during the vote on our logo. In the layout of the original texts, we
therefore placed a flag prominently and in the signal colour orange. It says
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“Text in einfacher Sprache™. Clicking on it takes readers to the corresponding

translation in Plain Language:

Figure 4A: Desktop view: Overview and teaser of one of our original texts with the striking
mark that refers to the translation in Plain Language to the left of the headline (Apotheken
Umschau 2019, July 08)

In mobile view we have implemented it correspondingly:

Figure 4B: Mobile view: Overview and teaser of one of our original texts with the striking
mark that refers to the translation in Plain Language directly below the article teaser
(Apotheken Umschau 2019, July 08)

6  Translation by Julian Horner: “Text in Plain Language”.
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However, the prominent anchoring of the Plain Language texts in the layout of
the original texts also led to discussions amongst the editorial staff. The refer-
ence to Plain Language at the very top, next to the headline, was considered too
dominant by some colleagues. Their concern was that, placed so prominently,
the mark could lead our readers away from the actual content. In addition,
the orange colour of the button strays from the usual colour scheme of the
apotheken-umschau.de portal, and the layout of the articles looks unstable if
we place the button in the white space next to the headline in desktop view. In
mobile view, we also waste too much space on the precious first screen, where
the central content should be visible without scrolling.
Eventually we decided on this representation for the following reasons:

1. The orange of the button picks up on the orange of the quality seal
of the Research Centre for Easy Language and is intended to label
the translations as belonging to the original text, but as an inde-
pendent service.

2. The maximum prominence of the location next to the headline (or
directly below it, in mobile view) ensures that we reach as many
potential readers as possible with this additional offer - the sooner
they come across information that corresponds to their respective
reading and comprehension skills, the greater the chance that they
will also engage with the content provided.

3. The prominentlocation in the layout of the original texts has anoth-
er effect: with regards to the general public, it gives visibility to our
target group of people with communication impairments.

4. Ttis a token of apotheken-umschau.de’s commitment to social in-
clusion.

The links of the orange buttons lead from the original texts to the translations.
For our guides in Plain Language, we built a parallel link network of keyword
links to relevant guides. This means that we do not link to our standard lan-
guage guides, but only to our translations. Once readers are in the Plain Lan-
guage area, they can find other Plain Language guides on the topics addressed.
In this way, we enable them to research health topics independently within an
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accessible environment. This link network is constantly growing and densifying
with every new translation published online. If we consider a non-PL guide or
an external source to be indispensable, we provide the link with a correspond-
ing note that this text is not written in Plain Language. The same applies in the
case of the backlinks to the respective source article at the end of each guide
in Plain Language, in the text section “Where can you get more information?”.

4  Prominently placed, but invisible for Google -
adilemma

The described location and anchoring of the translations within the site struc-
ture aims at a high accessibility. Users should be able to discover them as easily
as possible, navigate through them, and obtain information on health-related
topics in Plain Language. To do this, however, they first have to find the page.

Here, we are faced with a problem: the Plain Language guides cannot be
found (directly) via a Google search (StatCount 2021, November).” Only the
landing page (https://www.apotheken-umschau.de/einfache-sprache/) is listed
in the search index. This is because we instructed the search engines not to
include any of the other texts in Plain Language in the search index (SISTRIX
2021, February 02), in order to avoid a negative impact on the findability of
our original texts. By linking the original text and translation so closely, we are
creating duplicate content from the search engines’ point of view. Google, for
example, considers duplicate content as not providing users with any added
value. In the search results (SERPs), content identified as duplicate therefore
receives a lower ranking. It is thus displayed further down or no longer on
the first page of Google search results (cf. ibid.: 2021, August 12). Since our
advertising revenue from marketing through the website is strongly linked to
its reach and its performance on Google, we cannot afford any fluctuations or
drops here.

7 Google stands here pars pro toto for all search engines. With a market share of around 85 %
in the past five years, Google is by far the largest provider.
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This results in a dilemma that we have not yet been able to solve. Roughly
95 % of visitors to our website come to us via search engines. Compared to the
rest of the content on our site, the texts in Plain Language are hardly called up
atall and only achieved around 0.1 % of the website’s total page impressions (PI)
between April and October 2021. For the entire Plain Language offering, that
is still about 26,000 page impressions per month (Wort & Bild Verlag 2021),
but this seems hardly satisfactory. One possible solution to this dilemma would
be to present the Plain Language texts to the search engines as what they are:
translations into another language. However, the conditions for this are not
currently in place.®

The challenge for us now is to actively draw users’ attention to our service
independently of Google. We do this, for example, by regularly featuring newly
published articles in Plain Language in the twice-weekly Apotheken Umschau
newsletter (around 58,000 subscribers), posting them on the Apotheken Um-
schau Facebook channel (https://www.facebook.com/Apotheken.Umschau/;
near 180,000 likes and over 185,000 follows) (Wort & Bild Verlag 2021), or
referring to our service in press releases on suitable occasions - for example,
on International Easy Language Day (Lehmann/Neff-Neudert 2021).

We also use informal exchanges (at trade fairs, congresses or similar occa-
sions) with people working for health institutions, with journalists or business
partners to draw attention to our PL services. Another way of creating aware-
ness was through applications for various inclusion or media-related awards. In
this way, we hoped to draw the attention of other media professionals and those
working in the field of social inclusion to the pioneering work that our service
represents in (private-sector) health journalism. One result of these efforts was
the award of the Comenius EduMedia Seal for outstanding digital educational
media in 2020. With this award, the Society for Pedagogy, Information and Me-

8 It is possible to signal Google to display websites in the appropriate national language or
appropriate regional URL. However, this is related to geographical localization and cannot be
easily transferred to accessible languages like Easy or Plain Language. In addition, Plain Lan-
guage and Easy Language would have to be standardized for the respective national language
(in our case German) and be able to be specified in ISO 639-1 format. To my knowledge, this
standardization does not yet exist. In terms of accessible web services, however, efforts in this
direction could be worthwhile (cf. SISTRIX n.d.).
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dia “John Amos Comenius” (GPI), “a scientific society for educational media,
multimedia, educational technology and mediadidactics [...] honours digital
educational media of outstanding content and creative implementation” (GPI
2020). We used this recognition as an opportunity for yet another press release
to draw attention to our service (Presseportal 2020, September 25). In addition,
we placed the Comenius EduMedia Seal as a quality badge prominently on the
landing page of the texts in Plain Language, and - during the first months -
even in the header of the entire website.

5  The pandemic, breaking news and Plain Language

While we have not yet found a satisfactory solution to the Google visibility
problem, we have been able to effectively and successfully tackle another one:
the Covid-19 pandemic was certainly 2020’s biggest challenge on a global scale.

As a publisher in the health sector, the onset of the pandemic mid-March
2020° forced us to radically change the way we work in the online sector.
Previously, we had successfully played the niche of health guides as a special
interest medium with our lexical content. Suddenly, we had to compete with
virtually all news media in daily news coverage. Responding to this meant
a tremendous effort for the entire editorial team. In order to survive in this
competition, we first had to create the necessary structures in the organization
of our work processes.

Following the protests of various associations of people with disabilities,
we realized that for a very long time people with communication impairments
had hardly any access to the information about the new coronavirus and the
debate around it. Here, we believed we could make a real contribution with our
PL service, enabling these people to inform themselves independently and im-
plement the hygiene measures accordingly. On March 25%, 2020, we therefore

9 On January 27, 2020, the first Corona case was confirmed in Germany. On march 11, 2020,
the WHO declares the disease a worldwide pandemic. On march 16, 2020, the first lockdown
begins in the state of Bavaria. On march 22, 2020, the comprehensive contact restrictions also
come into force nationwide. The entire country is now in lockdown (cf. Kunkel 2021, January
27; Bundesregierung 2020, March 22).
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published the first guides on Covid-19 in Plain Language (Apotheken Umschau
2021, April 21)." Especially at the beginning of the pandemic, it was difficult
to stay up to date with our translations. This was because the scientific findings
and the official rules of conduct were changing at a fast pace, sometimes on
a daily basis. Fortunately, the team of translators at the Research Centre for
Easy Language was able to respond very quickly to the constant requests for
updates. Thus, we were at least able to keep the core guides on Covid-19 in
Plain Language reasonably up-to-date. However, the additional proofreading
loop due to the double technical review (linguistic and medical) slowed down
the publication process significantly. The PL articles always appeared a few days
after the original texts. By then, the research situation had sometimes changed
again. Therefore, texts such as the articles on the current measures of the federal
government or on hand hygiene had to undergo a second cycle of updating
and revision before they could be published at all. But that is a price we had to
pay in order to live up to our standards and the Apotheken Umschau brand’s
promise of providing scientifically sound and tested health information in an
easy-to-understand form, even during the pandemic.

Germany’s federal structure resulted in a much-lamented patchwork of
constantly changing anti-pandemic regulations and measures that differed
from state to state. Because of the confusing situation, we focused on mak-
ing accessible and accurate basic information on the pandemic and the novel
coronavirus available to our readers as an absolute priority. Our focus was
not on the most recent changes in legal regulations, but primarily on useful
information that would guide action. The empirical findings of our partners
at the Research Centre for Easy Language on the lifeworld of our target group
helped us a great deal in selecting and prioritizing the texts to be translated.

Even though the pandemic situation remained tense for the entire year
and the following year of 2021, knowledge about the new coronavirus did not
change as rapidly and fundamentally from the second half of 2020 as it did
during the first weeks and months of the pandemic, when relatively little was

10 We have since removed some other articles that were published along with this article from
the web or incorporated them into other guides. Currently (as of November 2021), we offer
nine articles on key topics related to the corona virus in Plain Language.
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known about the virus. For the Plain Language texts on Covid-19, this meant
that we no longer needed to update them as frequently. New scientific findings
on the topic were seldomly so fundamental that we needed to take them into
account in the less detailed Plain Language version of the respective texts.
We now no longer had texts on the ever-changing political anti-pandemic
measures translated. We felt that this information was already sufficiently ac-
cessible at the time. Instead, we focused more on our core business of health
guides again. From June 2020, we therefore returned to having more of our
regular health guides translated into Plain Language. The texts on coronavi-
rus remained prominently placed on the landing page above the other Plain
Language guides. However, they have now become part of our regular range
of offers.

6  Conclusion: From test run to fully integrated service

In November 2021, a good two years after the test run with the first ten texts
in Plain Language went online on 23 September 2019, these translations
have evolved into a fully integrated service within the website. https://www.
apotheken-umschau.de/einfache-sprache now features more than 150 articles
in Plain Language on all kinds of health-related topics. The offer is constantly
being expanded and updated as needed. Our aim is to translate the most im-
portant topics concerning diseases, medicines and preventive healthcare into
Plain Language step by step on our website and to present them in such a way
that as many readers as possible can comprehend and benefit from them. We
provide this service free of charge and without advertising, and do not make its
success dependent on its reach or on its click numbers. We see it as our social
responsibility to offer such services as texts in Plain Language. Or as Dennis
Ballwieser, Managing Director of Wort & Bild Verlag and Editor-in-Chief of
Apotheken Umschau, puts it: “While public authorities and non-profit institu-
tions are obliged to publish texts in Plain Language, this does not yet apply to the
free market. But that is not the self-conception of the Apotheken Umschau: It
wants to be close to the people. We do this because it is right and important, be-
cause we want to, not because we have to” (Apotheken Umschau 2021, May 28).
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LORAINE KELLER
Digital Participation or Digital Divide?

The role of the media barrier, acceptance and trust
in health information from the perspective of elderly users

1 Introduction

Especially in old age, the need for health information grows with the increase
of (chronic) diseases (cf. RKI 2014). The most common reason to seek health
information is having acute symptoms of illness oneself or looking for informa-
tion for someone close who is affected (Baumann/Link 2020: 682). One of the
fastest possibilities to get health information nowadays is via internet, which
offers countless pages of content. One problem when using online offers to
seek health information is having to figure out whether a page contains serious
information or if the quality of the content just pursues economic (or other)
interests (Koch 2017: 57; e.g., clickbaiting). People with low health literacy
find it especially hard to appraise (online) health information (Schaeffer et
al. 2021: 68). In Germany, 86 % of people aged 65 and over have problematic
(7.3%) or inadequate digital health literacy (78.7 %) (ibid.). They use digital
information options the least: Although over 40 % of them use internet sites
on the topic of health, they are also the group with the lowest use of all age
groups considered in the second Health Literacy Survey in Germany (ibid.).
This article will focus on the question of whether people, in particular the
elderly, actually use online content and what could be reasons for the non-use
of digital health information offers.
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2 Media barrier and trust

Rink (2020) identifies several types of barriers that can hinder the reception
process on the user or the text side. The media barrier can refer to the areas of
codality, modality and the medium itself (Rink 2019: 32). Codality is concerned
when a particular sign system in which linguistic information is encoded can-
not be decoded (ibid.). A barrier with regard to modality is present when the
sensory organ that is needed to perceive the information is not functional
(ibid.). The medium itself can also become a barrier, namely when it is not
accessible (enough) to the recipients as a carrier of information (ibid., cf. Rink
2020). This is the case when a certain group of recipients does not have access
to entire media contents because they rarely or never use the medium, as is
the case, for example, with many older people when it comes to contents from
the internet (Rink 2019: 59). The specific needs and forms of use determine
the preferred access of these people to content through certain media (ibid. 32;
for the specific needs and preferences of elderly recipients see Keller in prep.;
cf. chapters below).

Trust is inherent to media preference(s) and consists of the positive expecta-
tions someone has towards a certain content, person etc. (cf. Link 2019: 51). In
the following chapters, the relation of trust and acceptance with regard to media
access, competences and preferences will be explained to show how the media
barrier can potentially be overcome for elderly seekers of health information.
The interdependence between media access, preferences and competences and
potential barriers on the way to successful retrieval of information for this tar-
get group is modelled after the first findings of a current study (Keller in prep.).

2.1 Maedia access

Asproposed in the openingarticle of this volume, the first step in the Hildesheim
school’s accessible communication model is to be able to retrieve information
(cf. Maaf3/Rink 2019; Maaf3 2020). If recipients cannot retrieve information
or the retrieval requires too much capacity, the comprehension process can be
terminated before the information is processed (see introductory article in this
volume). Reasons for the non-retrievability of online information on the user
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side can be found in the digital divide: There are differences in access as well
as in skills and uses of information and communication technologies that are
linked to social inequalities (Hargittai/Hsieh 2013: 130-137). On the first-level
digital divide, differences in access can be found at an individual as well as
on a nation-state level (ibid. 132). This can be the case if there is no internet
connection, e.g. in rural areas, or if there are no mobile devices available with
which to go online. This is often due to a lower socioeconomic status (Hargittai/
Hsieh 2013: 131). In these cases, people would potentially be able to navigate
and use online content, if access was granted or affordable.

The question of whether social class differences are turning into digital
class differences is not new (Hargittai 2002; Bonfadelli 2019). Digitalization
must not reinforce class, education and income differences, but reduce them
(cf. Hargittai/Hsieh 2013: 141-42). This requires an education programme that
includes everyone. Rifts of digital divide run through the entire population;
even within the group of older people, there are large differences in media
competence with digital media or technological equipment, depending on the
level of education (cf. Bonfadelli 2019: 353). Access should be made easier, e.g.
through uniform user interfaces for the various digital media, so that ever-in-
creasing innovations do not deny access again: As the Eighth Ageing Report of
the Federal Government in Germany puts it with regard to social integration,
attention must be “drawn to the danger of exacerbating social inequalities,
because people with better education and greater income resources can make
better use of digital opportunities than people with fewer resources. The latter,
in particular, run the risk of losing social contacts in the increasingly digitalised
world. It is important to counteract this by making special offers available for
this target group” (BMFSEF] 2020: 12; own translation).

Older people should not be seen as passive, but should be explicitly in-
volved in identifying themselves with central digital products and also in im-
plementing the technologies (cf. ibid.). Furthermore, an education programme
is necessary so that potential users can be taught and accompanied in the use
of digital technologies (see next chapter).

Digitalization is particularly important in questions of participation, e.g.,
exchange with others or ordering services, e.g., also of medicines, especially
when people in old age are more and more bound to their homes, which be-
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came particularly apparent in the COVID-19 pandemic in 2020 (cf. Kruse
2020). Digitalization holds a lot of opportunities if access to digital offers is
granted. Access includes availability of Wi-Fi and devices, which are especially
inadequate in facilities for the elderly or internet connections and speed in
rural areas (cf. BMFSFJ 2020: 38).

2.2 Media Competences

On the second-level digital divide, the reasons for non-use lie in the lack of
user competence with the medium: Recipients are not able to use devices, to
find their way around the internet itself or to navigate web pages. As in the
first-level digital divide, this is strongly linked to the factors of education level
and income, as well as age (cf. Hargittai/Hsieh 2013: 135). Especially elderly
people who did not grow up with the medium internet are often not used to
navigating the internet or to operating the devices necessary to go online (cf.
Stiel 2021). The low level of competence with digital technologies among older
people is mainly due to a lack of opportunities for experience, especially if they
did not experience digital technologies e.g. at work or elsewhere (ibid.). With
regard to neuronal plasticity, gerontologists state that it is present in older
people: Lifelong learning and development is possible even in old age, but the
competences and the ability to learn must then be supported, if necessary, by
assisting persons in dealing with and operating digital media (BMFSFJ 2020:
58, Croll 2020). The ability to learn depends on biographical characteristics;
according to the gerontologist Andreas Kruse (2020), the neurologic ability to
learn does not decline in old age. Studies that question the learning ability of
older people must be carefully evaluated: If the level of abstraction of the tasks
or the subject in question is adapted to the biography of the older participants,
this is also reflected in the results. An educated person will achieve better re-
sults than a less educated one, those who like to learn will possibly be better at
handling the respective digital medium more quickly, etc. (Kruse 2020). Next
to cognitive abilities, computer anxiety can also contribute to the negative rela-
tionship between (old) age and information and communication technologies
(Czaja et al. 2006, cf. Hargittai/Hsieh 2013: 134-135). To avoid a motivational
barrier even before the retrieval of information (cf. Lang 2021), it is crucial
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to introduce elderly users to digital technologies, to practice navigation and
orientation and thus reduce negative feelings or anxieties towards internet use.

From 2015 to 2020, the German “KommmiT” (Communication with In-
telligent Technology) project developed and tested measures “to introduce
people who are inexperienced in technology and have limited mobility to the
digital world in a targeted manner and to strengthen the networking of these
people” (LFK 2020: KommmiT, own translation). Nine partners from the fields
of science, industry, geriatric care and the public sector developed a holistic
concept to enable older, technology-inexperienced people to gain digital access
and furthermore, social and digital participation (ibid.).

Efforts such as the “KommmiT” project in Stuttgart or the “Digitaler En-
gel” (in English “Digital Angel’”, a bus touring Germany to teach older people
about the use of digital offers on a day-to-day basis,) support elderly people
personally and locally in concrete questions of digital offers (cf. Digitaler Engel
(n.d.).): Uber das Projekt). Furthermore, there are guides for introducing sen-
ior citizens to digital offerings, such as the guide by the Digital Opportunities
Foundation in cooperation with Telefonica Deutschland, which contains a brief
overview of individual topics as well as a glossary with relevant explanations of
terms such as USB, Bluetooth or Cloud (see Stiftung Digitale Chancen (Digital
Opportunities Foundation) 2019: Leitfaden). These efforts can help to reduce
the fear of digital technology usage for elderly people and enable them to inte-
grate new sources of information and communication in their everyday lives.

2.3 Maedia preferences

Another reason that is strongly neglected in most cases is the media prefer-
ence of users: If potential users do not choose to use the medium internet via
any possible device, the information, as comprehensible and action-oriented
as it may be, will not be found (cf. Maaf3 2020). Closely linked to the media
preference is the concept of trust in different media or media content: Trust
is inherent to media preference(s) and consists, not only in the context of
media preferences, of the positive expectations someone has towards a certain
content, person etc. (cf. Link 2019: 51). Trust serves the trusting individual
as a means to overcome insecurities (ibid.). In terms of media preferences,
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this means that a person chooses to use his/her favourite media in most of
the cases and that he or she is willing to give their favourite medium or the
content offered the benefit of the doubt. This may be the case because it has
fulfilled their needs in most of the cases, e.g. to find a satisfying answer to an
urgent health question or to get a hint regarding other sources of information
or contacts (for the relation between acceptance, satisfaction and continuous
usage intention see Momani 2018). Sometimes, the features of a medium make
it attractive to users and thus lead to a certain preference (e.g. TV as a preferred
medium for recipients with reading difficulties or who do not like reading;
Keller in prep.). Trust in the given information is often linked to the person
(e.g. health experts such as doctors, physiotherapists etc.) or institution that is
associated with the information, no matter whether these are really responsible
for the given content:

In Germany, pharmacies offer issues of the magazine “Apotheken Um-
schau” which can be picked up in local pharmacies or can be delivered directly
to a household along with ordered medicine. In a recent study (Keller in prep.),
older people often state that they pick up different issues at their pharmacies or
get them delivered, e.g. the special issue for senior citizens (Seniorenratgeber)
or for diabetics (Diabetesratgeber). These issues are then evaluated as very
trustworthy because they come from their local pharmacies and are estimat-
ed to be written by experts “who are experienced and foremost doctors” (cf.
Keller in prep.). The participants even defend the magazine in terms of the
included advertisements which “do not have to do anything with the articles”
(cf. Keller in prep.). They also highlight that these issues of the magazine are
for free which is an important factor for their reception (cf. Braun 2017: 55).
Accessibility — also in a financial sense - is crucial when it comes to user pref-
erences of health information. Also, the participants prefer these print versions
of health information to online information and appreciate the fact that there
are issues which are particularly tailored to their needs as senior citizens or
to special health conditions such as diabetes. In order to create positive social
distinctiveness and to valorise their own (age) group, people choose media
formats in which their own age group (or other group forms, for example
supporters of a certain political party) is positively evaluated (cf. Trepte & Loy
2017, Trepte et al. 2021: 71).
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As stated, trust is inherent in the participants’ media preferences. A me-
dia barrier can occur in the users’ preferences, competences and/or access to
different media and hinder the process of reception right at the first step of
retrieving the information (Maaf3 2020; Maaf3/Rink 2019).

Figure 1: The interdependence between media access, preferences and competences and
potential barriers on the way to successful retrieval of information (Keller in prep.)

The illustration shows the relation and interdependence between access, pref-
erences and competences with regard to media content. The former can only
be successfully retrieved, if access is granted and the user’s preferences and
competences match the medium that is offering the content. Only if the re-
cipients’ preferences and competences overlap with the possibility of access
(which can depend more than the former two aspects on exterior factors like
the socio-technological setting in the potential usage situation, see section
Media Access), the media barrier (and, in case of different media preferences,
the motivational barrier) will not hinder the reception process. If for one of
the three aspects a media (or motivational) barrier occurs, the successful re-
trieval as the first step of the accessible communication process (cf. Maaf3 2020;
Maaf3/Rink 2019), cannot take place. Then, the following steps of perception,
comprehension, recall and especially of acceptance of the communication offer
will not be successfully passed and thus the user will not be able to act on the
given information (cf. ibid.).
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3 Acceptanceis key

Trust goes hand in hand with acceptance (cf. Link 2019: 88). Acceptance
is crucial at every step of the reception process and can be hindered by the
media barrier (Rink 2020, Maaf 2020), especially if target groups who are
hard to reach are at the centre of the content (cf. Reifegerste 2014): These
are elderly people, people with low income and education or people who
have obstructing conditions that go together with the known factors, en-
hancing the digital divide, such as living in rural areas, having a migration
background and, as already mentioned, having a low socioeconomic sta-
tus (ibid.; cf. Hargittai/Hsieh 2013). These hard-to-reach groups match the
groups identified as having a (very) low health literacy in Germany (Schaeffer
et al. 2018).

Acceptance is a social phenomenon that can be found “across different
spheres of rationalisation and areas of life in all social groupings (e.g. status
groups)” (Lang 2017: 20). Acceptance can thus be understood as a fundamen-
tal feature of action and structure of interpersonal coexistence (ibid.). With
regard to the choice of media, it is primarily a matter of attitudinal psycholog-
ical access to acceptance (cf. ibid.): Acceptance is the willingness to accept a
medium, person, etc. Acceptance is visible in the practical consequences and
concrete results of action (ibid. 23), such as the choice of a certain medium.
Statistics on media use show that the average use of the internet by older people
is much lower than it is in other age groups (Destatis 2021, Bonfadelli 2019:
353). In their Unified Theory of Acceptance and Use of Technology, Venkatesh
et al. (2003) name age as one of the factors that can have an influence on the
determinants of usage intention und actual usage behaviour. Further factors
are gender, experience and the voluntariness of use (ibid.). Determinants of
usage intention are performance expectancy, effort expectancy, social influ-
ence, while the fourth determinant, facilitating conditions, is directly linked
to user behaviour (ibid.).

To ensure the acceptance of health information, providers have to consider
the media preferences, the needs and conditions of the everyday life of their
target group. The central feature of a person’s identity is their lifestyle. The
continuity of everyday life is important so that a person can feel comforta-
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ble within it and can control and shape it (Kruse 2020; BMFSFJ 2020). For
younger people, their own lifeworld is already strongly determined by digital
technology (Dutton et al. 2009, Hargittai/Hsieh 2013). For older people, digital
technologies should be understood as an offer that they can use, but do not
have to (Kruse 2020). Providers need to take a close look at the willingness —
as Venkatesh et al. (2003) put it, the usage intention - of their recipients to
use certain media and take into account the various reasons due to which a
preference or non-use can occur. In a recent study (Keller in prep.), the factors
for the occurrence of a media barrier at the first step of the reception process,
the retrieval of information, and thus for the use or non-use of the medium
internet by the participants are linked as follows:

Figure 2: The steps to online health information usage for elderly users (Keller in prep.)

If the recipient is willing to use the internet, it is the first step towards usage.
Willingness comprises the preferences and motivation of the user: If he or
she does not like going online, the usage will be denied by this preference,
even if the access and competence(s) for it are given. If, however, the user is
willing to use the internet, the next step, access, can be taken. If access is also
granted, if there is a connection and a device to go online with, the next step
can be taken: The recipient has to be competent enough to use the medium,
navigate it and retrieve the searched information. If all of these steps have
been successfully taken, actual usage of online (health) information will oc-
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cur'. Otherwise, content creators — not only in the field of health information
- have to think about other ways to reach the intended audience.

4 Conclusion

In Germany, as in other societies in Western countries, the population has
grown older much faster in the last decades (cf. Destatis 2019). As elderly
people in particular are in need of health information due to the fact that
health problems increase even more with age, the need to focus on adequate
health information for this target group becomes inevitable (cf. Maaf} 2020).
This group often falls behind when it comes to the use of the internet as a
quick and direct information source. Not only the access via connection and
devices needs to be given for the recipients to actually use the internet, but
also the competences and the willingness on the users’ side. As shown above,
the interdependence between media access, preferences and competences and
potential barriers has to be considered on the way to successful retrieval of
online health information. As elderly people often prefer classic media such
as TV or (print) newspaper to seek health information and put a lot of trust
in them (cf. Keller in prep.), health information providers need to take into
account these preferences in order to reach the intended audience. As for the
equipment necessary for access and in terms of gaining individual competences
in internet use, political action has to be taken to enable elderly people who
will be otherwise left out not only digitally, but also socially.

1 This illustration focuses on the first step in the reception process: Online information can be
actually retrieved and the media barrier can be overcome at this point of the process. Other
barrier types (cf. Rink 2020) linked to the following steps of the reception process can occur
later, e.g. if the information comprises too much expert language etc. (see introduction of this
vol.).
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An interdisciplinary approach
to translation-oriented text analysis
in intralingual translation research

Research report

1 Introduction

Communication in the health domain can be found in different communi-
cation situations, between people of different levels or fields of expertise and
through different media. Health communication often takes place between
medical experts and non-experts with the aim of exchanging information.
Communication can be oral or written, both of which can present barriers
to the people involved. Schaeffer et al. (2021) have shown that understanding
health information can be difficult for vulnerable groups. In order to improve
accessibility of health information, we must first understand which barriers
arise in texts; only then can we translate (understood as overcoming commu-
nication barriers, see Hansen-Schirra/Maaf$ 2019). To understand the textual
barriers, we need a text analysis schema. In interlingual translation, the New
Rhetoric Formula (Nord 1992, 2009) can be used to analyse a standard text in
preparation for the translation process, but it is also applicable to text analysis
for research purposes. Yet, there is no such schema for research (nor practice)
in intralingual translation.

This contribution is part of the theoretical underpinning of two dissertation
projects (Kroger in prep.; Ahrens in prep.)'. Both projects are situated at the

1 Both projects are funded by the Robert Bosch Stiftung via the interdisciplinary stipend pro-
gramme Chronic Diseases and Health Literacy (“Chronische Erkrankungen und Gesundheit-
skompetenz” (ChEG)).
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intersection of accessible communication (Deilen/Hansen-Schirra/Maaf$ 2019)
and health literacy, a research field in the field of public health. From this interdis-
ciplinary standpoint, we will report on our text analysis schema, which is based
on the accessible communication model (accessible communication) (Maaf3/
Rink 2019: 24; Hernandez Garrido et al. in print), the New Rhetoric Formula
(translation studies) (Nord 1992; 2009), and qualitative content analysis (social
studies) (Kuckartz 2016; Kuckartz/Radiker 2022). The latter influenced the use
of, among other tools, MaxQDA as a computer-based tool for text analysis.

In Chapter 2 we will describe the accessible communication model, the
New Rhetoric Formula, and qualitative content analysis using, among others,
the software MaxQDA. Chapter 3 will show how to combine them to achieve
a translation-oriented text analysis schema for the identification of communi-
cation barriers in two different research projects. Using the example of passive
and passive alternatives, we will use the three models and methods to identify
the barriers emerging from these two linguistic phenomena and where they
emerge in a text. In Chapter 4, we will discuss advantages and disadvantages
of applying our proposed analysis schema in research projects.

2 Models and methods

In this chapter we will describe the accessible communication model (Maaf3/
Rink 2019, Hernandez Garrido et al. in print), the New Rhetoric Formula
(Nord 1992; 2009) and qualitative content analysis (Kuckartz 2016; Kuckartz/
Rédiker 2022). We will emphasise specific computer-based tools that can sup-
port the analysis.

2.1 Accessible communication model

Accessible communication is a newly developing research area. Maaf}/Rink
(2019: 24) proposed an accessible communication model centred around the
text and user perspective on accessible information. This model has been re-
fined and extended by recent research projects (Rink 2020; Lang 2021; Hernan-
dez Garrido et al. in print; see Ahrens et al. this volume). Accessible texts have
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certain text qualities: They are retrievable, perceptible, comprehensible, linka-
ble, acceptable, and action-oriented (Maaf3 2020; Hernandez Garrido in print;
see Ahrens et al. this volume). The steps towards accessible communication and
their connection to Health Literacy have been examined in Ahrens et al. (this
volume). These steps serve as the point of departure for the proposed source
text analysis. Each of these qualities is linked to certain text features and can
be affected by the communication barriers according to Rink (2019) and Lang
(2021; see also Ahrens et al. this volume). For example, comprehensibility is
linked to text qualities such as syntax structure and use of expert terminology
which can contribute to a (expert) language barrier. To successfully analyse
how accessible a text is with regards to these steps and which text features
contribute to the barriers, a schema for analysis is necessary (Chapter 3).

2.2 New Rhetoric Formula

In translation studies, the translation scopos guides the source text (ST) analy-
sis and the planning of the target text (TT). For translation-oriented text anal-
ysis, different text analysis schemas are available. For our research purposes,
we chose Nord’s comprehensive, yet easy to use analysis schema New Rhetoric
Formula. It is equipped for TT analysis, too, and can thus be used to plan the
TT and to consider its communication situation, a feature especially relevant
in intralingual translation (Rink in prep.).

Nord (1992: 43; 2009) expands the Lasswell formula “Who says what in
which channel to whom with what effect?” to her New Rhetoric Formula.
Tables 1-3 list the elements that are analysed according to this formula (cf.
Nord 1992: 43; Nord 2009: 160). With her New Rhetoric Formula, Nord (1992)
presents a formula for source text (ST) analysis as well as translation scopos and
target text (T'T) planning. Itis a formula grounded in translation studies that is
applicable to practice and research. In this chapter, we examine Nord’s formula
for usability in accessible communication and intralingual translation research.

Nord (1992) distinguishes intratextual factors® from extratextual factors
and proposes to analyse the effect on the reader separately. The latter is based

2 For improved readability, Nord’s terminology will appear in cursive.
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on both intra- and extratextual factors, and is situated within the user perspec-
tive (see Maaf$ 2020). It will therefore not be covered in this contribution that

is focused on the text perspective. The extra- and intratextual factors can be

interpreted depending on the text and text type.

extratextual factors

analysed features

Who transmits

author, sender

to whom addressee(s)

what for sender’s intention

by which medium medium

where place

when time

why a text motive for communication

with what function?

function

Table 1: Extratextual factors (Nord 1992: 43; Nord 2009: 160)

intratextual factors analysed features
On what subject matter topic
does he say what content

(what not)

knowledge presuppositions

in what order

text structure

using which non-verbal elements

non-verbal elements

in which words

lexis

in what kinds of sentences

syntax

in which tone?

tone, suprasegmental features

Table 2: Intratextual factors (Nord 1992: 43; Nord 2009: 160)

interplay of extra- and intratextual
factors

analysed features

To what effect?

effect on the reader(s)

Table 3: Interplay of extra- and intratextual factors (Nord 1992: 43; Nord 2009: 160)
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Extratextual factors (Table 1) are analysed to correctly interpret the text. In
terms of transmission of the text, either sender or author can be more signifi-
cant, for example concerning the acceptability of the text. In literary text types,
the author might be more relevant, whereas in health communication, the send-
er (i.e. the distributor) may be more relevant: Is the text sent (i.e. distributed)
by an ad-driven journalistic company or by a state-funded health institution?

The sender’s intention is relevant in judging the reliability of information,
especially in health communication (see for example Sun et al. 2019: 11; for
a distinction between health information and marketing texts see Deutsches
Netzwerk Evidenzbasierte Medizin e. V. 2016) and thus to the acceptability
of the ST.

Place and time are relevant influences in judging the topicality and rele-
vance of a text. Place is related to medium, particularly in online communica-
tion, but also to how relevant a text is to the addressees. Readers are motivated
to read a text if they perceive it as relevant (see Grice 1975: 46f.; Lang 2021:
327). Texts about the German health care system are more relevant to readers
in Germany than they are to readers in Austria. The medium of the ST relates
to retrievability as well as acceptability of the texts (see Keller in this volume).

Addressees are one of the most important factors to analyse — especially in
intralingual translation. A ST may be addressed to a broad audience of stand-
ard readers with a need for or an interest in the ST, while the TT may address
people with cognitive impairments in particular. It is relevant to analyse the
characteristics of the addressees in order to anticipate knowledge and other
presuppositions (see Chapter 3).

The motive for communication is an external influence that motivates the
communicative act, for example a global pandemic or a recent study on smok-
ing cessation. It is separate from the sender’s intention which may be to inform
or to appeal. The motive for communication may influence the sender’s intention,
while the sender’s intention influences the text function.

Table 2 lists the intratextual factors. STs are analysed in translation and
translation research to review a ST’s applicability for a) the target groups and
b) the translation process. In intralingual translation, contents must often be
reduced to achieve an acceptable text length (Maaf3/Rink 2020: 45f.). Therefore,
text topic and text contents are particularly relevant. For intralingual transla-
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tion, Rink (in prep.) suggests performing the TT analysis first (i.e. analysis
of the communication situation and the addressees, for example) before the
ST analysis. In interlingual translation, Nord’s formula is usable for both ST
analysis and TT analysis.

In the same vein, knowledge presuppositions in the ST must be reviewed.
In comprehensibility-enhanced communication, not only knowledge presup-
positions must be identified, but also presuppositions about literacy and nu-
meracy, two core elements of health literacy (see Ahrens et al. in this volume).
The factor knowledge presuppositions must thus be broadened for intralingual
translation. It is advisable to analyse this factor after the other intralingual
factors: After all explicit information has been analysed, the implicit knowledge
presuppositions can be detected more easily.

The analysis of the ST structure is necessary to identify issues in comprehen-
sibility and action-orientation of a text - especially in texts that are addressed to
more than one target group, such as administrative texts (Rink 2020). Adminis-
trative texts, which also exist in the health domain, are structured according to
administrative processes instead of comprehensibility and action-orientation
(Rink 2020).

Non-verbal elements must be analysed in their interaction with the writ-
ten text. It is important to analyse their function (decorative, informational
etc., see Weidenmann 2002), their perceptibility, their comprehensibility, and
their acceptability by the respective target group (for the latter see for example
Léazaro Gutiérrez 2017).

Lexis and syntax can be analysed with respect to their perceptibility and
comprehensibility. Relevant function words or morphemes such as negations
might be skipped during the reading process, thus inhibiting comprehension.
Long compound nouns may be difficult to perceive while reading, because they
may be difficult to segment (Inhoff et al. 2000; Lang 2021: 97; Deilen 2020: 241).
Long sentences overload working memory capacity, making comprehension
difficult (see Bredel/MaafS 2016: 129).

Tone must be analysed to identify emotion and motivation barriers that
affect the acceptability of a text. For this factor, direct and indirect reader-ad-
dress may be analysed, but also word choices that restrict a reader’s personal
choice (Rink 2020) like the modal verb “must” (see Chapter 3.1).
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It is evident that Nord’s formula can be used for accessibility-oriented
text analysis with only minor changes, such as a broadened understanding of
knowledge presuppositions and the enhanced relevance of the addressees (see
Chapters 3.3 und 4). The relation between the qualities of accessible texts, the
communication barriers (see Chapter 2.1), and the New Rhetoric Formular
have been described. In further research, and in specific study designs, the
relation can be examined in more detail. For this contribution, we focus on
Nord’s intratextual factors (see Chapter 3). In the following chapter, Kuckartz’
(2016) qualitative content analysis will be presented.

2.3 Software-aided text analysis

There are several different computer-based tools that can enrich the research-
focussed, accessibility-oriented text analysis. Each of the tools presented here
has a different focus and thus introduces different aspects into the analysis.
At the core of this chapter is the software MaxQDA (Verbi 2022) and how re-
searchers can use it to analyse a text. MaxQDA is software to analyse qualitative
data and offers several useful tools (see Chapter 3.3). At the centre of content
analyses® with MaxQDA are codes, which are derived from classification of
items (Kuckartz 2016: 31). The codes are both a tool for analysis and “the
substance of the research and the building blocks of the theory the researchers
want to develop” (Kuckartz 2019: 183). Similar text features with regards to the
research question are collected within a code.

Codes can be developed in three ways: deductively, inductively, and by
mixing a deductive and inductive approach (ibid.)*. Developing codes de-
ductively means using existing theories, literature, and the research question

3 The method used in MaxQDA is taken from qualitative content analysis as proposed by
Kuckartz (2016). Qualitative content analysis is a method to analyse qualitative data, e.g.
interviews, tweets or videos, used in social studies as well as in public health. We will show
that this method can also be used for text analysis in the context of intralingual translation.

4 Kuckartz prefers the terms concept-driven and data-driven, as the terms inductive and de-
ductive refer to logical consequences of premises or data whereas “the formation of categories
based on the state of research, a theory or an advanced hypothesis is very different” (2019:
185). He concedes that the pair inductive - deductive is used in the formation of codes as well
(ibid.).
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to define codes before analysing the material (ibid.), e.g. features of expert
language as defined by literature. Using an inductive approach means using a
“step-by-step procedure” to define codes with the material at hand, as well as
organising and systematising the codes continuously (ibid.: 185). Mixing these
approaches entails using “a coding frame with deductively formed codes and
the subsequent inductive coding of all data” (ibid.).

The coding process consists of seven steps, which are not a linear sequence
but encompass iteration and feedback loops (Kuckartz 2016: 46). Figure 1
shows the seven steps of the coding process.

Figure 1: The seven steps of the coding process (Kuckartz/Rédiker 2022)

Research question

At the centre is the research question, which is the basis of the entire process.
The research question may be changed, refined and/or adjusted during the
research (Kuckartz 2016: 46). The research question, as will be explained below,
determines the coding process and therefore the code system. All coding steps
are oriented towards the research question.
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Initial text analysis

During the first phase - the initial text analysis - the entire text material (e.g.
the STs) is read and interesting/striking sections are highlighted. The researcher
uses this phase to get a feeling for the material and to develop the first codes
(Kuckartz 2016: 101). The software MaxQDA allows researchers to attach
“memos” to text segments - i.e. little notes which can be used to attach ideas
and thoughts to specific text segments.

Developing the main codes

After reading the material, the main codes are developed using a deductive,
inductive, or mixed approach (see above). The main codes have to be clearly
defined and differentiated from one another (Kuckartz 2016: 103). For an ac-
cessibility-oriented text analysis in intralingual translation, deductively formed
main codes could be features of expert language, such as nominalisations,
passive voice, and expert terminology - all of which impede perceptibility,
comprehensibility, recall, acceptability, and action-enabling potential. Using
a mixed method approach can be favourable: text features that are not neces-
sarily characteristic for expert language, and that are thus not deductive codes,
can still contribute to communication barriers. These features can be coded
inductively and thus still be considered in the text analysis. The extra- and
intratextual factors according to Nord’s New Rhetoric Formula can also serve
as deductive codes (see Chapter 3.2 and Ahrens in prep.).

Coding the data with the main codes

The main codes are then used to code the entire material (Kuckartz 2016:
102). This means reading every text line by line and assigning codes to rel-
evant segments. The segments need to be coded in a way that they can be
understood out of their context as well (ibid. 104), e.g. coding an entire sen-
tence showing passive voice rather than the verb only, as the researcher will
work with code overviews rather than the entire text(s) later on (see Chapter
4). Segments of the same category can later be viewed at a glance, without
missing the co-text.

© Frank & Timme  Verlag firr wissenschaftliche Literatur 121



Janina Kroger/Sarah Ahrens

Preparing a code overview and developing subcodes

After the material is coded, a code overview needs to be provided. Code over-
views are lists of each code and their respective coded segments. These lists are
used to develop subcodes inductively for each main code (Kuckartz 2016: 106).
The text analysis for intralingual translation may require a reverse process: First
the subcodes are developed (e.g. the linguistic features such as passive voice
and nominalisations) that are then integrated into broader concepts and main
codes (see Chapters 3 and 4). This has a simple reason: Text analysis focuses on
specific textual or linguistic features. For an accessibility-oriented text analysis,
and to answer the research question, these features need sorting into broader
categories, for example the passive and its alternatives (see Chapter 3.1) could
be subsumed as agent-hiding features (Ahrens in prep.) or under Nord’s in-
tratextual factor syntax. This makes a reverse approach necessary, leaving the
suggestions from qualitative content analysis behind.

Coding the data

At this point an extensive coding set has been developed which is now used to
code the entire material (Kuckartz 2016: 110). Kuckartz (2019: 186) emphasises
that “[t]he creation of categories and subcategories and the coding of the data
can take place in several cycles” (see Figure 1). Afterwards “a systematization
and structuring of all the relevant data in view of the research question at hand
will have been achieved” (Kuckartz 2019: 186).

Analysing the coded data

Now, different analyses can be performed. The researcher can examine certain
categories in depth as well as analyse individual cases. The researcher may use
various methods of data analysis (Kuckartz 2016: 117). This illustrates that
qualitative data analysis is only one tool for text analysis which needs to be
flanked by other methods (see Chapter 3). Qualitative data analysis offers the
possibility of using both inductive and deductive codes to analyse the material.
This allows an extensive analysis of the texts. For an accessibility-oriented text
analysis, this method offers a structured process, which is especially helpful
when analysing lexis, syntax, pragmatics (e.g. sender’s intention and addressees),
and content of the source text.
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The analysis can be further enriched by the use of other tools, such as
TextLab and AntConc. TextLab (H&H Communication Lab 2020) is a soft-
ware to check the comprehensibility of texts. It can be used to generate data
on each text, e.g. number of sentences, average word length and average sen-
tence length, passive voice, abstract nouns, sentence structure, etc., using the
“Hohenheimer Verstindlichkeitsindex”. TextLab is a tool for text producers
that indicates overt complexity (Rink in prep.) and allows researchers to make
changes to improve comprehensibility (see Zehrer 2019). The free corpus
analysis tool AntConc (Laurence Anthony) generates word lists, including
the number of types and tokens within the analysed text. These lists can be
further developed into word frequency lists, after correcting for homonyms
and declinations. Both add specific foci to the analysis that can be combined
with the analysis conducted in MaxQDA.

3  TextAnalysis in research - reports from two projects

In this paper, we will report on two research projects and how they use the
methods and tools described in Chapter 2 to gain insight into the accessibility
of health texts. A proposal for an accessibility-oriented text analysis schema for
intralingual translation is derived from both approaches. The projects analyse
two text types: Kroger (in prep.) analyses information texts on the web about
ailments and illnesses. She analyses overall accessibility of the texts taking
various features into account that are connected to all steps of the accessibility
process. Ahrens (in prep.) analyses a patient information form, partly informa-
tion text, partly interaction text (see Rink 2020: 125), distributed in print. She
analyses the texts with regards to comprehensibility and action-orientation.
Both projects analyse texts that have been translated - broadly speaking - with
the scopos to remove communication barriers (Deilen/Hansen-Schirra/Maaf3
2019: 48).
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3.1 Text analysis for identification
of text features and barriers

Kroger (in prep.) analyses standard German health information and their Plain

Language translations to determine

« features of the text type,
o the communication barriers that these features contribute to,
o and how the Plain Language target texts address them.

The corpus consists of six standard language texts and their Plain Language
translations. The texts inform about specific diseases, the symptoms, possible
treatments and disease prevention. The analysis was performed using Max-
QDA as described in Chapter 2. In this contribution, only the analysis of the
standard language texts will be described.

In the analysis, features of expert language (Roelcke 2010) were used as
deductive codes. These codes were, for example, nominalisations, passive voice,
complex sentence structure (containing sentences with more than one piece of
information) and expert terminology. The deductive codes were the starting
point of the analysis. While coding the texts using MaxQDA, other impor-
tant features were discovered and added to the code tree as inductive codes.
Inductive codes included sentences in which users were addressed directly
and references to affected persons (e.g. patients) (for details on the coding
process see Chapter 3.3 and Kroger in prep.). The combination of inductive
and deductive codes created a comprehensive picture of the ST features. At
the same time, a text analysis using TextLab was conducted to evaluate overt
complexity (Rink in prep.). The software was used to gain insight on, among
others, average sentence length, use of abstract nouns and average word length.
The findings complemented the qualitative analysis with MaxQDA. Using both
tools, the researcher could report on overt and covert complexity of the texts
(see Rink in prep.).
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3.2 Intratextual factors of the New Rhetoric Formula
as deductive codes

Ahrens (in prep.) examines how Plain Language health texts need to be written
in order to be optimally comprehensible and action-oriented for the target
group of women with German as a second language (GSL). Her text material
consists of a standard language patient information text (cervical biopsy) and
its Plain Language translation. The latter will be developed during the research
process, consisting of two main versions: one after literature research, the other
after an interview study. In this contribution, only the analysis of the standard
text (i.e. the ST) will be discussed.

She first analysed the intratextual factors according to Nord’s New Rhetoric
Formula. On this basis, she later analysed the extratextual factors, which will
not be described in this contribution. Depending on the intratextual factor,
different methods were used:

For topic, contents and structure, Ahrens used literature that described the
legal requirements for patient information materials in Germany (Heberer,
Hiitt] 2010: 169). She checked whether the required information was contained
in the text, and if it followed the prescribed text structure.

Non-verbal elements were analysed inductively, without the use of any com-
puter-based tools.

Lexis was first analysed in AntConc which provided a list of all the words
contained in the text. Duplicates, e.g. declinations of the same type, were elim-
inated and homonyms were separated to be counted as different words. From
the finished list, a list of potential expert terminology was created with the help
of an expert from the health domain. Long words with over 16 letters were
identified using the programme TextLab.

Syntax was first analysed in TextLab. Here, sentence length and overall
complexity were evaluated. Syntax was then more closely examined in Max-
QDA. The steps according to qualitative content analysis were applied only to
this intratextual factor. The features of expert language (derived from literature
research, see Chapter 3.1) were used as deductive codes, for example the use
of passive constructions. As explained in Chapter 2.3, subcodes were soon
found to be the starting point of text analysis with MaxQDA. Thus, features
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such as modal infinitives with sein or light verb constructions (Funktionsverb-
gefiige) were soon coded and evaluated to be equally as inaccessible as passive
constructions. All three were thus subsumed under the main code “features
that erase the agent”. This shows that the deductive codes can change during
the iterative coding process, in this case from “use of passive constructions” to
“features that erase the agent”.

Knowledge presuppositions were analysed after all data from the other seven
intratextual factors had been evaluated. It was necessary to first analyse topic,
contents, text structure as well as the nature of the non-verbal elements and of
lexis, syntax and tone to determine what prior knowledge the addressees need
to read the text. Using the same information, the extratextual factor addressees
was determined. The analysis of knowledge presuppositions will be enriched by
the outcomes of the empirical user study.

3.3 Accessibility-oriented text analysis: passive voice

In this chapter, the process of ST analysis according to the proposed text anal-
ysis schema will be explained with the example of the passive voice and passive
alternatives (see Pedrini in this volume).

Initial text analysis

Before reading the ST, the researchers were already aware of the features of
medical expert language such as usage of complex syntax structures, passive
voice, and expert terminology (cf. Roelcke 2010). The medical expert language
features were aligned with Nord’s New Rhetoric Formula: Nord’s intratextual
factor lexis thus contained features like expert terminology, foreign words and
compound nouns, the factor syntax contained features like complex syntax
structure, passive voice and nominalisations. In the following, we will show
the analysis process using the feature passive voice.

While reading the ST for the first time, obvious occurrences of the passive
voice were marked, showing that this deductive code is applicable to the STs.
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Developing the subcodes

The passive-code became one of the first codes in both research projects, along-
side other syntax factors like nominalisations or modifiers. As explained in 2.3,
for text analysis it was useful to not start with main codes, but with subcodes.
For both researchers, the code tree looked like this at this point:

syntax
nominalisations
modifiers

passive voice

Coding the data with the subcodes

Having categorised the passive voice as a subcode of syntax, the text was ana-
lysed sentence by sentence to identify instances of passive voice.

Code overview

A table of coded segments was prepared to list all occurrences of passive in the
text(s). This is used for the next step.

Developing subcodes - differentiating subcodes

Analysis of the coded segments revealed instances of passive alternatives and
doubtful cases of passive. The codes needed to be defined more precisely to
make them distinguishable, leading to the creation of the subcode passive
alternatives, e.g. lassen + infinitive or reflexive constructions. The code was
established inductively according to its occurrence in the respective ST.

Like Pedrini (this volume), the researchers found the following passive
alternatives in both medical text types:

« lassen + infinitive
In Schulungen oder von Ihrem Arzt konnen sich Asthmatiker solche
Haltungen und Techniken zeigen lassen. (Apotheken Umschau 2019)
Asthma patients can be shown such postures and techniques in train-
ing courses or by their doctor. (Translation J. K.)
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« reflexive constructions
Danach entscheidet sich, ob und welche weiteren Behandlung-
smafSnahmen notwendig werden. (Merkle/Schlund 2018: 3)
Afterwards, it will be decided if and which further treatment meas-

ures become necessary. (Translation S. A.)

o zu-Infinitiv: modal infinitives with sein
Auf diese Weise sind Beschwerden gezielt zu lindern. (Apotheken Um-
schau 2018)
This way symptoms can be alleviated in a targeted manner. (Trans-
lation J. K.)

Funktionsverbgefiige (light verb constructions)

Sofern dies bei Ihnen in Betracht kommt, werden Sie dariiber auf-
gekldrt. (Merkle/Schlund 2018: 1)

If this comes into question for you, you will be informed about it.
(Translation S. A.)

Repeating code overview

During and after developing and differentiating the subcodes, it became evident
that the code system needed to be rearranged to fit the research question. Thus,
an iterative step was needed. The codes relating to the passive voice and passive
alternatives, initially categorised as subcodes of syntax, were allocated to main
codes that answer the research question more precisely. Kroger identified them
as features that indicate distance to the reader (Koch/Oesterreicher 1985) while
Ahrens identified them as features that erase the agent in a sentence.
Kroger’s code tree had the following form:

features that indicate proximity or distance
passive
passive alternatives
direct ways of addressing the reader
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It is evident that codes can be arranged differently. This shows not only the
difference in research question, but also the individuality of each text, consid-
ering text type, text function, and communication situation, including sender’s
intention, motive for communication and addressees.

Coding the data

In this phase, the researcher searches the ST for each code. This process can
be simplified by using the “search” function in MaxQDA (VERBI Software
GmbH 2021). In the case of the passive and passive alternatives, it is possible to
search for forms of werden to find the Vorgangspassiv. By searching for sich, the
researcher can find the reflexive passive alternatives. Using the search function,
fewer occurrences will be overlooked. This can complement the line-by-line
approach in which each code is traced manually.

Analysing the coded data

In this step, all categories are reviewed to reveal the characteristics of the ST
as well as barriers that emerge due to the textual qualities.

Due to the iterative nature of Kuckartz’ qualitative content analysis, the
described steps can be repeated as necessary (cf. Kuckartz 2016: 46, 186; see
Chapter 2.3). This is especially relevant for the rearrangement of subcodes
into main codes: The more of Nord’s formula is analysed, the more the focus
of the ST analysis can change. This becomes apparent when the researcher
analyses the passive and passive alternatives in relation to other factors of
Nord’s New Rhetoric Formula. The passive and its alternatives also play a
role in the factors knowledge presuppositions and tone. The passive voice is
notoriously difficult to comprehend (for example Dabrowska/Street 2006)
in part due to its lack of or concealing of the agent. The researcher can thus
draw conclusions for knowledge presuppositions that the author or sender
suspects the addressees to have. A comprehensive use of passive and passive
alternatives thus shows that the author/sender expects the addressees to be
strong readers with a thorough ability to infer the lacking or hidden agents
from the extra- or intratextual context of the text. It is thus presupposed that
readers know how to read well, i.e. are fully literate. This shows the extent
of the cognitive, language and expert language barriers within a text. The
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passive and its alternatives influence the tone of a text, too (Ahrens 2020).
Hiding the agent is one of the linguistic devices that can be employed to
save the reader’s negative face (Brown/Levinson 1987: 317), i.e. the reader’s
“basic want to maintain claims of territory and self-determination” (Brown/
Levinson 1987: 317). By hiding the agent, direct requests or demands are
veiled and the required or forbidden act is distanced from the reader (Brown/
Levinson 1987: 317). The text thus does not overtly impede on the reader’s
want to self-determination and “[permits] him to feel that his response is
not coerced” (Brown/Levinson 1987: 317). This sort of “redressive action” is
called “negative politeness” (Brown/Levinson 1987: 317).

In medical communication, removing the agent may serve as a device to
remove the reader from potentially emotional subjects. In the following exam-
ple, life-threatening complications of a disease are mentioned which can lead
to strong reactions as the readers may have been diagnosed with the disease.
To remove the reader from involvement, passive voice was used:

Da in seltenen Fillen ein lebensbedrohlicher Verlauf aufgrund dieser
Komplikationen auftreten kann, sollte bei diesen Anzeichen unbedingt
ein Arzt aufgesucht werden. (Kremser 2018)

Since a life-threatening course can occur in rare cases due to these
complications, in case of these symptoms a doctor should be consulted.
(Translation J. K.)

Especially topics like complications and risks can provoke fear and rejection
of the content, i.e. the emotional barrier, even more so if the reader is at risk
of experiencing the text fopic. Using the passive voice hides the agent and re-
duces the readers’ involvement. The analysis of fone allows for conclusions on
the sender’s intention: Is the passive used to save the reader’s face or to protect
them from potentially emotional subjects? This analysis then shows how the
emotion and motivation barriers are addressed in a given ST.
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4  Synthesis: A proposal for text analysis in research

Analysing a text with regard to accessible communication means identifying
the communication barriers. Having introduced the three models and methods
in Chapter 2, this chapter will abstract from the example given in Chapter 3 to
outline how to combine the models to achieve an accessibility-oriented analysis
schema for intralingual translation with the aim of identifying barriers.

Kuckartz’ qualitative content analysis serves as a frame for Nord’s New
Rhetoric Formula. The New Rhetoric Formula offers factors for the text anal-
ysis itself - the qualitative content analysis structures the analysis (see Chapter
2.3). For each factor according to the New Rhetoric Formula, the researcher
follows the iterative cycle of Kuckartz’ qualitative content analysis. Following
this schema, codes are developed according to the factors. It is possible that
the factors become codes themselves, or that they are grouped or divided into
more suitable main or sub-codes (see Chapters 2.3 and 3.3).

Nord’s extratextual factors are mostly exempt from this iterative analysis
process: They are usually easily analysed from extratextual information. How-
ever, extratextual factors such as addressees, sender’s intention, or text function
may not be provided externally, but need to be assessed from the intratextual
factors (for an example see Chapter 3.3).

Each of Nord’s intratextual factors undergoes the iterative process of the
qualitative content analysis. The factors usually contain sub-factors, such as
the passive and passive alternatives as sub-factors of syntax. These sub-factors
can be deductive or inductive codes that are developed further during each
iterative step. They are themselves analysed iteratively which makes the text
analysis time-consuming. Using programmes like MaxQDA (VERBI GmbH
2021) can support and help to structure the analysis (see Chapter 3).

A combination of the New Rhetoric Formula and the qualitative content
analysis in MaxQDA allows for text analysis in context, i.e. lexis can be ana-
lysed with regards to the surrounding co-text. Without coding in programmes
such as MaxQDA, researchers often rely on frequency lists (Vaughan/O’Keefte
2015: 5ff.) in which words are counted based on their appearance, not on their
semantics (i.e. word class and word function) (see Chapter 3.2). Iterative coding
in MaxQDA allows for ongoing semantic analysis where necessary to avoid
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mistakes in lexical analysis, especially in word (class) frequency analysis. The
search function in MaxQDA ensures that no token occurrences are missed.

The last step is the analysis of the coded data (see Chapter 3.3). The coding
is performed to determine features of a text, here the factors in Nord’s New
Rhetoric Formula, which can then be linked to the accessible communication
model and to potential communication barriers (see Chapter 2.1). Depend-
ing on the research question, the coding can focus on certain factors and the
analysis can yield different results.

Nord’s intratextual factors all potentially impede comprehensibility and
linkability (for an initial overview see Chapters 2.2 and 3.3). Depending on the
research question, text topic and content can be identified as part of an expert
knowledge barrier, but can also be attributed to a cultural barrier (Ahrens/Fio-
ravanti in prep.), thus affecting comprehensibility and linkability. In TT plan-
ning, it is additionally relevant to select information to achieve an acceptable
text length (see Chapter 2.2). Text structure is guided by text type conventions
and thus tied to the expert language barrier and the cultural barrier (Schubert
2016: 18; Rink 2020: 139), affecting comprehensibility and action-orientation.
Non-verbal elements, in written texts often images, can be attributed to percep-
tibility, comprehensibility and acceptability. In Ahrens (in prep.) images are
interpreted to potentially reduce the expert language barrier by showing the
placement of organs within the abdomen, therefore enhancing the ST’s com-
prehensibility. Lexis and syntax, especially in projects for expert-non-expert
communication, can be attributed to the expert language barrier, but also to the
language barrier, affecting perceptibility and comprehensibility. Tone has been
attributed to the emotional and motivational barrier in Chapter 2.2, and thus
affects acceptability. The passive voice may have a positive impact on accepta-
bility by saving the reader’s face or removing the reader from the text topic (see
Chapter 3.3). Knowledge presuppositions affect the stages of comprehensibility,
linkability and acceptability as they not only play a potential role in the expert
knowledge barrier, but also in the cultural barrier (Ahrens/Fioravanti in prep.)
and the motivational barrier. Hiding the agent with a passive construction,
for example, implies that the text presupposes that the reader knows the agent
already or can infer the agent easily (see Chapter 3.3). Counting literacy and
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numeracy into the factor knowledge presuppositions, the cognitive and language
barrier might also be identified.

Extratextual factors such as sender, author, and sender’s intention relate to
acceptability (see Chapter 2.2). Health information distributed by state-funded
health institutions can be more trustworthy than health information distribut-
ed by ad-driven companies (Sun et al. 2019: 11; Deutsches Netzwerk evidenz-
basierte Medizin e.V. 2017; for a study on health information searches on the
web see for example Zschorlich et al. 2015), hence more acceptable (Lang 2021:
101; for trust in health information see Link 2019: 108).

Sender and author, however, could also relate to retrievability. Especially
during the Covid-19 pandemic, readers might have memorised senders such
as the Robert Koch Institut (a state-funded health institution in Germany) or
authors such as popular virologists. Knowledge of these names helps them
look for reliable health information (for issues with the retrievability of reliable
health information see for example Schaeffer et al. 2016: 59£., 2021: 26; Zschor-
lich et al. 2015). More poignant examples are found in literature when readers
search for books by a specific author: The books become more retrievable when
the author’s name is attached to them.

Having analysed Nord’s intratextual factors, conclusions about unanalysed
extratextual factors can be drawn (see above). For example: Knowledge pre-
suppositions that were made in the text hint at the addressees and the sender’s
intention.

These examples show that the New Rhetoric Formula can conveniently be
used to analyse the accessibility of a text, the iterative process of the qualitative
content analysis ensuring a thorough, high-quality analysis.

As shown in Chapter 3.2, the process according to the qualitative content
analysis can also serve to complete a text analysis that is framed by the New
Rhetoric Formula. Here, it may only be used to analyse one of the intralingual

factors, in this case syntax. This procedure may be advisable for research pro-
jects in which the text analysis has a minor role.
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5  Conclusion

In this paper we have shown how to conduct an accessibility-oriented, re-
search-focussed text analysis. We have shown how the New Rhetoric Formu-
la, designed for interlingual translation, can serve in intralingual translation
research, too. Thirdly, we have demonstrated how to conduct a thorough text
analysis using the tool MaxQDA, following the iterative steps of qualitative
content analysis. The combination of the factors in Nord’s New Rhetoric For-
mula and the iterative framework provided by Kuckartz’ qualitative content
analysis allows for an intensive analysis of a source text with a large spectrum
of codes oriented at the given research question. The research questions guide
the analysis of the data to interpret their influence on the communication
barriers, and thus on the steps retrievability, perceptibility, comprehensibility,
linkability, acceptability, and action-orientation. Using software like MaxQDA
helps the coding process and prevents text segments from being missed.

This contribution attempts to further the field of intralingual translation
studies as part of translation studies by adapting translation theories to intralin-
gual translation. We show how interdisciplinary research can support research
projects and how it can help to improve how we research.
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Providing Evidence-Based Health Information
in Easy and Plain Language

Procedures and Experiences of the Cancer Information Service

1 Introduction

The Cancer Information Service (CIS) of the German Cancer Research Center
is a publicly funded institution dedicated to providing evidence-based infor-
mation on cancer to the public. People can ask their individual questions about
the disease by telephone and email. This service is flanked by a website (www.
krebsinformationsdienst.de) providing profound online information and print
materials such as brochures and leaflets on selected topics.

The offer of CIS is aimed at patients, their relatives, or anyone interested in
knowing more about cancer. Topics on the website range from general infor-
mation on prevention, screening, diagnostic procedures, and cancer therapies
to specific information for the most frequent cancer entities, and on life with
cancer. Individual inquiries are answered by specially trained physicians by
telephone or email, based on a comprehensive evidence-based knowledge da-
tabase that is regularly updated.

In addition, CIS provides information for healthcare professionals through
its different channels. This includes physicians, pharmacists, psychologists,
nurses and others involved in the treatment and care of cancer patients.

To reach groups with low health literacy in particular, the portfolio of CIS
is continually expanded by easy-to-understand information. This includes in-
formation in Easy Language and Plain Language. By enhancing the compre-
hensibility of materials, CIS aims to improve the support of target groups with
low health literacy. For example, as part of the EU-funded project “iPAAC’, CIS
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is developing brochures on familial breast and ovarian cancer in cooperation
with the Center for Familial Breast and Ovarian Cancer (CC-HBOC) at the
University Hospital Cologne. Different brochures will be addressed to at-risk
patients and relatives with different levels of health literacy, as well as physicians
involved in the counselling and treatment of these families.

2 Motivation for Easy Language Information

Recently, the German Health Literacy Survey (HLS) has observed that about
two thirds of the German-speaking population have only limited, self-report-
ed health literacy (Schaeffer et al. 2021). That means that a major share of the
general public experiences difficulties in accessing, understanding, appraising,
and applying health information to their own condition (Serensen et al. 2012).
Health literacy even seems to have deteriorated, as compared to a first survey
conducted in 2014 (Schaeffer et al. 2016). The authors of the study discuss,
among other factors, an increasingly complex healthcare system, digitalisation,
and fake news and conspiracy myths as potential influencing factors. Although
overall health literacy increased slightly during the COVID-19 pandemic
(Schaefter et al. 2021), this remains a major issue that needs to be considered
in health communication and health care.

One obstacle in understanding health-related information can be limited
reading abilities. The “LEO” study’, conducted in Germany in 2018, found
that 12.1 % of the German-speaking population has problems reading longer
sentences or texts (Grotliischen et al. 2019). Low literacy was also found to be
associated with deficits in dealing with health-related texts, e.g., medication
package inserts (Grotliischen et al. 2019).

As stated before, the aim of CIS is to provide information for everyone with
questions about cancer. However, recent surveys of CIS users® have shown that

1 The LEO study examined literacy in the German-speaking population. Reading and writing
skills were assessed among 7,192 participants aged 18-64 years. The study was representative
of the German population.

2 Shown by internal polls among users of the services, non-representative; results are unpub-
lished.
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the CIS website, and also telephone and email services are primarily used by
advice-seeking people with higher education. Also, inquirers contacting CIS
are mostly actively seeking health information and demonstrate high interest
in health topics (Rosset et al. 2019). One reason for that might be the overall
complexity and accessibility of the online and print information. A possible
measure to address this issue is to improve accessibility of materials and thus
provide low-threshold access. One important step in this context is the devel-
opment of comprehensible brochures in Easy Language and a particular graphic
and layout design supporting perceptibility. In the following paragraphs, Easy
and Plain Language projects will be presented in more detail.

3 Project Design: Brochures in Easy Language

Easy Language is a very simplified German language that can be helpful for
everyone who has trouble understanding Standard German texts (Netzwerk
Leichte Sprache 2021, Bredel/Maaf} 2016). Thus, the authors have identified
Easy Language as one approach to reach new target groups. Easy Language can
be used to address people with learning and/or reading disabilities. Visually or
hearing impaired people can also benefit from Easy Language. Furthermore,
people who are not native speakers and have only a limited speech intelligibil-
ity may be recipients of Easy Language texts, as well as people suffering from
cognitive impairments and elderly people (Hansen-Schirra/Maaf3 2020: 25).

Easy Language has strict rules. Its characteristics include use of very short
sentences, extensive explanations of concepts considered little known, addi-
tional illustrations of texts, and lack of technical terms, to name a few (Netz-
werk Leichte Sprache 2021; Maaf3 2015). Transferring health information into
such a format requires simplifications and reduction of content (Bredel/Maaf3
2016; Maaf3/Rink 2017). Thus, the key challenge is to keep evidence-based
information easy to understand, and still compliant with common standards
for evidence-based health information (Arbeitsgruppe GPGI 2016). Figure 1
shows some of the important aspects to consider.
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Detailed m Comprehensible

Evidence-based Empathic

Accurate and up-to-date

Non-directive
Acceptable

extent
Gender-sensitive Addressing diverse
language target groups

Figure 1: Requirements identified for health information.

It is challenging to balance comprehensibility of Easy Language materials
without distortion of the basic facts and information, since Easy Language
requires simplifications and truncations. In addition, a certain depth of detail
is required while maintaining an acceptable length, which can be difficult due
to the extensive explanations needed in Easy Language (Maaf/Rink 2020).

With respect to the frequently vulnerable groups, e.g., cancer patients and
their relatives, who are potential users of Easy Language materials, it is im-
portant that texts reflect empathy and use a gender-sensitive language. In the
cancer healthcare setting, decisive and preference-sensitive medical decisions
must frequently be made. Thus, it is mandatory to use a non-directive language
which opens spaces for decisions rather than prescribing certain decisions to
the reader.

4  Producing Easy Language
and Plain Language Health Information

This chapter focuses on health information in Easy Language, describing pilot

projects that have set the framework for Easy Language materials at the Cancer
Information Service (Chapter 4.1). Afterwards, a closer look will be taken at
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the production of health information on the complex topic of familial breast
and ovarian cancer at different language levels (Chapter 4.2).

4.1 Pilot: Lung Cancer Brochure
and Cancer Prevention Brochure

In 2014, CIS started working on brochures in Easy Language in a cooperation
between CIS and Prof. Dr. Karin Terfloth of Heidelberg University of Education
and her students. As term papers, students wrote manuscripts for brochures on
a self-chosen cancer topic in Easy Language, supported by a CIS expert for the
respective field. So far, two manuscripts have been illustrated and laid out and
subsequently published as brochures of the CIS: “Lungen-krebs — was nun?”
(Lung cancer — what now?) (Betz et al. 2017) and “Gute Tipps fiir ein kleineres
Krebs-risiko” (Good advice for a lower cancer risk) (Barber et al. 2022).

Lung cancer brochure

During the development of the first brochure on lung cancer, focus group
tests in the target group were conducted. The target group consisted of 24
participants who were students receiving special needs education and 24 par-
ticipants who worked at sheltered workshops. All exhibited reading difficulties.
The participants read two excerpts in different layouts from the brochure. On
that basis, comprehensibility of text and illustrations of the two versions were
tested, and participants were interviewed about handling of and orientation
within the brochure. Full proceedings of the focus group tests are reported in
(Klein et al. 2020).
The focus group tests showed:

« the use of a narrative protagonist was beneficial for understanding

o illustrations and photos were equally well understood

o illustrations were required throughout the brochure, also for table of
contents and glossary

These insights were considered in a revision of the manuscript and in the final
layout of the brochure. One decision was to use illustrations instead of photos
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because this was easier to manage and less costly. Reinhild Kassing?, a profes-
sional Easy Language illustrator, provided the illustrations. However, during
the development of the illustrations, it became evident that some concepts were
too complex to be easily visualised; for example, an illustration of the concept
“opportunity” was attempted, but could not be understood in the presented
context (Klein et al. 2020). In such cases, the text was adjusted.

= dicfz. & P
2= 0800 420 3040 B

T

Gute Tipps
Lungenekrebs — was nun? fiir ein kleineres Krebserisiko

Eine Broschiire in leichter Sprache Eine Broschiire in Leichter Sprache

Figure 2: Covers of Easy Language brochures on different cancer topics.

Cancer prevention brochure

Based on the insights gathered during the development of the lung cancer
brochure in Easy Language, another one on cancer prevention was designed.
The aim was to reach a broader audience with a topic relevant to many people.
Although following the same concept as the lung cancer brochure, the layout
was updated to follow the most recent corporate design rules. For example, the
new CIS logo was placed on the front page. Text and layout were checked and
approved as paid contract work by a small group of test readers at the “Biiro
fiir Leichte Sprache” Heidelberg.

3 www.reinhildkassing.de/leichte-sprache.html

144 © Frank & Timme Verlag fiir wissenschaftliche Literatur



Providing Evidence-Based Health Information in Easy and Plain Language

4.2 Project: Information on Familial Breast
and Ovarian Cancer

A recent third-party funded cooperation project of CIS and the Cologne Center
for Hereditary Breast and Ovarian Cancer (CC-HBOC), University Hospital
Cologne, focussed on the production of different information materials for
people with a genetic predisposition for breast and/or ovarian cancer*. This is
a complex topic since not only information for patients with breast or ovarian
cancer are needed, but also for healthy relatives who have to cope with an in-
creased risk of cancer. Among healthy individuals at risk, there is a difference in
information need between those who already know of a genetic predisposition,
e.g., after genetic testing, and those who have not been genetically tested yet,
but suspect that there might be a genetic cause for several cancer cases in the
family, and consider genetic counselling.

Although breast and ovarian cancer primarily affect women, men should
also be addressed in the brochures for two reasons: First, they can inherit a
genetic predisposition and pass it on to their children. Second, men themselves
are at a higher risk for breast cancer (and other cancer entities) too, although
it is still lower than in women without a genetic predisposition. Overall, an
efficient risk communication strategy is needed for these brochures.

Due to the diverse information needs of the target groups, several materials
were outlined (Figure 3): an Easy Language brochure, and two brochures in
Plain Language, aimed at patients already suffering from hereditary breast or
ovarian cancer and at their healthy blood relatives, who are at a higher risk. In
addition, corresponding materials for physicians, e.g., general practitioners or
gynaecologists, were designed, who frequently are the first to be consulted by
a person with a family history of breast or ovarian cancer.

4 EU- and BMG-funded project “iPAAC” (innovative Partnership for Action Against Cancer),
www.ipaac.eu
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brochure for patients

Plain Language

brochure for healthy
people

Information materials
one brochure for all

target groups

on hereditary breast Easy Language
and ovarian cancer

focus on patients
brochures for
physicians

focus on healthy
people

Figure 3: Overview of brochures on familial breast and ovarian cancer developed
in the project “iPAAC".

Easy Language brochure

For the Easy Language brochure on familial breast and ovarian cancer, the
relevant topics were selected by CIS and CC-HBOC in a first step. Since the
focus was supposed to be on genetic predisposition and genetic testing, the
principles of heredity needed to be described. Each chapter in the brochure
was dedicated to one central aspect in the context of familial breast and ovar-
ian cancer (Table 1). They covered a basic introduction to the topic, as well as
possible consequences of a positive genetic test, including options for cancer
prevention and early detection. To provide information for patients already
suffering from breast or ovarian cancer, two chapters were focused on treat-
ment options and aftercare.
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Chapter | Central question/idea Content

1 Ms. Miiller suffers from breast Introduction of the narrative

cancer.

2 What is breast and ovarian Basics, carcinogenesis, frequency

cancer? of breast and ovarian cancer

3 What does heredity mean? Definition of genes and heredity,
introduction of the concept “ge-
netic predisposition”

4 How does genetic testing work? Procedure and possible outcomes
of a genetic test, advantages and
disadvantages

5 How can cancer be diagnosed? Screening and early detection pro-
gramme for breast cancer, descrip-
tion of screening methods

6 How can cancer be treated? Description of common cancer
therapies

7 What happens after cancer treat- | Aftercare and rehabilitation, palli-

ment? ative situation

8 What can you do to prevent he- Introduction of the concept “pre-

reditary cancer? vention”, preventive mastectomy
and removal of ovaries

Table 1: Central questions for chapters in Easy Language brochure on familial breast and
ovarian cancer

The main body of the brochure is accompanied by an introductory section
explaining how the brochure works and a glossary with explanations of some
technical terms and complex concepts.

Regarding the requirements in Figure 1, the following paragraphs present
some strategies executed to meet them.

Complexity vs. comprehensibility

To deal with the challenge of making complex information understandable, all
texts were edited by internal experts from CIS and CC-HBOC to make sure that
all important medical aspects were considered and presented in a correct way.
Still, information was only presented to a certain level of detail. For example,
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the part on possible options for prevention was left quite vague and pointed
the reader to a personal consultation with his or her physician. This was partly
motivated by the complexity of the topic, but also by conceptional reasons,
because prevention options like surgical breast removal requires counselling
and support of healthcare professionals, and this cannot be replaced by written
information in a brochure.

Narrative

For this brochure, a narrative was used, similar to the lung cancer brochure
(see above). Here, the topic is introduced with a sample family, where “Ms.
Miiller” suffers from breast cancer and her two daughters are confronted with
their own potential cancer risk.

As the narrative used in the lung cancer brochure was conducive to com-
prehensibility (Klein et al. 2020), it was decided to implement a narrative in the
new brochure too. Here, its purpose is not only to enhance comprehensibility,
but also to offer figures of identification for different target groups. Patients
could relate to breast cancer patient Ms. Miiller, whereas relatives might iden-
tify themselves with the daughters, or her husband, Mr. Miiller.

It should be noted that narratives are often viewed critically in health
communication due to the risk of generalisation of single, subjective perspec-
tives and thus potential bias in medical decision making (Winterbottom et al.
2008). In the German Guideline Evidence-based Health Information, the use
of narratives is not recommended because of potential effects of persuasiveness
(Lthnen et al. 2017). Still, the evidence for adverse effects of narratives is rather
low, leading to the recommendation of a cautious use of narratives in patient
information such as decision aids (Shaffer et al. 2021).

Furthermore, the narrative in this brochure differs from “classical” narra-
tives: It is not a patient story or experience, but a stylistic device to make the
topic more tangible for the reader. Nevertheless, strategies were implemented
to address the potential issues a narrative can have. First of all, a disclaimer
was included at the beginning of the brochure to explain the narrative concept.
The disclaimer explicitly states the exemplary status of the narrative (Table 2).
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In this brochure, there is the story of Ms. Miiller and her daughters.

The story is just an example.

« The example helps us to explain many things in a better way.

« That means for you:

» Maybe your situation is the same as the one of the Miiller family.

» Maybe your situation is completely different from the one of the Miiller family.
« You do not have to act exactly like Ms. Miiller or her daughters.

« You can make different decisions.

Table 2: Example - introduction of the narrative

For topics involving decisions, the brochure switches to addressing the reader
personally. This is to emphasise that decisions are individual, as shown in the
example below for the decision on genetic testing (Table 3).
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Are you too thinking about a genetic test?

The decision can be difficult.

Because the genetic test has advantages and disadvantages.

There is no right or wrong decision.

On the next page are some advantages and disadvantages of the genetic test.

Think carefully: What is important to you?

Table 3: Example - addressing the reader personally

Within the narrative, one daughter decides to take a genetic test, whereas the
other daughter decides against it to show that both points of view and resulting
decisions are valid and acceptable. Such a decision was needed for the later
chapters on screening and prevention to make sense.

Gender-sensitive language
In the German language area, there is a current debate on the use of gen-
der-sensitive language. While the English “patients” applies to men and wom-
en, there is a distinction in German between “Patienten” (male patients) and
“Patientinnen” (female patients). Apart from naming both individually, there
are also special ways of spelling to indicate that all genders are addressed (e.g.
“Patient:innen” or “Patient*innen”).

This is particularly difficult in Easy Language, as special forms or men-
tioning of both male and female form make a text more complicated to read
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(Rocktdschel 2020). Still, it was important not to use the masculine plural form
only, because breast and ovarian cancer affect women, except for a few men
suffering from breast cancer. In addition, men should be addressed because
they can also inherit a genetic predisposition and pass it on to their children,
and be at a higher risk for cancer themselves. As a compromise, a female doctor
was included in the narrative, and both forms were used most of the time when
general statements were made. In addition, this concept was explained via a
disclaimer in the introductory section of the brochure (Table 4).

In our example, Ms. Miiller goes to a female doctor.
Ms. Miiller can of course also go to a male doctor.
We mean all people with this profession.

No matter what gender a person has.

Table 4: Disclaimer for gender-sensitive language

Similarly to the other Easy Language brochures, the brochure was illustrated
by Reinhild Kassing (including illustrations shown in Figure 2 and Tables 2-4),
and comprehensibility of text and layout were checked and approved as paid
contract work by test readers at the “Biiro fiir Leichte Sprache” Heidelberg.

Plain Language brochures

For the brochures in Plain Language, it took some time to figure out how to
define “Plain Language’, as it lacks a set of rules and is more dynamic (Maaf3
2020: 150). It is more complex than Easy Language, and requires better reading
abilities and a wider knowledge of words and terms (Kellermann 2014).
Initially, Easy Language Plus was supposed to be used, a concept devel-
oped by C. Maaf3 as a language form that balances out the drawbacks of Easy
Language and Plain Language (Maaf$ 2020). In an online user survey, a short
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text sample in Easy Language Plus was shown to potential readers, followed
by administration of a questionnaire asking for their experiences with the text.
The text was perceived as easy to understand and well-structured, but some
participants missed more detailed information (cf. Figure 4). In the comment
section, the text received mixed feedback from the participants of the survey,
with some people stating the language was too easy and that the text seemed
superficial while others liked the easy-to-understand style.

Figure 4: Selected items of a survey on an Easy Language Plus text example (n = 120).

During text production, a switch to a more complex language was made to
clearly distinguish these two brochures from the Easy Language text and to
present the content in more detail, which turned out to be difficult in Easy
Language Plus. Still, the aim was to keep the language relatively simple, e.g., by
using only few technical terms and avoiding too lengthy sentences. To enhance
understanding, it was decided to use infographics to illustrate the text, as a
visual supplement or alternative to the written information. Figure 5 shows
an example in which the breast cancer risk for women is presented in a visual
form to make frequencies and risks easier to understand.
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Figure 5: Infographic used for risk communication, showing that 13 out of 100 women
develop breast cancer. (Caption: 13 out of 100 women will develop breast cancer in the
course of their lives. That is about 1 in 8 women. This makes breast cancer the most
common type of cancer in women.)

Prior to finalising and publishing the brochures, structured interviews will be
conducted to evaluate whether the text, structure, graphical style and layout
are well-received. For the interviews, representatives of the target group will
be recruited, i.e., patients seeking advice at the Center for Familial Breast
and Ovarian Cancer (CC-HBOC) at the University Hospital Cologne. Also,
patient representatives from the patient organisation BRCA Netzwerk e.V.
will be asked to review the brochures from the patient’s point of view. Their
feedback will then be implemented in the finalisation of the brochures prior
to publication.

Brochures for physicians

The information materials for patients are accompanied by brochures aimed
at health professionals, such as gynaecologists and general practitioners (GPs).
Health professionals play an important role in identifying individuals at el-
evated risk for hereditary cancer, and providing medical information, thus
supporting them in medical decision making, e.g., on genetic testing and risk
management options. However, evidence-based knowledge on familial breast
and ovarian cancer is extensive, complex, and evolves quickly. For health
professionals with limited knowledge on genetics, it is a challenge to gain an
overview of the current medical evidence, to comprehend the results from mo-
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lecular genetic analysis, and to translate them into clinical recommendations
to support decision making.

As a result, individuals at risk for developing breast and ovarian cancer
may not be reliably identified as such by their attending general practitioner,
and will subsequently not be sufficiently informed and, if applicable, referred
to specialised centres. In addition, patients may receive conflicting medical
information by their GPs or gynaecologists, and specialised centres for breast
and ovarian cancer (Fadda et al. 2020). This may result in confusion (Nagler
et al. 2019; Fadda et al. 2020) and insecurity in medical decisions. Finally,
contradictory medical information could even lead to distrust in academic
medicine. A cross-sectional survey among German physicians indicated lack
of genetic and risk literacy to be a major barrier to routinely discussing genetic
issues with patients (Dick et al. 2021). Comprehensible information material
on hereditary breast and ovarian cancer for health professionals may assist GPs
in identifying and communicating genetic risks (Nippert et al. 2014).

In light of these challenges, the rationale for developing complementary
information material was to support health practitioners in identifying and
counselling individuals at increased risk for breast and ovarian cancer. The
brochures were developed under the lead of CC-HBOC alongside the patient
materials produced under the lead of CIS to mirror and complement the in-
formation given there.

A health professional’s role in enabling preference-sensitive decision making
The health professional’s role in the process of decision making is nuanced and
unusual in the context of hereditary cancer syndromes. It is characterised by
a special prevention situation that is best described by the example of women
that are at high risk of developing breast and ovarian cancer, (e.g., due to a path-
ogenic variant in the BRCAI or BRCA2 gene), but have not (yet) developed the
disease. For example, of 100 women with a pathogenic variant in the BRCA1I
gene, around 70 will develop breast cancer during their lifetime, compared to
around 12 of 100 women in the general female population (Kuchenbaecker et
al. 2017). These women have a clinical indication for prophylactic operations,
i.e., bilateral salpingo-oophorectomy (removal of both ovaries and fallopian
tubes) and bilateral mastectomy (removal of both breasts). Women deciding
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on preventive options will face the difficult task of anticipating regret of (not)
decision making in light of their lifetime risks. In the example of BRCA1, 30
of 100 women will not develop breast cancer during the course of their life.
Thus, not opting for a prophylactic measure needs to be considered as a le-
gitimate and important option by health professionals, especially for healthy
individuals at risk. These women benefit from health professionals being aware
and empathic of their situation, sensitive for counselees’ personal preferences
and values, as well as their psychosocial situation and life plans — along with
evidence-based medical facts as the core and basis for any consultation with
individuals at risk.

Structure and contents

The brochures aim to disseminate comprehensive but concise information on
the topic of familial cancer to a wider professional audience. This includes an
overview on the current state of science on genetic analyses in the context of
familial breast and ovarian cancer and their clinical implications. Here, too,
the challenge was to find a balance between complexity (in favour of accurate
reproduction of scientific and medical facts) and reduction to the essentials
(in favour of comprehensibility). In addition, evidence on well-balanced risk
communication was incorporated to strengthen a health professional’s ability
to interpret risks (e.g., the risk of developing breast cancer) and to translate
them into clinical recommendations that correspond with the counselee’s cur-
rent situation, age, future plans, personality and values (e.g., future plans on
having children) (Gigerenzer et al. 2007). For this, evidence on psychosocial
burden and challenges that individuals at risk for breast and ovarian cancer
face was considered (Howard et al. 2009). This includes — among many - the
loss of close relatives, and the insecurity of if, how, and when to decide on risk
management options. An overview of the contents discussed in the brochure
for physicians counselling cancer-unaffected individuals at risk is displayed
in Table 5.
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Main topics

Introduction

The German Consortium for Familial Breast and Ovarian Cancer

Familial breast and ovarian cancer

Offer and procedure of a consultation for genetic testing

The process of molecular genetic analyses

Interpreting the results of molecular genetic analyses

Understanding risks

Clinical consequences following genetic analysis

O (G0 | N | Q| W N -

Psychosocial aspects and patient self-help

)
(=)

Additional resources for health professionals and patients

Table 5: Preliminary table of contents before performing focus groups with the target group

The writing style was chosen such that health professionals with a certain de-
gree of knowledge would feel addressed, but that it would still be compre-
hensible to read. While this kind of expert communication did not require
a comparably thorough language level concept as for the patient brochures,
overall comprehensibility of the brochure was examined in structured focus
group interviews with physicians from gynaecological practices.

In addition to the writing style, the health professionals (e.g. gynaecologists
and general practitioners that may not deal with hereditary breast and ovarian
cancer on a day-to-day basis) were asked to provide feedback on the structure
and contents, as well as layout and handling. Representatives from the patient
organisation BRCA Netzwerk e.V. reviewed the brochures from the patient’s
point of view. The feedback gained is implemented in the brochures.

5 Experiences, Problems, and Lessons Learned

The key challenge of keeping information evidence-based and comprehensible
was especially present in the brochures directed at patients, and even more for
the Easy Language edition. To deal with this challenge, multiple editing loops
were implemented, as shown in Figure 6 below. Included were several internal
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checks of content and language. Scientific accuracy was checked by in-house
experts from CIS and CC-HBOC.

Text Checks of Checks of Internal Checkof
. language and comprehensibility
production content style approval (target group)

Figure 6: Simplified workflow for checks of Easy and Plain Language brochures.

Target group checks were conducted for the Easy Language brochure to test
their comprehensibility. These checks are also an essential requirement for the
production of Easy Language texts (Netzwerk Leichte Sprache 2021). For Plain
Language materials, structured interviews are foreseen in order to retrieve
feedback from the target groups, i.e. advice-seeking patients with hereditary
cancer. These interviews will show whether the brochure concept meets the
expectations of readers and which parts can be improved.

Limitations of Easy Language

Complex concepts concerning medical decisions

Although it is possible to provide information on cancer topics in Easy Lan-
guage, there are some limitations as well. In order to translate health informa-
tion into Easy Language, it is necessary to reduce the depth of information.
In some cases, this may cause problems because the lack of certain in-depth
information can make it difficult to use Easy Language materials to support
medical decisions (Maaf3/Rink 2020).

An example for that is the part on genetic testing in the Easy Language
brochure on familial breast cancer. Whether or not a genetic test should be
taken, is an individual decision. If someone sees a genetic test as beneficial or
not is rather convoluted because it depends on the outcome. For example, if
someone decides to take the test and the result is negative (meaning, there is
no genetic predisposition), one might feel it was a good decision to take the
test. On the other hand, if a test was taken and the result is positive (meaning,
that there actually is a genetic predisposition and thus a higher cancer risk),
individuals could feel they would rather not have known this. However, this
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depends a lot on a person’s personal preferences and is thus difficult to explain
in Easy Language. This might even result in emotional barriers that negatively
influence text understanding of the recipients (Lang 2021: 131).

Resources

The production of Easy Language materials is quite resource-intensive as it
takes not only time but also requires trained staft to produce Easy Language
texts. As can be seen from the description of the editing process (see Figure
6), it binds staff resources for checks of content and language to ensure the
quality of the information given. The obligatory target group checks and full
illustration of the brochures need to be conducted externally, which generates
additional costs to be considered.

Acceptance issues

As a very distinct form, Easy Language stands out from texts most people are
used to. This results in a potential of stigmatisation of target groups (Zurstras-
sen 2015; MaafS 2020: 209).

Many people who could actually benefit from Easy Language might feel
repulsed by such texts because of their unusual form that sometimes even has
a “childish” look. One solution to this problem might be the use of other forms
such as Easy Language Plus, a form that tries to combine the beneficial and
accepted features of Easy Language and Plain Language (Maaf3 2020).

However, from a survey that was conducted by CIS at the start of the fa-
milial breast and ovarian cancer project, it became evident that Easy Language
Plus can also suffer from acceptance issues. Even though it has a standard text
style, the sample text presented in the survey received mixed feedback (cf.
Chapter 4.2 and Figure 4). While some readers appreciated the easy-to-read
style, others stated it gave them the impression of being superficial. Although
acceptance of such language forms might increase if they are more frequently
used, it seems impossible to address all potential user groups with just one
language level. Therefore, materials in different language levels and information
depths are needed.
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6  Conclusion and Perspectives

Despite the limitations of Easy Language (and in parts, of Plain Language as
well), CIS has successfully transferred cancer-related health information into
more comprehensible formats in order to reach target groups with low health
literacy. Several materials on selected cancer topics were translated, laid out
and illustrated in Easy Language.

Moreover, in a cooperation project dedicated to familial breast and ovarian
cancer, CIS together with CC-HBOC developed brochures for patients and
relatives in Easy Language and in Plain Language. These materials were devel-
oped alongside congruent information materials for physicians to tackle the
challenge of low health literacy from both sides. Participation of the different
target groups during the development process ensures that the user perspective
is considered to optimise the materials.

However, at this point, the different brochures have so far not been eval-
uated in-depth, e.g., in intervention studies. It would be quite interesting to
gain insights as to whether this approach is suitable to enhance health literacy
and to support informed decision making, e.g., in the challenging context of
hereditary cancer.

In the future, CIS aims to expand its portfolio by providing more easy-to-
understand health information. Also, CIS intends to offer such texts not only
in printed form, but also on its website.
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Perspectives from occupational action of health care professionals

1 Initial problem

During their vocational training, health care professionals should acquire com-
petencies that qualify them for their vocational actions. For these professions,
the acquisition and communication of health literacy plays a key role.

For this reason, this article focuses on health literacy in the context of the
vocational education of health care professionals. This group is highly hetero-
geneous within the German health care system and cannot be clearly defined
(BMG 2021). In the following, health care professions are mainly understood
as the so-called ‘healing professions’ This occupational group is defined by
the BMG as follows: “The healing professions include those professions whose
activities include the healing of diseases and the medical-assisting treatment
and care of patients’ (ibid.)!. Healing professions include, among others, the
nursing professions, physiotherapy, ergotherapy, logopaedics and dietary assis-
tance. The heterogenicity is mirrored not only in the various specific tasks and
fields of work, but also in the vocational education in which the corresponding
action competencies need to be developed.

The acquisition of the approbation and the use of the professional title is
regulated by independent professional laws. These also include the training and
examination regulations and set a mandatory framework for the organization

of vocational training. The differentiation between the professional laws var-

1 Quote translated by authors. Original published version: “Zu den Heilberufen zahlen die-
jenigen Berufe, deren Titigkeit die Heilung von Krankheiten und die medizinisch-helfende
Behandlung und Betreuung von Patienten erfasst” (BMG 2021).
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ies tremendously. However, none of the training and examination regulations
of the professions mentioned explicitly address the term health literacy (cf.
PfIAPrV 2018; ErgThAPrV 1999; PhysTh-APrV 1994; LogAPrO 1980; Dia-
tAss-APrV 1994). Health literacy can therefore be defined as the cognitive,
social and motivational abilities and skills of an individual that contribute
to independently accessing health-related information and being able to un-
derstand and apply it in a way that promotes disease management, disease
prevention and/or health promotion (cf. Dierks 2017: 2; Bitzer/Serensen 2018:
754). Discussing the topic of health literacy in the context of occupational ac-
tion of health professions is relevant under two different perspectives: On the
one hand, health care professionals are considered to fulfil a significant role in
promoting the health literacy of their patients (Schaeffer et al. 2020; Kolpatzik/
Schaeffer/Vogt 2018: 84f.). On the other hand, the individual health literacy
of the professionals themselves can contribute to the maintenance of their
own health in the context of occupational action and beyond. For both angles,
accessible communication is a major requirement. The key to achieving such
accessibility is the adaptation of communication offers for the intended aims
and target groups (cf. Maaf$/Rink 2018: 20). To promote the health literacy of
their patients, health care professionals must have the ability to identify and
overcome different barriers to offer health-related information in a comprehen-
sible form. Similarly to promoting health care professionals’ own health litera-
cy, teachers and trainers must take a communicative approach that addresses all
of the students’ needs. During their vocational qualification, students therefore
need to be taught two different aspects of the field of health literacy. Both are
related to their vocational action competence in different ways.

In vocational education, action orientation as a theoretical learning prin-
ciple is the basis for curriculum development and methodological-didactic
approaches (KMK 2021: 17). In following, the didactic principle of action
orientation will be discussed. In doing so, the potential of action-oriented
teaching-learning concepts is discussed with regards to the acquisition of in-
dividual health literacy of health care professionals, as well as with regards to
the competencies required to promote the health literacy of patients. Using the
concept of vocational action competence, aspects of the vocational action of
health professionals will be contextualized in connection with the mentioned
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perspectives on the topic of health literacy. Since health literacy of individuals
always needs to be considered in interaction with their surroundings, an out-
look on the consequences for health-promoting environments and the impli-
cations regarding organizational health literacy will be given in this context.

2 Vocational action competence
and action orientation in vocational training

One aim of the present article is to analyse current understandings and guide-
lines about the orientation of didactic action regarding their transferability to
concepts for the promotion of health literacy on the two levels outlined above.
Thereby, we address the corresponding problem of the classification of health
competence for health care professionals in the framework of their occupa-
tional activities. In 2005, the guiding principle of vocational action competence
was anchored in § 1 of the Vocational Training Act (BBiG). Thus, an approach
was legally enshrined that aims not only to impart content and knowledge,
but also to focus on the interlinking of knowledge and action, of reflection
and action (cf. Euler 2020: 206). In the following, the underlying theoretical
construct of professional action competence will be explained and the extent
to which action orientation can help in the preparation of didactic curricular
content will be presented.

Afterwards, in Chapter 3, a proposal for the accessible, action-oriented
teaching of health literacy in vocational pedagogical settings will be made on
this basis.

2.1 Vocational action competence

Action competence describes the potential of a person to act (at least in the
medium term) in similar types of situations. Vocational action competence
is “[...] the ability and willingness to act in a professionally, personally and
socially competent manner in work-related situations and to further develop
one€’s ability to act in accordance with one’s vocational and social responsibility”
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(Dehnbostel)?. The Standing Conference of the Ministers of Education and
Cultural Affairs of the Federal Republic of Germany (Kultusministerkonferenz)
also formulated the aim of vocational education and training as, among other
things, enabling the acquisition of cross-occupational and work-related com-
petencies to enable people to practice their occupation and help shape society.
Accordingly, particular emphasis is placed on vocational action competence.

Therefore, students are expected to behave in a situation-appropriate and
properly thought-out manner in future professional and private actions and
to act in an individually and socially responsible manner (cf. KMK 2018: 2).
This refocused the goals of vocational education and training in line with
the labour market. The input-oriented direction of educational and learning
processes gave way to an outcome orientation in the conception and design
of vocational education (cf. Gillen 2013: 1). Vocational action competence
is divided into methodological, technical, social and human competence to
qualify learners beyond the content of a vocational profile and to enable them
to engage in lifelong learning. This requires that vocational school teaching
be designed by teachers who operate in a dual role. They are simultaneously
experts in their profession with technical knowledge and competence, as well
as pedagogues with the task of offering diverse competence promotion from
their repertoire (cf. Meyer 2020: 555). The core of their pedagogical work is
therefore the promotion or respectively the acquisition of vocational action
competence as a goal of vocational education (cf. KMK 2018: 11). Within this
framework, it is therefore necessary to develop competencies for specific, pri-
marily vocational contexts of action and scenarios that are situated out of their
realistic context. The construction leads from the (professional) situation via
the required performance to the knowledge that is demanded and expressed
in this performance (cf. Gillen 2013: 1). The vocational educational under-
standing of competence therefore suggests taking vocational action situations
as the starting point of the conception of teaching-learning processes. The

2 Quote translated by authors. Original published version: “[...] die Fahigkeit und Bereitschaft,
in beruflichen Situationen fach-, personal- und sozialkompetent zu handeln und seine Hand-
lungsfihigkeit in beruflicher und gesellschaftlicher Verantwortung weiterzuentwickeln”
(Dehnbostel 2015: p. 19).
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curricular transfer thus follows a guiding principle that is oriented towards a
corresponding complete action.

2.2 Action orientation as a didactic-curricular guideline

Vocational education aims at enabling people to occupational action. Teaching-
learning approaches, such as the “Intimatio principle” which is based on
demonstrating and imitating occupational action, can already be found in
the medieval times of the guilds (cf. Herkner/Pahl 2020: 190). At the level of
educational policy and research, the action-orientation approach forms the
overcoming of the learning-centred dualism between thinking and acting
(ibid; Czycholl 2009: 173). In delineation to the teaching of systematic factual
knowledge, it represents a reformed approach in vocational education since
the work-orientated turn (Rommel/Michele 2019: 30; Eckert 1992: 59). Even
if action orientation is aimed at the occupation-like structures and the trans-
mission of vocational action knowledge, it has been primarily located in the
context of vocational schools for about thirty years (see Pdtzold 1992). This was
established in the 1990s by the reorganization of apprenticeships, including the
introduction of the learning field concept by the Standing Conference of the
Ministers of Education and Cultural Affairs of the Federal Republic of Ger-
many as a benchmark for curriculum development. According to the didactic
principles (KMK 2021: 17), the emphasis on action orientation should also
enable young people to plan, carry out and reflect on work tasks independent-
ly. (ibid; Herkner/Pahl 2020: 193). Following this procedural approach, the
didactic principles on learning situations, which are derived from concrete
professional actions (KMK 2021: 17f.) are:

« When planning and executing action-oriented teaching from the
perspective of learning theory and didactics, the following points of
reference can be pointed out:

« Didactic points of reference are situations that are significant for oc-
cupational practice.

o Learning takes place in complete actions, as far as possible performed
by the students themselves or at least logically followed by them.
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o Actions enhance the holistic understanding of professional reality
in an increasingly globalized and digitalized world of life and work
(e.g., economic, ecological, legal, technical, safety-related, profession-
al, technical and foreign-language, social and ethical aspects).

o Actions refer to the experiences of the learners.

o Actions integrate social processes, for example, the declaration of
interests or the management of conflicts, as well as different perspec-
tives on career and life planning. (ibid.)

While breaking up and interlinking subject- and action-systematic teaching
structures, a completely new demand was placed on the methodological-didac-
tic framework. (Hacker/Skell 1993: 2681t.). The process of a complete action,
which consists of six elements, strives for holistic learning through the con-
nection of thinking and acting. Such actions are considered complete because
actions involve thinking as well as practical activities and affective attitudes
(Bonz 1999; Hacker/Skell 1993: 2681t.). The essential characteristic of the steps
of a ‘complete professional action’ is the connection of thinking and acting pro-
cesses, which due to its processual character, emphasizes the concrete meaning
of the contents for the professions. This problem orientation ensures a high
degree of openness, which allows a wide scope for the development of profes-
sional, social, personal and methodical competencies. Another key element is
the students’ participation in planning and formulating the learning targets
of the courses. In this way, motivation and identification with the lessons can
be ensured. The learning process that builds on this takes place in complete
actions that are holistically oriented to and determined by the actions of the
students. For this purpose, it is necessary to go through various individual
steps, each of which serves its own purpose in the circular process (KMK 1997:
27; Herkner/Pahl 2020: 193).

1. Informing: The learner should independently obtain an overview
of the situation to identify the steps required to collect and sort
necessary information.

2. Planning: Several possibilities that are suitable for the situation have
to be worked out and compared with each other.
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3. Deciding: Possibilities are finally contrasted and decided upon, ei-
ther alone or in collaboration

4. Executing: The learner executes the required work steps as inde-
pendently as possible.

5. Controlling: The subject of learning should be checked by the learn-
er as independently as possible. This includes addressing issues such
as the correct processing of the assignment and the targets to be
achieved.

6. Evaluating: The entire vocational action is always completed by
reflecting on the whole work process. In this process, the learner
becomes aware of his or her actions and learning successes so that
the outcome does not remain accidental. (Konrad 2017: 196; Rom-
mel/Michele 2019: 31).

It should be noted that the characteristics of the complete action, do not have
to be in a stringent order. Individual steps can be repeated or exchanged when
needed, depending on how it is most conducive to the process. Originally
transferred from work science to vocational education, it is possible to differ-
entiate vocational actions and adapt them to the competence and knowledge
level of the learners.

Building on the concept of complete action, the framework curricula of
vocational schools have been structured according to the learning field con-
cept since the mid-1990s (KMK 2018: 2). Oriented to vocational actions,
these learning fields build on each other in their complexity and integrate
sub-disciplines into the vocational action. In this way, the learning situations
become more complex, but also holistic, so for example, health-related infor-
mation is not — out of context as in the above-mentioned subject system - but
is integrated into all other sub-disciplines. The complete vocational action
can thus be taught with all sub-disciplines in a goal-oriented and application-
related manner, whereby the learners always identify with the action due to
their involvement and learn actively (cf. Schelten 2010: 187).

Focusing on the target group of this contribution, the following chapter will
consider the extent to which action orientation is suitable as a basic concept
for preparing and conveying occupation-specific content. Special attention is
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drawn to the role of health literacy within the occupational profile itself and
- in contrast to this - to the health literacy that is to be imparted to the indi-
viduals themselves. In order to put these in relation to each other, the guiding
principle of vocational training, vocational action competence, is used as an
orientation (cf. Dehnbostel 2015: 17). Nevertheless, it must be taken into ac-
count that VET institutions can also always form a framework to enable and
promote health literacy and health literate behaviour. In this way, they can also
contribute to the promotion of accessibility at the organizational level.

3 Health literacy teaching in vocational education

From the very first results on the health literacy of the population in Germa-
ny (cf. Schaeffer/Berens/Vogt 2017), the question arose of how to improve
the health literacy of the population. This resulted, among other things, in
the National Action Plan Health Literacy with relevant recommendations to
strengthen the health literacy of the people (cf. Schaeffer/Hurrelmann/Bauer/
Kolpatzik 2020). The plan describes the promotion of health literacy as a task
for society, but also emphasizes the importance of health professionals, who
can and should take a key role, particularly in disease management (ibid.: 48f.).
Findings from the follow-up survey put yet more emphasis on the demands
and recommendations: while the percentage of people with limited health lit-
eracy in the initial survey from 2016 was at 54.3 %. The 2020 survey showed
an increase to 58.8 % (cf. Schaeffer/Berens/Vogt 2017; Schaeffer et al. 2021).
The promotion of health literacy is only slowly being recognized as a task in
the healthcare professions.

Thus, Kolpatzik, Schaeffer and Vogt (2018: 751.) describe the promotion of
health literacy as a task of nursing in the context of the “Agenda Pflege 20217,
but also state the lack of presence of the topic in the care sector, the insufficient
qualification of health professionals in the promotion of health literacy, as well
as a lack of implementation in curricula of vocational education, training and
further education (ibid.: 85). The situation is similar in the therapeutic pro-
fessions: In physiotherapy, a nationwide stocktaking on the construct health
literacy showed that about 40 % of the interviewed therapists are unfamiliar
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with the term health literacy (cf. Wirner et al. 2020). At the same time, the
participants estimated the role of physiotherapy in the promotion of health
literacy as high to very high at more than 70 % (ibid.).

Although the German Association of Occupational Therapy has included
the promotion of health literacy in the competence profile of ergotherapy, the
topic is not included in mandatory curricula in this sector. It can therefore not
be assumed that members of the profession are specifically taught the necessary
competencies during their training, to deal with a possibly low level of health
literacy or to promote health literacy. This circumstance could also be a reason
why the health care professions do not yet fully recognize and endorse the task
of promoting the health literacy of their patients as such. Although there are
already sources of materials and methods for measuring and promoting the
health literacy of patients (cf. Schmidt-Kaehler et al. 2017), there is still a lack
of integration into a concrete educational concept (cf. Kolpatzik/Schaeffer/
Vogt 2018: 85f.).

At this point, the concept of action orientation described in the previous
chapter offers an important orientation for the development of educational
concepts and the promotion of health literacy by members of the health care
professions.

When the goal-oriented promotion of a patient’s health literacy is under-
stood as a task of the health care professions, the competencies required for
this are to be seen as part of the vocational action competence of the respective
health care professions. The competence requirements that the performance
of the occupation demands is usually derived from the description of the re-
spective occupational field of action, which is characterized by related situa-
tions of action and associated tasks (cf. Klemme 2012: 184). The description
of typical occupational situations can exemplify the challenges posed by the
aim of promoting patient’s health literacy for the competencies of health care
professionals. The following situation may serve as an example to describe the
competence requirements:

A physiotherapist has been treating a patient diagnosed with a herniated

disc for a few days. The patient had experienced a sudden stabbing pain
in his back a few weeks ago when he was lifting a heavy object. After the

© Frank & Timme  Verlag firr wissenschaftliche Literatur 171



Janine Michele/Martin Silke

pain would not subside even days later and began radiating into the right
leg, an MRI of the lumbar spine was conducted. The findings showed a
herniated disc. In response, the doctor prescribed physiotherapy and the
patient started an out-patient physiotherapeutic treatment. Now the pa-
tient is very distressed and still has slight pain.

In such a situation, patients encounter many challenges. Bitzer/Serensen (2018:
755) characterize an individual’s health literacy as a dynamic and context-bound
concept that requires an adaptation of existing competencies or, if necessary, the
acquisition of new competencies when changes occur. The appearance of the
health problem described in the current case represented a change in context,
which required the patient to adapt his or her individual health literacy.
Promoting this individual health literacy, adapted to the new context, can
be understood as the therapist’s task. If one considers vocational action com-
petence in its subdivision into technical, methodological, social and human
competence, the promotion of the patient’s individual health literacy by the
therapist requires skills in all dimensions. Thus, health care professionals need
appropriate expertise in the construct of health literacy, its characteristics and
its significance for the health of patients. On the level of methodical compe-
tence, tools and strategies are required to be able to measure and promote the
health literacy of patients. Here, the material and method collections previously
referred to can be checked for applicability in the respective professional con-
text and then integrated into education, training and further education. Social
competence in this context primarily relates to communication aspects. In
situations such as those described above, health care professionals must be able
to recognize and overcome communication barriers in order to communicate
health-related information in an accessible and patient-specific way. On this
basis, they can fulfil a key role in creating access to health information. For this
purpose, it is important to incorporate evidence from health communication
research. In this context, Baumann (2018: 27f.) emphasizes the importance of
optimizing not only the quality of content, but also the quality of communi-
cation, and criticizes the generally too narrow understanding of communica-
tion of information in the health care system: “To put it bluntly, however, an
oversimplified model of information communication is often used as a basis,
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which essentially assumes that information can be administered to patients as
with a subcutaneous injection. Thus, it is often neglected that health-related
decisions — even more so in the case of acute affection - are usually not made
rationally. The search for, but also the avoidance of, health information takes
place based on one’s own or vicarious prior experience, emotionally deter-
mined attitudes, perceptions and expectations of competence, and is influenced
by perceptions of insecurity and the need for assistance, as well as by the social
environment™ (ibid.).

The description illustrates the great complexity of communicating
health-related information and hence the high demands placed on social com-
petence and the associated ability of health care professionals to communicate
without barriers, which cannot be achieved solely by avoiding technical terms.
It also becomes clear that the defined areas of competence cannot be viewed
separately from one another. Rather, technical, social and personal aspects are
interdependent and systemically interlinked (cf. Schroder 2004: 199).

Kolpatzik, Schaeffer and Vogt state that educational tasks with a commu-
nicative or information and knowledge transfer character play a subordinate
role in the curricula of education, training and continuing education in nursing
(cf. ibid. 2018: 85). Promoting these competencies in the education and train-
ing of health care professionals and integrating them into the corresponding
curricula will be an important task of vocational education in the health care
professions in the future.

To reflect and critically question the handling of patients with possibly low
health literacy or the promotion of health literacy in one’s own professional
actions is based on human competence as part of the vocational action compe-
tence of health care professionals. This underlines once again that addressing

3 Quote translated by authors. Original published version: “Zugespitzt formuliert wird jedoch
haufiger ein zu einfaches Modell der Informationsvermittlung zugrunde gelegt, das im Kern
davon ausgeht, den Patienten Informationen wie mit einer subkutanen Injektion verabreichen
zu konnen. So wird héufig vernachlassigt, dass gesundheitsrelevante Entscheidungen - erst
recht im Falle einer akuten Betroffenheit — meist nicht rational getroffen werden. Die Suche
nach, aber auch die Vermeidung von Gesundheitsinformationen erfolgt auf Basis eigener
oder stellvertretender Vorerfahrungen, emotional geprégter Einstellungen, Vorstellungen und
Kompetenzerwartungen und wird von Unsicherheitswahrnehmungen und Unterstiitzungsbe-
darfen sowie vom sozialen Umfeld beeinflusst” (Baumann 2018: 27f).
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the issue of health literacy is the basis for health care professionals recognizing
the promotion of health literacy as their task in the first place.

4  Health literacy as part of one’s own
vocational action competence

As already mentioned, the health literacy of health care professionals has a two-
fold importance for their professional education. On the one hand, they must
develop their own health literacy, and on the other hand, they must be able to
improve the health literacy of their patients as part of their occupational practice.
Following this differentiation, the question now arises as to how this distinction
affects the design of vocational qualification in order to fulfil this requirement.

For this purpose, the described model of vocational action competence is
used to analyse the extent to which the competence profiles can be classified in
this model and what this means in the context of accessibility in the acquisition
of health literacy.

The practical example of action-oriented teaching for health care profes-
sionals already shows the interdependence of the competence dimensions ad-
dressed. The training of social, technical and human competencies is based
on the one hand on the work-related and on the other hand on the individual
parameters of health literacy. For the target group, it is now necessary to es-
tablish an awareness of — and relationship between - the two scopes of health
literacy within the framework of their vocational education. This transition
can now succeed through the process of reflection. Thus, learning alongside
the complete action succeeds above all based on its reflection (KMK 1997: 27)
and is thus an integral component in the context of the educational process.
Here, therefore, a targeted differentiation can take place. The abstraction of
experience in the reflection process does not focus on the bare generation of
knowledge, but lies in reinterpreting experiences of action, developing concrete
problem-solving strategies, questioning previous beliefs and testing them in
renewed action (Roters 2012; Busse 2021: 11).

The professional actions of health care professionals are not only relevant
in terms of their role in promoting the health literacy of their patients; rather,
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it is also the health literacy of health care professional themselves that is of
central importance given the health-related burdens of practicing in these pro-
fessions. The relatively high health burden compared to others is most evident
in the nursing profession. Demographic change with an increasing number of
people in need of care (cf. Federal Statistical Office 2018) and a simultaneous
shortage of skilled workers leads to stressful work demands such as time and
performance pressure (cf. Mojtahedzadeh et al. 2021: 16). In addition, there is
usually heavy physical work with people in need of care, the work organization
in the shift system, as well as psychologically stressful situations. The high level
of stress is also expressed in the above-average number of days of incapacity
to work among employees in this sector (cf. Techniker Krankenkasse 2019:
28). Added to this are the major physical and psychological strains (ibid.: 65).
Besides the aforementioned conditions in the field of work that are detrimental
to health, initial empirical studies on the health behaviour of nursing staff also
reveal an unhealthy diet, a deficit of physical activity, or a lack of opportuni-
ties for breaks and regeneration units (cf. Mojtahedzadeh et al. 2021: 18). The
National Action Plan Health Literacy also focuses on the education system, as
well as the professional and working field in its recommendations (cf. Schaeffer,
et al. 2020: 31). Given the health burdens described in the example of nursing,
health professionals should not only be enabled to promote the health literacy
of their patients but should also be strengthened in their own health literacy.
Vocational training institutions should specifically strengthen the health liter-
acy of future health care professionals. In addition, the professional group of
teachers is itself particularly at high risk for chronic stress and the development
of mental illnesses due to their occupational framework (cf. Albrecht 2016: 11).
Having the necessary knowledge, skills and abilities to make health-promoting
decisions in the context of one’s own professional activities, i.e., to act in a
health-competent manner in the professional context, should be understood
as part of professional action competence and promoted accordingly in the
context of education, training and continuing education. There is an increasing
shift of perspective in the discourse on health literacy. It is not the individual
alone who bears the responsibility, but institutions and social systems should
also create a framework which their users can easily navigate and in which
resources are offered in a way that is appropriate to the target group to facili-
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tate health-promoting decisions (cf. Schaefer/Bitzer/Dierks 2019: 5). This task
should be performed by institutions in which people are confronted with health
issues or decisions (cf. ibid.: 3). Accordingly, health care institutions and the
actors operating in these institutions are of major importance. Accordingly,
health care institutions and the female actors operating in these institutions
are of the utmost importance. When considering health literacy at the organ-
izational level, two central questions arise: First, the health burdens in the
nursing field were described at the beginning of this chapter. Is it possible to
promote health literacy in an institution if this is also an environment in which
the people are confronted with working conditions that are highly detrimental
to their health? On the other hand, can health care professionals effectively
promote the health literacy of their patients at all if the facilities they work for
provide a low organizational health literacy for their users?

5 Conclusion

Given the above, this paper has presented different perspectives on health
literacy from the health care professionals’ point of view. Here, it has been
shown that the construct of health literacy is tangential to the professional
actions of health care professionals in several ways. The central role that health
care professionals can and should play in the future in promoting the health
literacy of their patients is a perspective that was illustrated and in the con-
text of which the empowerment of health care professionals to communicate
without barriers is indispensable. Focusing on the health care professionals’
own individual health literacy, which is necessary in order to be able to make
health-promoting decisions in a field of work characterized by high physical
and psychological stress, represents a central approach. To this end, it makes
sense to involve the experts of the respective health care professions working
in the facilities in such issues. Health care professionals are often in a position
to identify barriers at the organizational or systemic level and to help initiate
appropriate improvements. Designing health-competent organizations by de-
cision-makers far from patients does, in itself, not appear to be useful. However,
the health care professions must also recognize and acknowledge the design
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of health-competent organizations as a task. Likewise, health professions must
design their own working environment in a way that is conducive to health.

Accessible communication between teachers and learners is a prerequisite
for promoting health literacy among future health professionals and is tied to
teachers’ abilities to communicate appropriately.

In addition, future tasks of health care professionals in the design of health
literacy-promoting organizations were outlined. Acquiring all these compe-
tencies related to the construct of health literacy is not least the task of the
vocational education and training institutions of the respective health care
professions.

The model of vocational action competence and the associated outcome
orientation in vocational education (cf. Gillen 2013: 4) offers the opportunity
to anchor health literacy in the training of health care professionals. With the
concept of action orientation as a guideline for the curricular-methodological
transfer of vocational education, approaches to solutions could be shown in
the respective perspectives. In order to be able to meet the diverse require-
ments in the context of the topic in the future, the various professions must
derive appropriate competencies based on occupational action situations and
promote their development in the learners. In this way, health literacy can be
sensitized and promoted among health care professionals in their various areas
of application within the framework of their professional action.
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GIULIA PEDRINI

Diathesis in comprehensibility-enhanced texts
in the medical field

An analysis of layperson summaries of clinical trials

1 Introduction

Accessibility in the medical field has been gaining increasing importance in the
last decades. While terminology in specialised texts is the most evident source
of issues for non-experts, other linguistic features undoubtedly contribute to
text complexity. One of these is diathesis, which will be analysed in a medical
text type ascribable to the Plain Language variant, i.e. layperson summaries
of clinical trial results.

11 Diathesis and active-passive opposition
in English and German

Diatheses are defined as grammatical verb conditions such as active, passive,
antipassive, middle, reflexive, causative, or applicative (Wunderlich 1993: 730).
It goes without saying that not all of these play a major role in every language;
for instance, the antipassive diathesis is a characteristic studied primarily in
ergative languages, such as Basque (Leiss 1992: 88-96; Cooreman 1994: 50).
For the purposes of this paper a suitable definition is provided by Shibatani
(1988: 3), according to whom “voice' is to be understood as a mechanism that
selects a grammatically prominent syntactic constituent — subject — from the
underlying semantic functions (case or thematic roles) of a clause”. Similarly,

1 As will be indicated by the next definition, “voice” is a synonym of “diathesis”. Another syn-
onymous term, more frequently used in German-speaking literature, is genus verbi.
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Konig and Gast (2009: 122) state that “the term ‘voice’ (or ‘diathesis’) relates
to the argument structure of predicates, i.e. the relationship between thematic
roles like Agent, Patient, Instrument and grammatical functions like subject
and object, as well as to the alternations found between different argument
structures”.

As the authors (ibid.: 123) point out, the main voice opposition in German
and English, found in traditional descriptions, is active-passive. They also state
that the basic diathesis is provided by the active voice. Likewise, Shibatani
(1988: 3), discussing accusative languages and therefore indirectly also English
and German, points out that the basic strategy for these languages consists in
selecting an agent for the subject role, and that the resulting unmarked struc-
ture is the active voice, whereas the passive voice is marked. Also, Chomsky
(1957), in his transformational-generative grammar (TGG), derives passive
sentences from active ones. In their Relational Grammar (RG), an alternative
to TGG, Perlmutter and Postal (1983) state that all verbs have several strata of
potential syntactic projections (“diatheses”) and changes? that may occur be-
tween them. According to this theory, each stratum implies only the relations 1
(subject), 2 (direct object) and 3 (indirect object), as well as potential obliques.
In passivisation, a constituent with a lower status in the relational hierarchy
may be promoted or advanced. This, in turn, leads to the demotion of another
constituent due to the stratal uniqueness law, which does not allow the presence
of two arguments for the same function (Wunderlich 1993: 735-736).

The prototypical passive forms in English and German are BE + PAST PAR-
TICIPLE and WERDEN (Vorgangspassiv) or SEIN (Zustandspassiv)® + PAST PARTI-
CIPLE, respectively. Beside these traditional forms, more and more researchers
are also focusing on alternative structures which may be subsumed under the
category of passivity from a semantic (although not always syntactic) point of

2 Terms referring to derivations from the active voice which may be found in literature are
“valency change” (or “changing”), “relation change”, “argument shifting”, and “grammatical
function changing” (cf. inter alia Wunderlich [1993: 730]).

3 It should be noted that, according to some linguists (e.g. Alexiadou/Schifer 2013: 1-2), Zu-
standspassiv is not canonical due to its auxiliary. Leiss (1992: 156-186) goes so far as to situate
it between passive and aspect as a resultative.
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view (cf. e.g. Lenz 2006). An overview of these passive-related structures will
be provided later in the paper (2.2).

1.2 Passive diathesis in Languages for Specific Purposes

While studies concerning Languages for Specific Purposes (LSPs) were in-
itially limited to terminology and phraseology research, in the last decades
they have embraced other aspects, too, such as morphosyntax. Nowadays it is
widely recognised that technical terms are not the only features of specialised
language. However, whereas each LSP is characterised by the presence of its
own dominion of technical terms, its morphosyntactic features do not sub-
stantially differ from those of general language; what does indeed vary is the
frequency of such features as well as their functions (cf. e.g. Scarpa 2008: 40).
In this respect, Halliday (1990: 57-58) goes as far as to talk about “a typical
syndrome of grammatical features” in LSPs for their increased frequency com-
pared to general language. These morphosyntactic features entail passivisation,
nominalisation as well as information condensation. Clearly, in this paper I
will focus on the former.

As has been highlighted, the passive diathesis is more frequent in LSPs (in
written texts or oral discourse with characteristics of written text types, such as
presentations) than in general language. However, this increased frequency is
only relative, as the active diathesis still remains more frequent than the passive
one in absolute terms within LSPs, too (cf. e.g. Roelcke 1999: 77; Magris 1992:
70). In a corpus analysis regarding diathesis conducted on a wide range of text
types, Svartvik (1966: 164-165) found that even in the subcorpus with the
highest occurrence of passive forms, i.e. “scientific exposition’, the proportion
of passives to actives was not higher than 1:3. Similarly, in Sager et al. (1980:
209) the passive diathesis of technical-scientific texts is compared to that of
literary prose, resulting in a percentage ranging from 26 to 32.6 % for the for-
mer, and a strikingly - although not surprisingly — low 2.2-3 % for the latter.

Many explanations are provided by scholars and linguists for this increased
frequency. Magris (1992: 70) states that passive forms allow information to be
provided in a neutral way, i.e. not highlighting the agent — which is often even
omitted — but the action itself. Agent omission is discussed also, among others,
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by Konig and Gast (2009: 123), who point out that agents are often omitted if
they are not considered to be relevant or are not easily specifiable. This is con-
nected to a tendency towards anonymisation and objectivisation, paramount
in specialised discourse. Finally, another frequent explanation in literature is
that the passive diathesis impacts on LSP theme-rheme progression.

1.3 Passive diathesis, comprehensibility,
and text simplification

In spite of its functions and role in LSPs, the passive diathesis is generally
said to be more difficult than the active one, as it implies a higher cognitive
load for readers. Evidence of this complexity is provided also by its relative
late acquisition in children, shown among others by experiments conducted
by Grimm (1975). Likewise, Lenz (2006: 75) states that this phenomenon is
particularly difficult to acquire for foreign language learners. Bredel and Maaf3
(2016: 313-314), referring to the German language, attribute the complexity of
the passive diathesis to two main factors: firstly, a semantic reason, since the
event representation is more abstract than in active sentences. The agent must
be inferred, as it does not appear in the surface structure. In this respect, Maaf3
(2015: 78-80), in the context of German Easy Language, stated that action
orientation is one of the main principles for text simplification, and agents
should be explicit to clarify who is performing an action*. However, according
to Duden (2016: 561), agents are predominantly omitted (in approximately
90 % of cases)® in German passives with WERDEN. Secondly, Bredel and Maaf3
(2016: 313-314) attribute the abovementioned difficulty to morphological fac-
tors, given that canonical passive forms (at least in German, English, as well as

4 In this volume, Maaf3 does not refer only to passives stricto sensu, but also to passive-related
structures (such as modal infinitives, as may be inferred from an example she provides).

5  Similar estimations are provided by Brinker (1971: 40) and Schoenthal (1976: 124) based on
corpus analyses: the former calculated a percentage of 86.32 %, the latter of 84 %. Furthermore,
for alternatives to conventional passives agent omission is even more frequent (Lenz 2006: 50).
For the English language, estimations were made by Svartvik (1966: 141) and Givon (1979:
58). The former calculated a percentage of 80 % agentless passives, while according to the
latter this value reaches 82 % of overall passive forms.
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many other languages) are characterised by an analytic structure. In German,
particularly, the meaning-carrying part of the verb shifts to the end of the sen-
tence®. Similarly, Cutts (2013: 68) states that introducing verbs towards the end
of a sentence, as often occurs with passive forms, “forces readers to store large
chunks of text in their short-term memory while they wait to discover the doer
and what the action will be”. Finally, another explanation for this complexity
may be the dichotomy “centrality-peripherality” elaborated by Maaf3 (2015:
78), who recommends using more frequent — and therefore comprehensible
- linguistic resources in simplified texts. Although in the quoted paragraph
she discusses only more or less common synonyms as well as grammatical
categories like genitive, subjunctive, and preterite, the same principle may be
applied to passive forms, since, as already mentioned, they are far less frequent
than their active counterparts.

Due to the above-discussed reasons, passive forms are generally not recom-
mended in simplified language variants (Easy and Plain Language). For Easy
Language, the Netzwerk Leichte Sprache (BMAS 2014: 29) as well as Bredel
and Maafl (2016: 313-317) recommend against using the passive diathesis.
As far as Easy Language Plus (a slightly less simplified language variant) is
concerned, Maaf3 (2020: 244-245) states that passive forms can be used under
certain conditions. The variant of Plain Language is less normed than Easy
Language; however, some guidelines or recommendations can be found, such
as those by Cutts (2013). This author maintains that passive forms are “fostered
by bad teaching in schools and universities that equates good writing with
formality, obscurity, and Olympian detachment”, and even uses disapproving
expressions such as “passive-infested style” (ibid.: 63). However, he then moves
on to state that the passive voice is still valuable in some cases, since it may
serve as a hedging or face-saving strategy, it enables the omission of obvious
or irrelevant agents, and thematises important information. Other recommen-
dations for Plain Language (2017) are those written with respect to the text
genre pertaining to the medical-pharmaceutical field which will be analysed

6  Also according to Lenz (2006: 74) typical German passive forms are cumbersome due to the
verbal bracketing they imply.
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here, i.e. layperson summaries of clinical trials; there, it is suggested to avoid
the passive diathesis.

In light of these premises, with the passive voice playing an undeniably
remarkable role in LSPs but running the risk of affecting comprehensibility,
the purpose of this paper is to analyse the aforementioned comprehensibility-
enhanced genre in order to point out the frequency of passive forms lato sensu
as well as their use — and ascertain whether the recommendations are actually
followed.

2 Materials and method

The examined comprehensibility-enhanced text genre, i.e. layperson summa-
ries of clinical trials, consists of versions of trial results for non-experts aimed
at guaranteeing transparency. These documents, published by pharmaceutical
companies in compliance with EU regulation 536/2014, should also be pro-
vided with translations in the various languages of the countries that took
part in the trial. Clinical trial information for medical experts, by contrast, is
only provided in English due to its status of lingua franca in science. The pres-
ent empirical study examines a corpus of English layperson summaries, their
German translations, as well as their source texts for experts (trial summaries
downloaded directly from the pharmaceutical company websites or, in case
these were not published, the analogous information available on the portal
ClinicalTrials.gov).

2.1 Automated analysis

The analysis was performed on thirty triplets of texts as indicated above, thus,
in total, on ninety texts. The pharmaceutical companies which have produced
them are Griinenthal, GSK, Novartis, Bayer, and Boehringer Ingelheim. The
rationale for corpus construction was to select texts homogeneously, both in
terms of pharmaceutical company and of topic (i.e. pathology to be treated), in
order to guarantee that the formulations would be as varied as possible. In this
part of the analysis the aim was to pinpoint the frequency of passive sentences.
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For this purpose, the software Analyze My Writing” and Ratte® (Regensburger
Analysetool fiir Texte) were employed as a starting point. As a matter of fact, as
will be explained more extensively in 3, these tools sometimes provide both false
positives and false negatives. Moreover, Analyze My Writing only signals cases of
passives consisting of BE + PAST PARTICIPLE, while Ratte solely marks those with
WERDEN + PAST PARTICIPLE. Clearly, this is a great limit of the tools in question,
as, especially for German, these are far from all passive forms. The second part of
the article therefore aimed at integrating the automated analysis. Another limit
is that images, graphs, and tables that could not be copied were not considered.

2.2 Manual analysis

As already mentioned, the aim of this chapter was to complete the automated
analysis by considering passive forms that were not identified by the tools Analyze
My Writing and Ratte. In German, these include first of all Zustandspassiv (or sein-
passive) as well as the non-canonical bekommen-passive’ (or recipient passive, also
with its variants entailing the verbs ERHALTEN and KRIEGEN); in English, passives
with the non-canonical auxiliary GeT" (or similar verbs like BECOME).
Moreover, I decided to analyse other passive-related structures', too. Most
are specific to German, although some may occur also - or solely - in the Eng-

7 https://www.analyzemywriting.com/

8  https://www.uni-regensburg.de/sprache-literatur-kultur/germanistik-did/downloads/ratte/
index.html

9  Zifonun (1992: 254; 1997: 1824) refers to it as “peripheral passive” as opposed to the “central
passive” made up by the periphrastic forms with the auxiliaries WERDEN and SEIN, as it does
not fulfil all passivity requirements.

10 Cf. e.g. Huddleston/Pullum (2002: 1440-1443); it should be noted that the term “auxiliary”
was used exclusively for the sake of simplicity, as its status is debated (cf. inter alia Haegeman
1985; Wanner 2013; Puckica 2009).

11 Linguistic literature is replete with terms referring to these phenomena, especially for German.
They may be translated as “passive reformulations” (Kolb 1966: 178), “competing forms of
passive” or “passive paraphrases” (Helbig/Buscha 1998: 183), “passive variants” (Brinker 1971:
117), “passive synonyms” (Gang 1997), “passive alternatives”, “substitute forms of passive”
(Puato 2017: 170), and “almost passive constructions” (Weinrich 2005: 163-166). Zifonun
(19925 1997) uses the term “converses” as a hypernym encompassing both standard passives

and all other passive-like constructions.
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lish language (cf. among others Teich [2012: 213], who underlines that there
are fewer passive alternatives in English than in German). The former category
encompasses periphrastic structures such as:

o SICH LASSEN + INFINITIVE (“lassen-middle” according to e.g. Kénig
and Gast [2009: 134-136] and Steinbach [1998: 14]);

« reflexive constructions (called “plain middles” by Konig and Gast
[2009: 134-136] or “middle constructions” by Steinbach [1998]);

» modal infinitives with sEIN'? (or “tough-movement constructions”
according to Steinbach [ibid.: 155], and “modal passives” according
to Weinrich [2005: 163-164]);

¢ GEHOREN + PAST PARTICIPLE;

« gerundive constructions (also called “modal participles” by Weinrich
[2005: 165-166; 542-543]);

o Funktionsverbgefiige (empty verb constructions);

o impersonal sentences with the pronoun MAN.

In English, the passive-related forms HAVE + OBJECT + PAST PARTICIPLE and
the V-ING passive construction (cf. Puckica 2009 for both) will be considered.
Other, more general (non-language-specific) paraphrases include adjectives
with a passive connotation and participial attributes.

In chapter 4.2, further considerations about passives will be made with

respect to agentivity, their functions and translation.

3 Automated analysis results

The total number of tokens of the analysed corpus was 174,002, with the Eng-
lish and German layperson summaries’ subcorpora having 42,309 and 42,108
tokens, respectively, and the trial summaries’ subcorpus consisting of 89,585

12 As opposed to the ones with the auxiliary HABEN, which have an active rather than a passive
connotation. Some scholars also consider verbs such as STEHEN, BLEIBEN, and GEHEN as
variants of SEIN.
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tokens. Compared to other corpora which consist of millions of tokens, this
corpus is rather small; however, since it consists of texts pertaining to a highly
specialised (not concerning general language), quite standardised genre, its
size already allows detection of some interesting trends.

The number of passive sentences calculated by the software was always
cross-checked manually, as both false positives and false negatives were found.
For instance, Analyze My Writing signals constructions with the verb BE +
potential PAST PARTICIPLE as passive forms; some incorrectly detected passive
phrases contained ADJECTIVES, as in “being constipated”, or ADJECTIVES +
NOUN PHRASES, as in “There was no excess unmineralized osteoid”, “is an un-
wanted sign”, “are known adverse drug reactions”, “is a validated instrument”.
With respect to false negatives, on the other hand, passive forms with the past
participle “found” were often overlooked and had to be added manually®.

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

0%
English Layperson German Layperson English Trial Summaries
Summaries Summaries

Passive Active

Figure 1: Mean percentages of active and passive sentences

13 With respect to German, it was harder to pinpoint which results were false positives and false
negatives, since the software Ratte only calculates the number of passive sentences without
listing them explicitly. However, the final values were always corrected, as well, and it may be
hypothesised that false positives were made up by the verb WERDEN + ADJECTIVE.
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Figure 1 shows the average values of passive and active sentences in the whole
corpus. In brief, the trial summaries have an average percentage of passive
sentences more than twice as high as the layperson summaries. This trend
confirms the initial hypothesis that the passive diathesis would be less frequent
in the simplified texts (although it is quite common in absolute terms). The
level of passive diathesis is only higher in two layperson summaries than in
the respective trial summary. However, the difference is not particularly high:
in the first instance, the trial summary passive percentage amounts to 25 %,
while that of the English and German layperson summaries amounts to 34.33 %
and 36.92 %, respectively. In the second instance, only the German layperson
summary has a passive percentage higher than the corresponding trial sum-
mary, that is 31.88 % against 28.31 %, while the English layperson summary
has a passive percentage of 25 %.

An interesting trend shown both by these instances and Figure 1 is the
higher proportion of passive sentences in the German texts than in the English
source texts. Overall, 21 out of 30 German texts had more passive sentences
than the corresponding English version. This is particularly significant consid-
ering that — for this part of the analysis — only the instances of Vorgangspassiv
were counted in German. If the cases of Zustandspassiv had been considered,
as well, the discrepancy between the German and English texts would have
been even higher, since the semantic difference between statal and processual
passives is not marked morphologically in the English language - both are
rendered through the verb BE and therefore counted by the software used in
the present analysis. Furthermore, initially the level of passive diathesis was
expected to decrease, due to the Translation Universal of Simplification (cf. e.g.
Baker 1993; Mauranen/Kujaméki 2004). However, some researchers already
found that there is a tendency to passivise active constructions in translation
(cf. e.g. Bisiada [2019], who analysed English business articles and their Ger-

man versions).
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4  Manual analysis results

As already mentioned in chapter 2.2, this chapter aims at analysing both the
features related to passivity which were not considered by the two tools of lin-
guistic analysis, and other aspects deemed to be of interest, such as agentivity
and translation of passive structures. With respect to the latter, the purpose
was to pinpoint the causes of passive increase in the German texts.

4.1 Missed features in the automated analysis

The first subsection of this chapter examines non-canonical passive construc-
tions as well as alternatives to passives. For the former, the most important
phenomenon was found to be Zustandspassiv; for the latter, the predominant
features occurring in both German and English were attributes (either prenom-
inal or postnominal depending on the language) and adjectives with a passive
component. With respect to the German language only, another primary fea-
ture was the presence of Funktionsverbgefiige.

411 Passives

As expected, cases of Zustandspassiv were extremely frequent (90 occurrences),
in particular in metadiscourse and intertextual references, as in “In diesem
Abschnitt sind die unerwiinschten Ereignisse zusammengefasst’, or “Links
zu den Zusammenfassungen sind am Ende dieses Dokuments aufgefiihrt”
It also occurred in other contexts, as is the case in “Die Aufnahme war abge-
schlossen” or “Unerwiinschte Effekte sind gesundheitliche Beschwerden, die
nach Meinung der Arzte durch [...] verursacht sind”. A peculiarity of this type
of passive, evident in these instances, too, is the absence of an expressed agent,
which would be ungrammatical.

The recipient passive (or dative, beneficiary, and addressee passive, cf. Puato
2017: 170-171) was absent in my corpus, both with the verb BEkKoMMEN and
its variants ERHALTEN and KRIEGEN. This is not particularly surprising con-
sidering the constraints of this construction, which may be used if the active
sentence from which it stems has both an accusative and a dative object (or
a free dative, which may be a dativus commodi, a pertinence dative, or even a
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dativus incommodi, cf. ibid.). Even more importantly, this passive form is also
subject to diamesic, diaphasic, and diatopic restrictions, since it is generally
regarded as a feature of spoken German (Leirbukt 1997) and, depending on
the verb choice, it is perceived to be more or less regional and colloquial (Puato
2017: 170-171). The variant with KRIEGEN belongs to a particularly low reg-
ister, while that with ERHALTEN is stylistically more elevated (ibid.). Further
evidence of the relative marginal importance of the recipient passive in LSPs
is provided by the fact that, in her meticulous examination of passive forms
and passive alternatives in the juridical field, Lenz (2006) did not devote an
analysis section to it.

Turning to the English alternatives to the be-passive, only one occurrence
of the get-passive was detected: “When cartilage gets damaged, GAG and col-
lagen are also damaged”. This low frequency did not come as a surprise, since
get-passives are by no means as common as be-passives: they are perceived to
be quite informal and are therefore more frequent in spoken language (cf. inter
alia Wanner 2013: 47; Puckica 2009: 222; K6nig/Gast 2009: 125). Furthermore,
they have semantic constraints: among others, these constructions often allow
an adversative reading' (Konig/Gast 2009: 126) — which also characterises
the instance provided above - and imply a partial responsibility of the patient
(ibid.: 125; Givon/Yang 1994: 119-121). Another verb commutable with BE (cf.
Jespersen 1933: 120; Puckica 2009: 222-223) is BECOME, although its status is
far more debated than that of GET (ibid.) and it is rarely considered in gram-
mars; in my corpus, only one occurrence was found: “In people with CRVO, the
main blood vessel that carries blood away from the retina becomes blocked”.

4.1.2 Passive alternatives

Starting from passive alternatives specific to the German language, lassen-mid-
dles did not occur in my corpus. This was to some extent surprising, as it is a
rather frequent feature in German (Kunze 1996: 648), especially in the language
of science (Puato 2017: 173). With respect to plain middles, on the other hand,

14 Wanner (2013) revisited this claim. In her corpus, two thirds of get-passives actually allowed
an adversative reading, but she purports that this high percentage was due to the register in
which these forms were used.
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seven occurrences with the verb “finden” were detected, as in “Weitere Infor-
mationen {iber die Studienergebnisse finden sich in den Zusammenfassungen
der wissenschaftlichen Ergebnisse”

Modal infinitives with the auxiliary SEIN were not rare (18 occurrences).
Most cases entailed the verb phrase “zuriickfithren auf” and referred to drug
effects (or adverse reactions), as in “In dieser Zusammenfassung bezieht sich
der Begriff ‘Nebenwirkungen’ auf diejenigen Ereignisse, die nach Meinung
des Studienarztes auf das Priifpraparat zuriickzufiihren sein konnten”. Other
examples were the following: “Knorpel bestehen aus einer Schicht aus festem,
geschmeidigem Gewebe, das in den Zwischenrdumen bestimmter Gelenke im
Korper, beispielsweise dem Kniegelenk, vorzufinden ist”, “Manche Arten von
Non-Hodgkin-Lymphomen kénnen schwer zu behandeln sein”, and “Asthma
gilt als schwer, wenn die Symptome auch dann schwierig zu kontrollieren
sind, wenn die Patienten Asthma-Medikamente anwenden” Modal infinitives
with the verbs STEHEN, BLEIBEN or GEHEN'® were not found.

A modal connotation, which characterises lassen-middles, most plain
middles, and (as the name suggests) modal infinitives, is inherent also in the
construction GEHOREN + PAST PARTICIPLE. However, no occurrences were
found in my corpus. According to Pape-Miiller (1980), this construction is
colloquial, which certainly explains its absence. Also, gerundive constructions
(or modal participles) have a clear modal component, but they were absent in
my corpus as well.

Another passive alternative found in my corpus consists in a subclass of
the so-called Funktionsverbgefiige (empty verb constructions), contemplated
by several grammars and scholars, e.g. by Duden (2016: 562), Weinrich (2005:
164-165), Lenz (2006: 117-152; 247-272), and Puato (2017: 172). The most
thorough examination is that by Lenz (2006). Therefore, her model was fol-
lowed in the present analysis. For verbs such as KOMMEN, GERATEN, and GEL-
ANGEN, only active constructions were detected according to her classification,
as in “zu den Effekten kommen”, “zu Ergebnissen kommen”, “zu Ergebnissen
gelangen” (18 occurrences altogether). For the verb STEHEN, instead, the pas-

15 The absence of the latter, in particular, does not surprise, as it belongs to a low register (Puato
2017: 172; Vogel 2009).
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sive constructions “in Zusammenhang stehen’, “in Verbindung stehen’, and
“zur Verfiigung stehen” were quite frequent (35 occurrences), see for instance
“Unerwiinschte Ereignisse konnen moglicherweise in Verbindung mit den
Behandlungen in einer klinischen Priifung stehen”. Other instances entail
the verbs ERLEBEN (1 occurrence) and BEDURFEN (11 occurrences), as in “Er-
eignisse erleben”, “Es bedarf viel Forschung, um herauszufinden, ob [...]” In
sum, these cases were quite limited, but this may be related to the general ten-
dency towards verbalisation in comprehensibility-enhanced texts as well as to
the fact that the majority of nominalised constructions were active.

To conclude the section devoted solely to German passive alternatives,
impersonal constructions with the pronoun MAN were relatively frequent (21
occurrences), too. Some instances from the corpus under analysis are the fol-
lowing: “Weder die Patienten noch die Studienirzte wussten, wer welche Be-
handlung erhielt. Dies nennt man eine doppelt verblindete Studie” or “Man
konnte jedoch nicht feststellen, ob sich das Medikament starker auf den Kolla-
gen- oder GAG-Gehalt auswirkte als Placebo”. Albeit not meeting all passivity
requirements (they may even be passivised, cf. Puato 2017: 171; Helbig 1997),
these constructions are agent-averted's.

As far as English is concerned, four instances of the construction HAVE +
OBJECT + PAST PARTICIPLE were detected in the corpus under analysis: “The
participants had their vision checked every 4 weeks’, and “had pictures of
their knee taken using MRI”, just to mention a few. No cases of the V-ING
passive construction (or “concealed passive’, as in “The house needs painting’,
cf. Huddleston/Pullum [2002: 1199-1200]) were found. Indeed, besides having
aspectual differences with the canonical passive, this form is far less frequent
(Puckica 2009: 226).

Turning to cross-linguistic passive alternatives, adjectives with a passive
component — which have a modal connotation, as well (cf. Puato 2017: 173) -
were found in both examined languages. In German, the suffixes -lich and -bar
were quite productive. With respect to the former (24 occurrences), instances
like “zugénglich’, “erhaltlich”, “vertréglich’, and “verstiandlich” were found. As

16 Unlike for many other passives and passive alternatives, here agent expression is not only
superfluous, but even ungrammatical.

196 © Frank & Timme Verlag fiir wissenschaftliche Literatur



Diathesis in comprehensibility-enhanced texts in the medical field

far as the -bar suffix (19 occurrences) is concerned, some examples are “toler-
ierbar”, “verfiigbar”, “vorstellbar”, “unschitzbar”, “vorhersehbar”, “erkennbar’,
and “vergleichbar”. Other passive pseudosuffixes listed by Lenz (2006: 169-186)
and Puato (2017: 173) are -wert, -wiirdig, -fertig, -bereit, -bediirftig, -pflichtig,
-fihig. However, none of these were found, except for -fertig (“gebrauchsfertig”,
2 occurrences) and -fihig, but the latter occurred only in an active adjective,
i.e. “gebarfihig” (1 occurrence). This distribution approximately corresponds
to that detected by Lenz (2006: 170), who noted that the most frequent ad-
jectives are those with the suffixes -bar and -lich, followed by -wert, -pflichtig,
-bediirftig, and -wiirdig. Finally, another suffix detected in the present corpus
is -abel, as in “resektabel’, a technical term found in an intertextual reference
from one layperson summary to its corresponding trial summary and its orig-
inal title. In English, suffixes making up passive adjectives are -able, -ible, and
-uble (e.g. Haspelmath 1994: 163; Puckica 2009: 229-233). Of these, only the
former occurred in my corpus, i.e. in the adjectives “available” or “applicable”
(44 occurrences altogether). This distribution is not particularly surprising, in
that -able is nowadays the only productive suffix out of this group (ibid.: 230).

As far as participial attributes expressing passivity are concerned, so-called
Linksattribute, that is prenominal attributes, were frequent in German (137 oc-
currences). Some of these built quite complex nominal phrases, as in “Neben-
wirkungen des auf den chirurgischen Schnitten und Wunden verwendeten
Klebers”, “Angabe der mit den vorstehend genannten Hyperlinks verkniipf-
ten Websites”, “die von Thnen angewendeten medizinischen Behandlungen”.
In English, such prenominal attributes occurred more seldomly, in only 44
cases (e.g. “total planned dose”, “other commonly used methods’, “approved
type”); postnominal attributes (or “bare passives” according to Huddleston/
Pullum [2002: 1429-1430]), such as “adverse events caused by the trial drugs”,
or “condition brought on by a sudden decrease in blood flow to the heart
muscles”, were far more frequent (228 occurrences). Indeed, these may be
considered the English equivalent of German Linksattribute, as English pre-
nominal attributes — unlike postmodifiers — cannot be expanded to reach a
certain degree of complexity (cf. Fabricius-Hansen 2010: 5). Participial phrases
(separated by a comma, signalling their non-restrictiveness) were found rela-
tively often, too (36 occurrences), as in “gastrointestinal stromal tumors, ab-
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breviated with GIST” or “autologous chondrocyte implantation, also known
as ACI surgery”; some instances occurred in German, as well, albeit not as
frequently (17 occurrences). As a matter of fact, these constructions constitute
a common alternative to relative clauses only in English (ibid.: 7). All of them
undoubtedly contribute to text concision.

4.2 Further considerations: agents, functions, translation

What was stated in chapter 1.3 with respect to agent omission was confirmed
in my corpus, as well. The overwhelming majority of analysed passives did
not have overt agents'. This concerns cases where the agent was obvious and
inferable on the basis of encyclopaedic knowledge, as in “[...] gastrointestinal
stromal tumors, abbreviated with GIST, that had spread to other parts of the
body or could not be removed” or “The placebo was taken as a tablet by mouth’,
where the implicit agents are doctors or surgeons and trial participants, respec-
tively. Another reason is the expression of the agent in the same sentence or
paragraph, but not as an explicit argument headed by the preposition “by” (or
“von” in German), as is the case in “The doctors did a CT or MRI scan of the
participants’ tumors every 4 weeks for the first 3 months, then every 6 weeks
for the next 3 months. After that, the tumors were checked every 8 weeks [...]".
Finally, another cause of agentlessness is the general nature of the agent itself
in some statements, which makes it superfluous, as in “These medical prob-
lems are called ‘adverse events™ In this instance the agent, if explicit, should
have been “doctors” or “all doctors”, which would have been slightly pedan-
tic — although in layperson summaries technical terms are often signalled by
expressions such as “doctors call these + TERM” after cataphoric definitions.
When the agent was expressed, it was generally highlighted, i.e. its semantic
value was to underline that the action was carried out by it and not by other
individuals or objects (cf. Scarpa 2008: 46), as in “All serious side effects were

17 For the sake of simplicity and concision, all instances and considerations at the beginning of
this chapter are in English, the source language, but they are valid also for German, in that, as
we will see in the paragraphs concerning translation, this language did not add any agents, but
rather tended to omit them when it transformed English active sentences into passive ones.
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reported by less than 1% of patients in either treatment group” or “If the study
doctor thinks that an adverse event was caused by the study medicine, they
record this as a possible side effect (adverse reaction)”. In other - more lim-
ited - cases, it was expressed only since it was not omissible (cf. Huddleston/
Pullum 2002: 1428), as occurs in this example involving the verb follow with a
temporal reading: “This 4-week period was followed by 27 days of no doses”.

Overall, the functions of passives were mainly to focus on patients rather
than agents, in case these were too obvious or not important, as seen above, or
to avoid the repetitive use of excessively similar constructions. Another cause
is theme-rheme progression. With respect to the second instance provided
in the previous paragraph, for example, adverse events makes up the theme,
discussed in depth in the previous pages (“Given”), while the study medicine is
the rheme (“New”). This progression is enabled by the use of a passive form.
Furthermore, another stylistic cause consists in the concision allowed by pas-
sives, which are frequently found in titles and tables, where there is often no
room for wordiness.

As mentioned above and in 1.3, passives are tightly intertwined with dep-
ersonalisation and anonymisation, which are often of utmost importance in
medicine - and science in general. Frequent exceptions to this principle were
detected in my corpus: see, for instance “The researchers randomly assigned
the participants [...]”, or even “We did statistical tests on these results” and
“We also measured the time from starting the study treatment until the pa-
tients died”.

Another interesting feature that I decided to look at was the increase in
passives in German highlighted by the automated analysis. Firstly, it was found
that the higher number of passives in this language was often due to recourse
to relative clauses containing a passive verb to translate English postmodi-
fiers', which, as already stated in 4.1.2, are ungrammatical in German. See,
for instance, the following translations: “Proteine [...], die als Autoantikérper

18 Another frequent way of translating such postmodifiers, mentioned in 4.1.2, consists in Link-
sattribute, their German equivalent. See, for instance, the German translation “mit einer als
Schuppen bezeichneten silbrig-weiflen Anhdufung bedeckt” from “covered with silvery white
buildup called scales”
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bezeichnet werden” (from the source text “Proteins called autoantibodies”)
or “die Patienten, die in diese Studie aufgenommen wurden” (from “patients
included in this study”). In another excerpt, a postmodifier was translated
similarly, although not with a relative clause: “In dieser Studie wurden zwei
Medikamente verabreicht” from the source text “The drugs given in this tri-
al were [...]”. Clearly, these English instances had a passive component, too,
but - unlike their German translation - they were not subsumable under the
category of canonical passives.

In other cases, though, passivity was lacking completely in the source text
and was added in the target one. Some instances of this phenomenon, which
will be called “passives ex nihilo”, were the following: “Medikamente, mit denen
Schmerzen und Entziindungen behandelt werden kénnen” from “medicines
that can lower pain and inflammation”, “Im Rahmen dieser Studie sollten neue
Erkenntnisse iiber die Wirkung und Sicherheit von [...] gewonnen werden”
from “The purpose of this trial was to learn about the effects and safety of [...]".
Here, in addition to the passive transformation, a difficulty is posed by the use
of an empty verb construction rather than an easier verb such as “erfahren”. In
many cases, passives ex nihilo went hand in hand with agent omission, as in
“Bei diesem Termin wurden Blut- und Urinproben entnommen” from “Trial
staff took blood and urine samples at some of the trial visits” or “Es wird nach
einer besseren Moglichkeit zur Behandlung von Patienten [...] gesucht” from
“Researchers are looking for a better way to treat [...]”. Agents were kept only
if strictly necessary, as in “Das zugewiesene Medikament wurde von den Teil-
nehmern [...] selbst unter die Haut gespritzt” from “Participants took their
assigned treatment by giving themselves an injection under the skin” However,
I suggest that this strategy be avoided. As a matter of fact, beside affecting
comprehensibility, it also impacts on the interpersonal function of language,
since in the source text the mention of the agent (be it researchers, trial staff
etc.) also helps build trust and increase authoritativeness.

Finally, some instances of passives ex nihilo were due to structural differenc-
es between English and German rather than translators’ personal - arbitrary
- choices, as in “test positive” and “positiv getestet werden”
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5  Conclusions

In sum, the number of passive sentences was lower in the comprehensibility-
enhanced texts for non-experts than in the trial summaries, but it was still quite
high, despite the recommendations existing in the field. Most of them did not
contain overt agents, which conflicts with the action orientation and agent
explicitation recommended by Maaf3 (2015: 78-80); at the same time, though,
they were mostly still easily inferable and did not lead to significant interpre-
tation issues. Furthermore, canonical constructions were undoubtedly more
frequent than non-prototypical ones or passive alternatives. This distribution
may be explained through the dichotomy “centrality-peripherality” by Maaf3
(ibid.), already mentioned in 1.3, according to which more frequent linguis-
tic resources should be favoured over sporadically occurring ones. A second
reason, specific to German translated texts, is interference, that is a certain
tendency to repeat constructions found in the source text rather than replac-
ing them with more natural-sounding, idiomatic ones in the target language.
As we have seen in 2.2 and 4.1, non-prototypical passives and, even more so,
passive alternatives are much sparser in English than in German. Therefore, the
majority of passives in the source language are ascribable to canonical passives,
and this distribution may have contributed to the high number of prototypical
passives in the target language, as well. Clearly, there are plenty of exceptions
to this statement, since even in translation, constructions specific solely to
the target language may be found (cf. e.g. Kunze [1996: 684-688] and the use
of lassen middles in German translations from English). In my corpus, too,
some peripheral constructions did occur, but without exceeding expectations
and respecting all diamesic and diaphasic constraints. In conclusion, a further
research desideratum could be to examine users’ reception and elaboration of
passive constructions and alternatives to passive in these texts.
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ISABEL RINK/REBECCA SCHULZ

Data collection in the field
of Accessible Health Communication

1 Introduction

As areaction to the results of the health literacy study conducted by Schaeffer
etal. (2018) in Germany, which show that more than half of the German pop-
ulation state that they have problems in finding, understanding and applying
health information, the National Action Plan Health Literacy was released. It
is a catalogue of 15 suggestions that aim at improving health literacy within
the German population. With regard to this article, suggestions 8 and 9 of
the catalogue are exceedingly relevant: 8) Improving communication between
health professionals and users in a comprehensible and effective manner. This im-
provement of communication becomes more concrete in suggestion 9) where
it is proposed to make health information more user-friendly which can be
achieved by reducing complexity through the use of Plain Language (Schaeffer
et al. 2018: 41-42; own translation).

Plain Language can be defined as a variety of German located in the field
of accessible communication that serves to overcome communication barriers
(Maaf3 2020; for an overview see Maaf$/Rink 2019). Communication barriers
may affect the accessibility of information whether it is oral or written, online
or offline. In contrast to standard or even expert language, Plain Language is a
strategically reduced form of German leading to more accessibility, more per-
ceptibility, more comprehensibility and more acceptability and can therefore be
processed more easily by non-experts (Maaf3 2020: 13). Especially non-experts
with diverse communicative needs, e.g. people with cognitive impairments,
who are often part of vulnerable groups (Schaeffer et al. 2018: 39; also see
chapter 2.1) may benefit by this adapted language variety (Rink 2020: 1071t;
1781t.). Thus, Plain Language is supposed to improve access to health informa-
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tion that, in the field of health communication, is regulated by law, inter alia,
in the Convention on the Rights of Persons with Disabilities (2006). Pursuant
to article 25:

States Parties shall take all appropriate measures to ensure access for
persons with disabilities to health services that are gender-sensitive,
including health-related rehabilitation.

In particular, this includes:

« the same range, quality and standard of free or affordable health care
and programmes as provided to other persons

« providing the health services needed by persons with disabilities spe-
cifically because of their disabilities

o providing the health services as close as possible to people’s own
communities

o requiring health professionals to provide care of the same quality to
persons with disabilities

« prohibiting discrimination against persons with disabilities in the
provision of health and life insurance

o preventing discriminatory denial of health care or health services or
food and fluids on the basis of disability. (CRPD 2006: 18)

Accessible health communication as a subfield of accessible communication is
still lacking valid results from research with vulnerable groups and especially
from research with people with cognitive impairments. This will be in the focus
in the following chapter.

2  Conducting research with people with cognitive
impairments and data collection methods

One output of research on accessible communication in recent years has been
that empirical data on people with disabilities and especially on people with
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cognitive impairments are still very undifferentiated. One desideratum is re-
search on the health situation and literacy of people with cognitive impair-
ments, also because participation in health issues is a human right (see Chapter
1 and CRPD Article 25). The focus of this chapter is on people with cognitive
impairments who — among the people with disabilities — have a special need for
accessible health information and communication (see also Maaf$/Rink 2022).
While research on the health literacy of the German population shows
requirements regarding the needs for health information and communication,
findings on the health literacy of people with cognitive impairments are still
lacking. One step towards closing this gap is the study conducted by Schulz
(in preparation) on understanding and retaining health information. With
recourse to previous studies (see for example Gutermuth 2020, Rathmann/
Dadaczynski 2020, Rathmann et al. 2021) this article aims at emphasising the
necessity for adapting data collection methods, and related to this, the proce-
dure of data collection in research with people with cognitive impairments.

2.1 People with cognitive impairments

Following Fornefeld (2002: 44; own translation) people with cognitive impair-
ments are limited in the analysis and synthesis of perception, experience, rec-
ognition and understanding due to brain damage that also affects learning and
an active lifestyle as a whole. For the German context, people with cognitive
impairments often have a limited reading competence (see Ratz 2013, Bredel/
Maaf3 2016, Rink 2020). “No more than approximately 30 % of the people with
cognitive disabilities are readers in the sense of reading texts” (Maaf3 2020: 54;
Giinthner 1999). Nearly 70 percent of people with cognitive impairments are
not able to read properly (i.e. extract meaning) and therefore depend on the
help of others in order to access information (Bredel/Maaf} 2016: 153). Ratz
(2013: 343ff.) conducted a study at Bavarian schools focussing on pupils with
limited intellectual development. He came to a similar result showing that
almost 33 percent of the pupils (13 years old) are able to read properly (extract
meaning) at all, meaning that reading becomes an automatic process in which
words and syllables can be recognised at one glance. Reading competence
that includes extracting the meaning of information however is necessary for
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independent participation without the help of third parties. Another study on
reading and text comprehension was conducted by Bock/Lange (2017) focus-
sing on adults with cognitive impairments. However, the size of the sampling
was not sufficient to gain significance. The above mentioned studies lead to
the conclusion that there is a major need for research focussing on people with
special communicative needs.

All results show that these people with cognitive impairments who have
limited reading skills also show reduced “global, grammatical and discourse
knowledge” (Maaf3 2020: 92). This reduced common knowledge often also
results in poor health literacy that does not only affect people with cognitive
impairments but all groups designated as vulnerable. These include the follow-
ing target groups (Schaefter et al 2018: 39):

people with low sociocultural and economic resources
o people with migration background

people with chronic diseases
o people in higher age brackets (65 years and older)

These groups are recognised as having a lower health literacy in comparison
to the general population (ibid.) as they are confronted with difficulties when
dealing with health related information particularly often (ibid: 97). Further-
more, people with a lower health literacy are more likely to have worse health,
but a higher risk for accompanying and secondary diseases (Rathmann et al.
2021: 1). In summary, Geukes (2019: 5) states: Vulnerable groups can only
make decisions on health issues according to their ability to understand and
process (mostly written) information. This means that health information has
to be comprehensible and processable in order to enable people to act, thus to
make decisions, in a second step.

Research shows that a cognitive impairment goes hand in hand with an
impairment of intelligence (see HafSler/Eggers 2012; Schuppener/Bock 2019;
Seidel 2013) which is an important aspect in the field of health communication.
In this context, self-assessments of people with an IQ below 80 are not reliable
anymore (Zerssen 1975 cited from Lehrl 2018: 9). Furthermore, people with
average intelligence have greater medical knowledge than people with a lower
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IQ (Schmidt et al. 1979 cited from Lehrl 2018: 9). As was shown, people with
cognitive impairments have limited linguistic and cognitive competences due
to brain damage. This severely affects their intellectual abilities including the
analysis and synthesis of perception, experiences, understanding and recog-
nition. In turn, this has consequences for their learning behaviour and way of
life (Fornefeld 2002: 44).

Despite these findings, people with cognitive impairments are only rarely
taken into account in research, especially in the field of participative research
on health issues. Rathmann et al. (2021: 2) name the lack of appropriate data
collection methods as one possible reason for this desideratum. Texts, either
online or offline, oral or written, being part of the data collection setting, are
used for knowledge capturing and processing. However, texts have certain
features that are not yet being taken into account in research with people with
special communicative needs. Recent studies show that the research on ac-
cessible communication can contribute to the adaptation of data collection
methods to the linguistic and cognitive abilities and special communicative
needs of people with cognitive impairments.

2.2 Data collection methods and standardisation

Data collection methods are usually standardised to allow comparability be-
tween different target groups (Bortz/Déring 2016). In the empirical research on
accessible communication there are different methods that are applied depend-
ing on the research question and aim of the study. With recourse to previous
and recent studies (see Gutermuth 2020, Deilen 2022, Schulz in preparation,
Ahrens in preparation, Keller in preparation) with primary target groups of
Easy Language and Plain Language, these can be: eyetracking, free recall, rating
and questionnaires.

Research on Accessible Communication on both sides, text and user per-
spectives (see Chapter 1 in this volume), has shown that these methods are
not yet adapted to the cognitive and linguistic prerequisites of people with
cognitive impairments. These methods were designed by experts with di-
verging abilities, but lacking the knowledge concerning the communicative
needs of people with cognitive impairments as participants. Most of the time,
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data gathering processes take place in an expert-non-expert-context in which
the knowledge of the two persons concerning the subject differs significantly
(common ground, see Clark 1996). This is because the expert or, in terms of
the data gathering process, the researcher has a different structured knowl-
edge with regard to the subject and thus the language used in this concrete
situation than can be expected from non-experts and especially from people
with linguistic or cognitive impairments (Bromme/Jucks/Rambow 2004: 114f;
Rink 2020: 175ff.). In order to help close this gap, guidance for the adaptation
of data collection methods can be provided by the approach used in intralin-
gual translation where Easy Language and Plain Language are strategically
applied in order to enable access to content at eye level for people with special
communicative needs. By means of complexity-reduced language, the com-
mon ground between the expert and the non-expert or the researcher and
the participant or the sender and the addressee is supposed to be increased
(see for example Hansen-Schirra/Maaf3 2019, Maaf 2020, Rink 2020; also see
Chapter 1 in this volume).

The aim is to compensate for a possible asymmetry of knowledge in order
to get valid results which means using a language - carrying information,
whether oral or written - in a way that meets the cognitive prerequisites and
the knowledge of non-experts. Rink (2020: 180f.; Maaf3/Rink 2020) identifies
linguistic, conceptual and medial strategies which help to overcome barriers in
texts — oral or written — and facilitate access to content in order to enable users
to act on given information. These strategies will be applied for the adaptation
of the data collection methods in chapter 4. The aim of this subchapter was
to demonstrate the necessity for adaptation of data gathering methods for
people with cognitive impairments. In the following, the focus is on selected
data gathering methods and recommendations for research with this group
as participants.

2.3 Data collection methods and adaptation with regard
to participants with special communicative needs

In many research disciplines, the typical data collection process is located
on the user side not taking into consideration the particular linguistic and
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cognitive abilities and therefore, special communicative needs of people with
cognitive impairments as necessary prerequisites for reliable outcomes. By
contrast, the Hildesheim school’s accessible communication model (Maaf3/Rink
2019; chapter 1 in this volume) focuses on the text perspective in the first step,
meaning that accessible content (as a text characteristic) is a prerequisite for
participation on the part of the user. That is only possible if the data collection
methods are adapted to the special needs of participants with communicative
impairments, respectively cognitive impairments. This means that linguistic,
conceptual and medial adaptations are required when effectiveness is the aim
of reliable data collection. According to this approach, the different data col-
lection methods have to first be adapted before the investigation to facilitate
reliable conclusions.

In the last few months, there was an increase in the number of requests for
language optimization received by the German Research Centre for Easy Lan-
guage (2021). These requests refer to e.g. questionnaires or anamnesis forms.
However, language optimization does not always relate to the needs of people
with impairments, showing that even participants with average reading skills
have difficulties in dealing with standardised data collection methods and/or
complex content. Therefore, effectiveness requires appropriate data collection
methods, meaning that they have to meet the special cognitive and linguistic
needs of non-experts.

3 Methodology and application

Rathmann et al. (2021) state that in their study almost 64 % percent of people
with a disability have difficulties in finding, understanding, assessing and ap-
plying health information. This is not just an issue for the group mentioned but
can be(come) a problem that affects a whole population i.e. when a disease or
pandemic leads to conditions where accessible health information, respectively
communication, is a necessary part of crisis management. In this case, the
population of a whole country and beyond relies on accessible health infor-
mation as it is claimed in article 25 of the CRPD and NAP, recommendations
8 and 9 (see chapter 2).
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However, accessibility includes an adaptation of content to the needs of di-
verse target groups. One way of adaptation is the Hildesheim school’s accessible
communication model (see Ahrens et al. in this volume) according to which
the text perspective is to be taken into account first in order to examine the
user perspective including effectiveness of the information in a second step.
As was shown in chapters 2.1 and 2.3, the data collection methods have to be
adapted for research with people with disabilities and especially with people
with cognitive impairments as their reading abilities are often very limited (see
Ratz 2013, Bredel/Maaf$ 2016, Rink 2020).

In the following chapter, the focus is on concrete methods that were ap-
plied in the study by Schulz (in preparation) on how health information is
understood and retained by people with cognitive impairments. With regard
to health literacy, understanding and retaining are important prerequisites to
enable users to act on the basis of the information given. In the next subchap-
ters the respective method is presented, followed by a demonstration of prob-
lems with regard to the special needs of this target group and suggestions for
the adaptation. These suggestions are based on the linguistic, conceptual and
medial strategies according to Rink (2020) (see chapter 2.2).

3.1 Neuropsychological assessment

The study this article relates to is based on six standardised tests that aim at de-
termining the participants’ cognitive performance. Depending on the individ-
ual test, the emphasis is put on a certain aspect of this cognitive performance,
which will be presented in this subchapter. The results of these tests are then
correlated with results gained from the other methodological steps in the sense
of data triangulation (see Bortz/Déring 2016; Flick 2011). The advantage is the
generation of precise data with regard to the specific individual by means of an
interrelation of the respective results. Specifically, the test series is composed
as follows (shown here in the order in which they were performed):

o Trail Making Test A+B (TMT)

« Repeating Sequences of Numbers
« Regensburg Word Fluency Test (RWT)
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 Multiple-Choice Vocabulary Test Part B
« Salzburg Reading Screening
o Verbal Learning and Memory Test

In the following, these tests are briefly presented. Then, as an example, the Re-
gensburg Word Fluency Test is used to show possible difficulties that can arise
and which adaptations are necessary for research with people with cognitive

impairments.

TMT-A and TMT-B

The Trail Making Test examines the visual-motor-speed, working memory
and attention span (Tischler/Petermann 2010: 79). It consists of parts A and
B. In part A, the numbers 1 to 25 are arranged on an A4 sheet and are to be
connected in ascending order by the participant. In TMT part B, there are not
only numbers (1-13), but also letters (A-L) that also have to be connected
(1A-2B-3C). The aim is to complete this task as fast as possible.

Repeating Sequences of Numbers

This test is one of eleven subtests from the German adaptation of the Wechsler
Adult Intelligence Scale. It aims at examining the capacity of the working mem-
ory and consists of two parts (Petermann 2008). In the first part, the participant
has to repeat the sequence of numbers in the same way in which it was orally
presented by the investigator. The amount of numbers per sequence increases
from two numbers to nine. In the second part, the participant has to repeat the
numbers in reverse order. The shortest sequence in this part consists of two
numbers, the longest one of eight.

Multiple-Choice Vocabulary Test Part B

This test examines the general level of intelligence and consists of 37 rows with
5 words each in which the participant has to recognise and underline the word
that actually exists (Lehrl 2018: 13, 17). The complexity of the words increases
from the first to the last row (ibid.: 32).
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Salzburg Reading Screening

The Salzburg Reading Screening was originally designed for the application in
German schools, grades 2 to 9. It examines the basal reading level (Wimmer/
Mayringer 2019: 9). Within three minutes, the participant must evaluate as
many sentences as possible in terms of correctness by circling a checkmark
or cross. Wimmer/Mayringer (ibid.: 17) state that the catalogue of sentences
was chosen in such a way that the participants’ prerequisites do not cause any
problems for the evaluation. This aspect is considered in more detail in Schulz
(in preparation).

Verbal Learning and Memory Test

The Verbal Learning and Memory Test examines the performance of the mem-
ory. In a total of 5 runs, a learning list of 15 words is read to the participant
of which he/she has to recall as many words as possible after each run. After
a break of 30 minutes, this recall takes place again in order to see how many
words the participant retained. Furthermore, the investigator reads out a sec-
ond list and the participant has to say whether the word belongs to the learning
list or not (Helmstaedter/Lendt/Lux 2001: 16).

Regensburger Wortfliissigkeitstest (RWT) -
Regensburg Word Fluency Test

This test was originally used in the diagnosis of patients with acquired brain
damage in order to examine divergent thinking. Divergent thinking means
fluent, original thinking aimed at producing as many potential solutions as
possible (Aschenbrenner/Tucha/Lange 2000: 5). According to specific rules,
the participant must name as many words as possible beginning with a certain
letter within two minutes (ibid.: 9). The word fluency test consists of four parts
examining formal-lexical word fluency (with and without change of category)
and semantic word fluency (with and without change of category).

As already mentioned at the beginning of this chapter, the tests of this
neuropsychological assessment are standardised. For their execution, there are
instructions given in the manuals of each test which the investigator can use
as a guide. With regard to research with people with cognitive impairments,
the challenge is to explain the task or the rules in an accessible manner. This
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will be shown in the following, using the Regensburg Word Fluency Test as
an example. There, the instruction for the formal lexical word fluency for the
letter ‘S’ is as follows (Aschenbrenner/Tucha/Lange 2000: 15):

 Dabei sollen Sie keine Worter mehrfach nennen.
You should not name any words more than once (translation Schulz)

o Die Worter diirfen aber nicht mit den gleichen Wortstamm begin-
nen, also ‘Sport — Sporthose — Sportplatz — Sportschuhe’ gelten nur
als ein Wort.

The words must not start with the same root, so ‘sports — sports pants
- sports field - sports shoes’ count as only one word (translation
Schulz)

« Weiterhin diirfen Sie auch keine Eigennamen nennen, also ‘Stefan -
Susanne - Stuttgart — Schweiz’ gelten nicht.

You are not allowed to use proper names, so ‘Stefan’ — Susanne —
Stuttgart — Switzerland’ do not count (translation Schulz)

With regard to people with cognitive impairments as part of the primary target
group of Easy Language, negation can cause problems (Maaf3 2015 + Bredel/
Maaf3 2016). Therefore, the rulebook of the Research Centre for Easy Language
recommends avoiding negation or marking it by typographical highlighting
to make it more perceptible (ibid.). In the examination of the study which this
article relates to, this strategy was applied to spoken language by highlighting
negation via intonation. For the avoidance of negation by positive formulations
it would appear that the investigator names some examples for words that are
allowed after having explained which ones do not count. However, this would
falsify the results of the study, which is why the investigator should refrain from
it. In the study by Schulz (in preparation) the rules for each part were explained
on the basis of another letter with the following remark:
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« Wir nehmen jetzt aber einen anderen Buchstaben. Wir nehmen den
Buchstaben “P”. Zahle mir bitte Worter mit “P” auf, die du kennst.

Let’s take another letter. Let’s take the letter “P”. Please name words
starting with “P” (translation Schulz)

However, this requires that the participant is able to retain the rules and apply
them to other letters in the tests. It shows that in the conceptualisation of the
Regensburg Word Fluency Test, there is still a need to adapt it to people with
special communicative needs, in this case, people with cognitive impairments.

3.2 Eyetracking

In the study this article relates to, it was the participants’ task to read texts
from the field of health communication e.g. head lice. While reading, the eye
movements were recorded by an eyetracking device. The basis for this method
is the eye-mind hypothesis according to which the eye movements are related
to what attention is focused on and what information is processed (Just/Car-
penter 1980). For example, the amount and length of saccades, fixations and
regressions allow inferences about the cognitive processes involved in reading.
In order for an eyetracking device to record the movements of the eye while
reading, the device must detect the pupil first which is ensured in the calibra-
tion. The participant should sit 60 to 65 centimetres away from the device and
should not move. In addition to the texts themselves, the experiment in the
eyetracking program contains instructions that guide the participant through
the experiment. For this navigation, whether moving on to the next page
should be done by mouse click or by arrow keys can be selected in the settings.
The font size within the instruction texts can also be modified, however there
are limitations on part of the software which have to be taken into account.
Successful calibration is an important prerequisite for obtaining accurate
data for eye movements and reading behaviour. Research shows that drop-out
rates in eyetracking examinations with people with impairments are higher
because difficulties arise more frequently (see Csakvari/Gyori 2005; Doyle/
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Saunders/Little 2016). With regard to people with cognitive impairments Schif-
fl (2020: 237) states:

[They] seem to suffer from increased eye deformity, nystagmus and/or
squint which impede the calibration process and possibly leads to aloss
of quality in the eyetracking data. [...] Furthermore, participants of the
target group may struggle to restrain their head and body movement,
which again is crucial to the quality of eyetracking data.

Based on these findings, the handling of these difficulties in the concrete sit-
uation is significant. In order to avoid uncertainty and demotivation on the
part of the participant, it is important to turn to him/her, talk to him/her and
encourage him/her in case no successful calibration is possible despite several
attempts.

Following Schiffl (ibid.), who determines that people with cognitive im-
pairments could have difficulties following the instructions because of im-
paired concentration and attention span, some adaptations were made in the
respective study. In the creation of the experiment, the instruction texts were
adapted to the linguistic skills of the target group by means of Easy Language
in order to simplify navigation for the participants. Concerning the function
to move on to the next page, it has been defined in the settings that the arrow
keys are to be used:

Sie haben den Text fertig gelesen?

Dann driicken Sie die Pfeiltaste nach rechts.

You have finished reading the text?

Then press the right arrow key (translation Schulz)

In this context, a medial strategy (s. chapter 4.3) was also applied: In order to

increase perceptibility the arrow keys were provided with green (forward) and
red (backward) sticky dots.
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3.3 Free Recall

In the study this article relates to, the next step after reading and recording
using the eyetracking device was free recall. This means that right after the
reception the participant is asked to reproduce as completely as possible what
the respective text was about. This can be done orally or in writing (Rickheit/
Strohner 1993: 103). With regard to the cognitive load of people with cogni-
tive impairments, free recall was performed orally by the participants. It was
recorded and transcribed afterwards for the analysis.

In the study it was noticeable that the answers given by the participants were
initially very brief and that more detailed reproductions were only achieved
after repeated encouragement by the investigator.

3.4 Rating

After this unit the participants had to evaluate how well they understood the re-
spective text using a rating scale. A first estimation from the participant can be
obtained very easily using this method even if the reliability of the statements
given is questionable (Gibson/Levin 1989: 256). Therefore, the data gained by
rating should be correlated with that of the other methodological steps.

In the study this article relates to, a four-point scale with the following
options was used:

o Ich habe alles verstanden [I understood everything]

« Ich habe das meiste verstanden [I understood most of if]

o Ich habe nicht so viel verstanden [I did not understand very much]
o Ich habe gar nichts verstanden [ I did not understand anything]

As the whole examination was conducted as a face-to-face interview (see chap-
ter 3.5), the rating scale was read out to the participants by the investigator
with the request to assign comprehension to one of the options. This requires
that the participants are able to retain the four options in order to answer ap-
propriately. With regard to people with cognitive impairments as participants,
a medial strategy was applied: If the investigator noticed difficulties with an-
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swering this question the scale was presented to the participants in print form
with enlarged font. The investigator and the participant read the options out
loud together and then the participant pointed to the respective one.

3.5 Questionnaire

In the study referred to in this article, a questionnaire was used to collect
meta data like age, sex, profession, but also information on reading behaviour,
interests and familiarity with Easy and Plain Language. As there is a focus on
how well texts are understood and retained by participants with special com-
municative needs, the questionnaire also contained content-related questions
that had to be answered. Following Bortz/Doring (2016: 398) the questionnaire
method is characterised by the fact that data is generated in written form.

Filling in a questionnaire independently requires a minimum level of read-
ing and writing skills which de facto excludes a number of target groups, unless
questionnaires are adapted to their needs (ibid.). One concrete modification in
the study referred to is that semi-structured questionnaires were used and ap-
plied in a face-to-face-interview. The whole examination was conducted in Easy
Language, audio recorded and transcribed for the analysis. Even though the
neuropsychological assessment already provides data with regard to the partic-
ipants’ writing skills, the results are very heterogeneous. Gutermuth (2020: 150)
states that in the creation of the questionnaire there should be an orientation
towards the weakest in order to establish equal conditions for all participants.
As mentioned in 3.3, people with cognitive impairments have limited concen-
tration and attention span in contrast to average participants. That is why the
cognitive load of the participants should be taken into account with regard to
the extent of the whole questionnaire in order to gain reliable data. Therefore,
the number of questions was limited to a maximum of 10 for each text.

4 First conclusions

First research results on content in Easy and Plain Language for people with
cognitive impairments as participants lead to the conclusion that current data
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collection methods require modification with regard to methodology and
administration in order to gain reliable data. This results from the specific
communicative needs of the target group that have so far not been taken into
account properly.

In this chapter the necessary adaptations from chapter 3 are summarized
and, in addition, modifications are introduced that concern research with par-
ticipants with cognitive impairments. The individual adaptations are assigned
to linguistic, conceptual and medial strategies. The boundaries of these cate-
gories are fluid meaning that a clear distinction is not always possible. That is
why the overview is prototypical.

4.1 Linguistic strategies

Linguistic strategies refer to an enhanced perceptibility and comprehensibility
of the different oral and written parts in the examination. As mentioned in 3.1
the manuals for the different neuropsychological tests were linguistically adapt-
ed to the needs of people with cognitive impairments as well as the language
itself during the face-to-face interview. Moreover, at the level of perceptibility,
the font size of the instruction texts in the eyetracking software was enlarged.
When technical devices are used, however, there may be restrictions concern-
ing these settings which have to be taken into account.

One further adaptation that includes conceptual aspects and is also related
to acceptance is that the investigator builds trust in order to create interaction
at eye level. In the study referred to, the investigator accompanied the partici-
pants from their workplace to the room in which the examination took place.
By starting with small talk and introducing the participants to the experiment
slowly, a linguistic strategy was applied to help build trust. Furthermore, the
investigator tried to sustain the participants’ motivation by strategically plan-
ning the experiment in advance, knowing the distinct requirements of the
target group and the limited attention span (see chapter 3). The investigator
encourages the participants to take part in the experiment and explains what
their task is. One important aspect in this context is that the participants are
informed that they can take breaks during the experiment or even cancel it.
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Linguistic adaptations are intended to give the participants a sense of secu-
rity in the experiment which might represent a stressful exam situation. One
example is the simplification of the instruction texts by means of Easy Lan-
guage in order to avoid complications, mistakes or misunderstanding because
of linguistic complexity.

4.2 Conceptual strategies

One important adaptation is the decision where the examination will take
place. With regard to ecological validity and ethical considerations, the exam-
ination of the study referred to was carried out at the participants’ work place
which is a familiar environment for them (CRPD 2006: 18, see chapter 1). As
mentioned in 4.1 the experiment might be considered as an exam situation by
the participants which causes a lot of stress and pressure and cuts oft capacities
that are actually needed for the examination itself. This was to be counteracted
by conducting the experiment in a familiar environment of the participants.

Another conceptual strategy is using semi-structured questionnaires in a
face-to-face interview instead of having the participants fill out the question-
naires by themselves. With regard to the cognitive load of the participants,
the number of content-related questions in the questionnaire was limited to a
maximum of 10 for each text.

In this context, the duration of the whole experiment should also be adapt-
ed to the cognitive capacities of people with cognitive impairments. This means
that the examination should not be too long, which is even more important
when a mixed-methods-approach is applied. Decreasing concentration was
communicated by the participants and can be seen in the observation protocol
when body posture was noted. Therefore, the participants should be given the
possibility to take a break in order to not overstrain the cognitive load.

Furthermore, in the eyetracking part, the keyboard was prepared by means
of colour coding (see also Bredel/Maafd 2016) in order to simplify navigation
in the software for the participants.

One very important conceptual strategy is to raise awareness of the ex-
amination, its research goals and content among the supervisors and staff at
the participants’ workplace as gatekeepers. This plays a significant role not
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only before, but also during the entire time of the data gathering process. In
the sense of transparency, this is beneficial for the examination itself because
disruptions can be avoided (e.g. knocks on the door, confusion when the par-
ticipant is not at his/her workplace).

Building trust among the participants was already mentioned in 4.1, but
can also be assigned to a conceptual strategy. It is important to keep up the
participants’ motivation and to empower them. This also includes the handling
of situations when problems arise which could irritate the participant and give
them the feeling that they did something wrong (e.g. in the calibration before
eyetracking).

An important conceptual strategy for the investigator and the whole data
collection process is to conduct the examination with the help of an assistant.
He/she can take notes on observations during the examination in an observa-
tion protocol. This could be body language/posture, occurring problems and
the participants’ reaction for example. These data can be interesting for the
analysis in the sense that they are correlated with other results. The observation
protocol can be seen as a great relief for the investigator during the examination
as cognitive capacity is available for communication with the participants.

4.3 Medial strategies

One of the medial strategies already mentioned in 4.2 relates to the preparation
of the keyboard needed in the eyetracking part. In the study referred to, the
arrow keys were modified with green (forward) and red (backward) sticky dots
in order to simplify navigation for the participants.

In the rating on how well the texts were understood by the participant
the medial adaptation refers to its realisation. The scale had an enlarged font
and was read out to the participants in the face-to-face interview. When the
investigator noticed problems with retaining the four options, she handed out
the scale in print form. As a result, the participant could point to the respective
option and the investigator marked it with a cross.

Summing this chapter up, linguistic, conceptual and medial strategies (Rink
2020) were applied to adapt the mixed methods in the concrete data collection
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to the needs of people with cognitive impairments. Depending on the subject
these needs can be more or less serious.

The examination itself is often considered as an exam situation by the par-
ticipants and it is important to decrease the asymmetry during the interaction
with the investigator. Furthermore, fears and uncertainties should be prevented
and text barriers should be strategically lowered. Thus, the improvement of
communication by means of linguistic, conceptual and medial strategies can
be achieved “by impacting on communicative action itself or by impacting on
the means of communication and therefore indirectly on the communicative
action” (Schubert 2009: 110; own translation). It should not be disregarded that
contextual factors with regard to the setting of the investigation still needs to be
verifiable and controllable in order to have equal conditions for all participants.

5 Conclusion and outlook

Following Rathmann (2020: 2), one reason for not having taken into consider-
ation people with disabilities in general and people with cognitive impairments
in particular is that up to now appropriate data collection methods were still
lacking. A further reason is that some research disciplines lack awareness with
regard to the special (communicative) needs of people with cognitive impair-
ments and other target groups e.g. language learners or children as participants.
As participants normally are non-experts there might be certain asymmetries
within the test situation or setting that researchers of different disciplines might
not be aware of. As barriers, either oral or written, emerge in context it is not the
user perspective that has to be taken into account first, but the text perspective
(Hansen-Schirra/Maaf3 2020). Its according parameters have an influence on
the results and therefore have to be modified or rather adapted with regard to
the special needs of different target groups.

This paper aims at presenting an approach used in Applied Linguistics and
Translation Studies that contributes to appropriate evaluation and data collec-
tion methods with regard to the strong communicative needs of vulnerable
target groups. Therefore, it can also be considered reliable for these participants
(as lay people). In order to allow dependable conclusions regarding the effec-
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tiveness of certain issues, it is a necessity for future research to empower cogni-
tively impaired participants by providing accessible texts, content or methods
in a first step in order to gain valid results in a second step. From the perspective
of applied linguistics and translation studies as well as accessible communica-
tion as a new interdisciplinary field of research, the question addressed by this
modified approach is: what can be verified by data and evaluation methods
that are not understood and/or retained by participants and therefore lead to
misunderstanding or incomprehension (see also Rink 2020: 78, 112; Schnotz
1994: 321£.)? If participants do not understand what task they have to perform
or what information is given in a text (online, offline, oral or written), then
the question is how valid data gained on the basis of helplessness or random
answers can be. And, how reliable are these results and to what conclusions do
they lead? How comparable is data if it turns out that the linguistic elements
used within an examination on the basis of measurable parameters are beyond
the necessary prerequisites of the participants?

However, the needs of people with disabilities with regard to accessible
health care provision are not well documented. This matters for people with
cognitive impairments in a distinctive way: As they have limited reading and
writing skills, they are particularly vulnerable and dependent on third parties
and their global, grammatical and discourse knowledge. This plays an even
more important role when it comes to health issues and health-related deci-
sions. If the health literacy of this group is evaluated, the linguistic elements
in the experiment are often above the knowledge level and linguistic skills
of non-experts as participants. Furthermore, the subject of the examination
itself is often too complex for participants to understand. Therefore, it is nec-
essary that data collection methods are adapted to the needs of people with
cognitive impairments. These adaptations include linguistic, conceptual and
medial strategies by means of which barriers can be removed from texts and
interaction situations. One means to overcome these barriers is Easy and Plain
Language that were introduced in chapter 1. Both varieties are mentioned in
the National Action Plan Health Literacy as well as in the Convention on the
Rights of People With Disabilities in order to provide equal access to informa-
tion which, in the sense of participation, is a human right.
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