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dissertation.
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feedback and support was truly remarkable. I remain continually inspired by his
intellectual passion and his example of rigorous scholarship, which have significantly
influenced my approach to research. His impact on my academic journey is something
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CORDAN and El¢in TEZEL for their meticulous comments and critiques. Their
insightful feedback has greatly improved the final draft of this dissertation.

This dissertation would not have been possible without the invaluable participation of
users and designers. I extend my sincere gratitude to all the anonymous participants
who generously volunteered their time and insights for this study.
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PROBING METAPHORS IN USER NARRATIVES: TOWARDS A DESIGN
RESEARCH METHOD TO INFORM DESIGN PROCESS

SUMMARY

Metaphor has long been a topic of investigation in scholarly design research. Studies
across various design contexts have demonstrated the value in deliberately exploring
and utilizing metaphors to facilitate different phases of the design process, from
problem framing to concept generation. However, the analytical potential of
metaphors has often been overshadowed by their widely acknowledged generative use,
leaving its significance in the research phase of design process relatively unexplored.
This dissertation aims to broaden our understanding of the role metaphors can play in
design, delving into the analytical role of metaphors in user-centered design research,
particularly focusing on the insights that users' metaphors can offer.

The central assumption underlying this dissertation posits that designers can enhance
their understanding of users by recognizing and analyzing their metaphors. This idea
draws upon the cognitive linguistic approach to metaphor, which acknowledges
metaphors in language as manifestations of our concepts that are essentially
metaphorical in nature. Building on metaphorical concepts’ centrality in the way our
mind functions and our experience is structured, and supporting evidence provided
from other research fields, exploring metaphors of users is considered highly
significant in the context of user-centered design, as they can open a window into the
worlds of others. It is hypothesized that the analysis and utilization of metaphors can
facilitate designer’s understanding of users, enable designers to make enhanced
anticipations regarding their experiences and nourish new conceptualizations.
Therefore, this dissertation investigates systematic ways (i) to explore user metaphors;
and, (i1) to facilitate the generation of novel conceptualizations based on metaphor use.

The research process has started with an exploratory preliminary study, which
investigates whether metaphors in user narratives attracts designers’ attention and
facilitate idea generation. Followingly, a comprehensive main study was conducted,
aiming to explore how designers can analyze and utilize user metaphors in their idea
generation processes. The study design involved a systematic collection of narratives
from the chosen user group, people living with type-1 diabetes, followed by a
procedure where designers engaged with these narratives. 13 designers, equipped with
knowledge in metaphor analysis, worked with metaphors in user narratives to generate
design proposals. Then, they explained their process of working with user metaphors
and the ideas they had generated based on them in follow-up interviews. Outcomes
generated through the empirical study were subject to a qualitative content analysis.
Consequently, the process of idea generation through metaphor analysis was depicted,
identifying useful metaphor categories, diverse analysis strategies, and varied uses of
metaphor. Based on the findings of the study, a design research method is proposed to
systematically analyze metaphors in user narratives to inform and inspire user-
centered design ideas.
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Overall, findings reveal the potential in exploring user’s metaphors in design research.
Supporting the hypotheses, employing metaphor as an analytical lens is observed to
empower designers to grasp potential users' perceptions and behaviours, ultimately
inspiring the incorporation of metaphors to enhance user experiences in diverse ways.
The method developed based on the findings of this dissertation offers design
researchers, designers and design students who adopt a user-centered design approach
a systematic approach that they can adopt when moving from user data to design ideas.
Additionally, the informative materials that were developed within the scope of this
dissertation to introduce designers to metaphors and the concepts used to analyze
metaphors constitute a resource for designers who want to work with metaphors more
consciously.

XX



KULLANICI ANLATILARINDAKI METAFORLARIN INCELENMESI:
TASARIM SURECINI YONLENDIRICi BiR TASARIM ARASTIRMASI
YONTEMINE DOGRU

OZET

Metafor uzun zamandir tasarim arastirmalarinda incelenen bir konudur. Cesitli tasarim
baglamlarindaki calismalar, problem cercevelemeden konsept olusturmaya kadar
tasarim siirecinin farkli agamalarin1 desteklemek i¢in metaforlarin bilingli bir sekilde
kesfedilip kullanilmasinin degerini gostermistir. Ancak, metaforun analitik
potansiyeli, yaygin olarak benimsenen iiretken kullaniminin goélgesinde kalmistir.
Dolayisiyla tasarim siirecinin arastirma asamasindaki 6nemi goérece kesfedilmemis
durumdadir. Bu tez, kullanict odakli tasarim arastirmalar1 baglaminda metaforun
analitik potansiyelini derinlemesine inceleyerek, metaforun tasarim siirecinde
oynayabilecegi rollere dair anlayisimizi genisletmeyi amaglamaktadir. Bu baglamda,
kullanict metaforlarin1 analitik bir bakigla kesfetmenin tasarimcilara sunabilecegi
icgoriilere odaklanilmistir.

Bu caligmanin temelindeki varsayim, tasarimcilarin kullanici metaforlarmi taniyip
analiz  ederek, kullanicilarin  diinyalarina  dair  derinlikli ~ bir  anlayis
gelistirebilecekleridir. Bu fikir, dildeki metaforlari, dogas1 geregi esasen metaforik
olan kavramlarimizin tezahiirleri olarak kabul eden biligsel dilbilimsel yaklagima
dayanmaktadir. Zihnimizin isleyisinde ve deneyimlerimizin yapilandirilmasinda
metaforik kavramlarin merkeziligini kabul ederek, insan odakli tasarim baglaminda
kullanict metaforlarin1 kesfetmenin Onemli bir ara¢ olabilecegi diisiiniilmiistiir.
Kullanici metaforlarinin analizi ve kullaniminin, tasarimcilarin  kullanicilari
anlamalarin1 kolaylastirabilecegi, kullanici deneyimlerine iliskin daha iyi 6ngdriilerde
bulunabilmelerini  saglayabilecegi ve yeni kavramsallagtirmalara  zemin
hazirlayabilecegi hipoteziyle yola ¢ikilmistir. Bu nedenle, bu tezde (i) kullanici
metaforlarini kesfetmenin ve (i1) metafor kullanimina dayal1 yeni kavramsallagtirmalar
iiretmenin sistematik yollar1 aragtirilmigtir.

Arastirma siireci, kullanici anlatilarindaki metaforlarin tasarimcilarin dikkatini ¢ekip
cekmedigini ve fikir tiretmeyi destekleyip desteklemedigini arastiran bir 6n ¢alismayla
baglamistir.  Ardindan, tasarimcilarin  kullanict  metaforlarint  nasil  analiz
edebileceklerini ve bu analizi fikir iiretme siire¢lerinde nasil kullanabileceklerini
kesfetmeyi amaglayan kapsamli bir ana ¢alisma gergeklestirilmistir. Calisma kurgusu,
secilen kullanic1 grubu olan tip-1 diyabetli bireyler ve onlarin ailelerinden sistematik
bir sekilde anlatilarin toplanmasini ve ardindan tasarimcilarin bu anlatilarla etkilesime
gecerek tasarim fikirleri gelistirdigi bir prosediirii igermektedir.

Kullanici anlatis1 toplama siireci dokiiman analizi ile baslamis; basili kaynaklar,
bloglar, youtube kanallari, sosyal medya paylasimlar1 gibi kaynaklardan
faydalanilarak tip-1 diyabetle yasama tecriibesine dair veri toplanmistir. Ardindan,
Facebook tizerindeki topluluklara dahil olunarak, 6 ay siiren bir katilimci gézlem
caligmasi gerceklestirilmistir. Daha sonra bu topluluklarin iiyesi olan 6 tip-1 diyabetli
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ve 8 ebeveyn ile yari-yapilandirilmis goriismeler gergeklestirilmistir. Dokiiman
analizi, katilimc1 gozlem ve goriismeler sonucunde elde edilen diyabet anlatilari,
analiz edilip derlenerek tasarimcilar ile paylasilabilecek, metafor agisindan zengin, bir
anlat1 dokiimanina donistiiriilmistiir.

Bu anlatilar ile ¢alisarak tasarim Onerileri gelistirmek iizere 13 endiistriyel tasarim
mezunu c¢alismaya davet edilmistir. Siirecin basinda, tasarimcilart metafor ile
calismaya hazirlamak i¢in ¢evrimi¢i atdlye calismalari diizenlenmistir. Her biri
yaklasik 3 saat siiren 5 farkli oturum gergeklestirilmistir. Bu atdlye caligmalarinda
metafor teorisi anlatilmis ve katilimcilarla metafor analizi egzersizleri
gergeklestirilmistir. Atolye calismasinin ardindan tasarimcilar iki asamali bir siireg
izlemislerdir: anlat1 dokiimani lizerinde bireysel olarak ¢alisma ve takip goriismeleri.
Bu dokiimanla calisirken tasarimcilardan, metaforik ifadeleri tespit ederek altimi
cizmeleri ve daha sonra bu metaforlar1 analiz edip yorumlayarak diyabetle yasayan
kisilerin deneyimlerini iyilestirecek tasarim fikirleri tiretmeleri beklenmistir. Ayrica
fikir gelistirmede tetikleyici olan metaforik ifadeleri vurgulayarak belirtmeleri
istenmistir. Katilimcilar bu gorevi yaklasik 2-3 haftada tamamlayarak, dokiimanlarin
arastirmactya iletmiglerdir. Bu dokiimanlarin incelenmesinin ardindan, her bir
tasarimci ile takip goriismeleri gerceklestirilmistir. Bu goriismelerde tasarimcilar
kullanict metaforlartyla ¢alisma siireglerini anlatmis ve metafor analizine dayanarak
irettikleri fikirleri detaylandirmislardir.

Ampirik c¢alisma sonucunda elde edilen veriler (tasarimcilarin {izerinde calistigi,
isaretlemeler, notlar ve tasarim fikirlerini iceren anlati dokiimanlar1 ve takip
gorlismelerinin dokiimleri) nitel icerik analizine tabi tutulmustur. Analiz ile iki temel
arastirma sorusuna cevap aranmistir: (i) Hangi tlir kullanic1 metaforlar fikir gelistirme
stirecini desteklemek anlaminda faydali olabilir, (i) tasarimcilar fikir gelistirmek icin
bu metaforlar1 nasil kullanabilirler? Bu sorular1 cevaplayabilmek i¢in, ilk olarak,
tasarimcilarin kullanict metaforlarini analiz etme ve kullanma siirecleri incelenmis,
metafor analizi yoluyla fikir {iretimini tarifleyen bir cergeve gelistirilmistir. Bu
cergeve, cesitli kullanict metaforu kategorilerini, bunlar1 analiz etmek i¢in kullanilan
stratejileri, metafor analizinin fikir gelistirme siirecini nasil besledigine dair cesitli
yaklagimlar1 ve metafor analizi temelinde gelistirilen farkli tasarim ¢iktisi tiirlerini
ortaya koymaktadir. Analiz sonucunda, diislince gelistirme siirecini beslemek
anlaminda faydali bulunan ve belirli tasarim ¢iktilarini tetiklemek anlaminda 6ne ¢ikan
metafor kategorileri tespit edilmistir. Aym1 zamanda bu metaforlarin analizi ve
kullanimina dair stratejiler ortaya konmus, metaforun diisiince gelistirme siirecinde
oynayabilecegi ¢esitli rollere dair bulgular sunulmustur.

Calisma sonuclarina dayanarak, kullanici merkezli tasarim fikirlerine analitik bir
zemin hazirlamak ve ilham vermek amaciyla kullanilabilecek bir tasarim aragtirmasi
yontemi Onerilmistir. Bu yontem, tasarim arastirmacilarina, tasarimcilara ve tasarim
ogrencilerine, kullanict verisinden tasarim fikrine giderken benimseyebilecekleri,
metafor analizi temelli, sistematik bir yaklasgim sunmaktadir. Ayrica bu tez
kapsaminda tasarimcilart metaforlar teorisi ile tamistirmak amaciyla gelistirilen
bilgilendirici materyaller, daha bilingli bir sekilde metafor ile calismak isteyen
tasarimcilar i¢in kaynak teskil etmektedir.

Genel olarak bakildiginda, bu tez calismasi tasarim arastirmasinda kullanici
metaforlarin1 kesfetmenin potansiyelini ortaya koymustur. Arastirma silirecinin
basinda gelistirilmis olan hipotezleri destekler nitelikteki ¢aligma sonuglar1, metaforun
kullanicr verisi ile ¢alisirken analitik bir mercek olarak kullanilmasinin, kullanicilarin

xxii



algi1, davranis ve deneyimlerini kavrama konusunda tasarimcilara gii¢ kazandirdigin
gostermistir. Metafor analizi, tasarimcilarin kullanic1 deneyimlerine dair derinlikli i¢
gorliler gelistirebilmelerine imkan saglamis ve kullanici deneyimlerini ¢esitli
sekillerde gelistirebilecek yeni kavramsallastirmalara ve tasarim fikirlerine ilham
vermistir.

Sonug¢ olarak, bu tez ¢alismasi kullanici metaforlarinin analizi yoluyla diisiince
gelistirme siirecini tarifleyen bir ¢erceve sunarak, kullanici metaforlarinin tasarim
siirecinde kullanilmasina yonelik gelecek c¢aligmalara temel olusturmus; kullanici
verisinin diigiince gelistirme silirecinde kullanimima dair sistematik bir yontem
Onermistir. Tasarimcilarin metaforu analitik bir arag olarak da kullanabileceklerini
gostererek, tasarim siirecinde metafor kullanimina dair anlayisimizi genisletmistir.
Calismanin farkli kullanici gruplan ile tekrarlanmasi, kodlama c¢ergevesinin
genisletilmesi gibi yontemlerle, gelistirilen tasarim aragtirmasi yonteminin daha
kapsayici hale getirilebilecegi diisiiniilmektedir. Bu aragtirmanin, metafor analizinin
tasarimda etkin kullanimina yonelik daha fazla aragtirmayr tesvik etmesi ve
tasarimcilarin metaforlara dair farkindaliklarini gelistirerek kendilerinin ve diger
tasarim paydaslarinin metaforlarini analitik bir bakisla ele alabilmelerine destek
olmasi umulmaktadir.
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1. INTRODUCTION

Designers are constantly challenged with the task of designing for people and contexts
that lie beyond their realm of familiarity (Fulton Suri, 2003). Often finding themselves
navigating foreign territories, designers turn their attention to the inhabitants of the
territory they try to explore, people with actual experience, to get an insider perspective

and familiarize themselves with the worlds of the potential users of a design.

Users’ everyday lives, practices, thoughts, feelings, beliefs, motivations, and
aspirations become important sources of information and inspiration (Fulton Suri,
2003; Gaver, Dunne, & Pacenti, 1999; Keinonen, 2010; Mattelmaki, 2006; van
Veggel, 2005). When designing within unfamiliar domains, particularly when
designing for a specific user group with special needs, adopting a user-centred
approach, i.e., embracing the voices of users and incorporating the insights gained
through interacting with them into design, can greatly help a design to thrive. As
Krippendorff (2006) puts:

Designers can succeed only when their proposals are understandable to those
who matter, when the stakeholders in their design are inspired by the futures it
promises, when the design attracts the requisite resources, and garners the

social support needed to succeed in the life cycle of artifacts. (p.205)

Thus, designing for others relies on attaining an understanding of users’ (and other
stakeholders’) understanding, an intimate grasp of their conceptual models, world
constructions and everyday contexts. And the conceptions others hold can only be
deduced from their manifestations in conversations and interactions, as they are not
directly observable (Krippendorff, 2006). Hence, what designers can do to get a grasp
of others’ understanding is to listen to how they talk about the concepts and meanings

of their interest and observe how they behave as entailed.

Designers and design researchers use a wide range of methods to this end, i.e. they
utilize traditional, adopted and generative research methods (Hanington, 2003a) to

understand the context of design, learn from user experiences, reveal mental models



of users, develop empathy for users, and examine the usability of products from user’s
perspective (Gaver et al., 1999; Hanington, 2003a; Keinonen, 2010; Koskinen &
Battarbee, 2003;Sanders, 2006; Steen, 2007). Data collected through user-centered
design research methods come in various forms, ranging from textual to visual, each
offering unique insights for design. However, a common thread among many of these
methods is that they provide designers with users’ articulations of their experiences,
which are inherently full of metaphors. This dissertation explores whether these
metaphors that users employ to describe their everyday experiences can inform design
process, whether metaphors can be adopted as an analytical lens when collecting and
analyzing user data for design research. These metaphors will be referred as user

metaphors throughout this dissertation.

Although metaphors are everywhere, ordinary speakers rarely recognize them
(Chandler, 2007). This applies to designers as well. The central hypothesis underlying
this dissertation posits that designers can enhance their understanding of users by
recognizing and analyzing their metaphors. This idea draws upon the cognitive
linguistic approach to metaphor, which acknowledges metaphors in language as
manifestations of our concepts that are essentially metaphorical in nature (Lakoff &

Johnson, 1980).

Traditionally, metaphor was regarded simply as a linguistic device, wherein one thing
is described in terms of another based on resemblance, to serve specific
communicative purposes. It was believed that it only belonged to the realm of poetry
(Kovecses, 2010). However, cognitive linguistic view has challenged this approach,
which confines metaphor to a linguistic ornament (Kovecses, 2010), arguing that
metaphor is pervasive in everyday life, not just in language but also in thought and
action (Lakoff & Johnson, 1980). The idea that our conceptual system is metaphorical
in nature is central to this perspective (Lakoff & Johnson, 1980). Metaphor serves as
a fundamental framework through which we construct our understanding of the world
(Gibbs, 2008), forming the basis of our everyday thinking, reasoning, and
imagination (Gibbs, 1994; Lakoff & Johnson, 1980; Turner, 1998). It is conceptualized
as a property of concepts rather than words, as a mental phenomenon that manifests in
different forms, including everyday language (Cameron, 1999; Kd&vecses, 2010;
Lakoff & Johnson, 1980). Thus, metaphorical expressions are seen as reflections of

our conceptual metaphors, elucidating our conceptual system (Kovecses, 2010; Lakoff



& Johnson, 1980). This idea has led to the adaptation of metaphor as an analytical tool
to study language. Metaphor analysis techniques have been adopted in a variety of
fields, such as health sciences, sociology, political science, psychology, educational
research and management research (Ignatow & Mihalcea, 2017; Redden, 2017), as
they offer insights into individual experiences and socially shared conceptualizations

(Goering, 2015).

However, in design field, the analytical potential of metaphors has often been
overshadowed by their generative use, leaving its significance in the research phase of
design process relatively unexplored. Building on the cognitive linguistic approach
that acknowledges the centrality of metaphors in structuring our experiences, this
dissertation suggests that exploring user metaphors holds significant potential in user-
centred design research. Metaphor is considered as a powerful analytical tool that can
assist designers in empathizing with the people for whom they are designing, gaining
insights into their conceptions and behaviors, and bringing novel yet compatible
conceptualizations to fruition. Therefore, exploring how users' metaphors can be

incorporated into design is considered as an important contribution.

1.1 Purpose and Scope of the Study

Metaphor has long been a topic of investigation in scholarly design research. Studies
conducted across various design contexts have demonstrated that designers can benefit
from purposefully employing metaphors to achieve diverse objectives through
different phases of the design process (e.g. Casakin & Goldschmidt, 1999; Casakin,
2006; Casakin, 2007; Cila, Hekkert, & Visch, 2014; Cila, 2013; Cila, Borsboom, &
Hekkert, 2014; Cila & Hekkert, 2020; Gongalves, Cardoso, & Badke-Schaub, 2014;
Hey, Linsey, Agogino, & Wood, 2008; Huang, Carulli, Hekkert, Schifferstein, &
Bordegoni, 2020; Madsen, 1994; Schon, 1979). However, the potential of exploring
and utilizing user metaphors in design research remains relatively unexplored, despite
its acknowledged importance in the context of human-centred design (e.g.

Krippendorff, 2006; Madsen, 1994; Martin & Hannington, 2019).

Addressing this gap, this dissertation aims to investigate systematic ways of exploring
user metaphors to inform design process and propose a method to instrumentalize
metaphor analysis for designers. By introducing metaphor as an analytical tool, it

explores how designers can utilize metaphors within the narratives of a target user



group to generate design proposals. The study attempts to answer two main research

questions:

e What kinds of user metaphors have the potential to facilitate idea generation?

e How do designers use these metaphors to generate design ideas?

Addressing these questions required: defining a target user group; collecting narratives
from this group; and, communicating these narratives to designers so that they could

work with the metaphors in these narratives to generate design proposals.

The selection of a target user group was a critical step in ensuring that designers have
access to diverse and meaningful user narratives. In this study, individuals living with
type-1 diabetes were chosen. Type-1 diabetes is a chronic condition in which blood
glucose level becomes too high because insulin, the hormone allowing the glucose to
enter the cells, cannot be produced (The British Diabetic Association, n.d.). This
chronic condition requires extensive changes in life habits, entails life-longing and
demanding care practices. It also comes with constant health risks, which necessitates
people living with type-1 diabetes to continuously carry out certain self-care practices
in their daily lives and take the responsibility of their treatment (Department of Health
Diabetes Policy Team, 2007). This condition can develop from a very young age. It is
commonly diagnosed between 10 and 14 years of age (DoH Diabetes Policy Team,
2007). Thus, parents of children with type-1 diabetes are considered as one of the most
important actors in life with type-1 diabetes (Betts & Swift, 2003; Marshall, Carter,
Rose, & Brotherton, 2009). Type-1 diabetes inevitably becomes an integral part of
patients’ and their care partners’ lives, their everyday practices, and conversations
(Betts & Swift, 2003; Marshall et al., 2009). From adhering to specific daily routines
to utilizing a variety of products regularly, individuals living with type-1 diabetes
navigate a unique set of experiences that shape their interactions with technology,
healthcare professionals, and their support network. Moreover, they form a cohesive
community with shared narratives and a common language, centered around this
specific condition. An extensive number of online communities exist, and members of
these communities are actively involved in topics related to diabetes, highly motivated
to share their personal experiences, and welcoming outsiders who show interest in their
way of life. These defining characteristics facilitated the elicitation of a broad spectrum
of user narratives, encompassing the multifaceted aspects of living with type-1

diabetes. Moreover, the acknowledged role metaphors play in understanding illnesses



and healthcare communication, and existing studies critically exploring metaphors
around diabetes to inform practical outcomes show that diabetes narratives can
potentially provide a fertile ground for design implications (Arduser, 2014; Broom &
Whittaker, 2004; Goering, 2015; Hanne & Hawken, 2007; Harris & Pokorny, 2012;
Paterson, Thorne, & Dewis, 1998; Sinnenberg et al., 2018).

The research process has started with an exploratory preliminary study, which
investigates whether metaphors in user narratives attracts designers’ attention and
facilitate idea generation. Followingly, a comprehensive main study was conducted,
aiming to explore how designers can analyze and utilize user metaphors in their idea
generation processes. The study design involved a systematic collection of narratives
from the chosen user group, people living with diabetes, followed by a procedure
where designers engaged with these narratives. 13 designers, equipped with
knowledge in metaphor analysis, worked with metaphors in user narratives to generate
design proposals. Then, they explained their process of working with user metaphors
and the ideas they had generated based on them in follow-up interviews. Outcomes
generated through the empirical study were subject to a qualitative content analysis.
Consequently, the process of idea generation through metaphor analysis was depicted,
identifying useful metaphor categories, diverse analysis strategies, and varied uses of
metaphor. Based on the findings of the study, a design research method is proposed to
systematically analyze metaphors in user narratives to inform and inspire user-

centered design ideas.

1.2 Contributions of the Study

The dissertation is directed at design researchers who aim to broaden their perspective
on ways of understanding and involving users in design process and working with user
narratives, and designers, as well as design students, who are interested in using a

systematic method to incorporate user metaphors in design process.
The contributions of this dissertation would be in four major areas:

e Contribution to the literature on metaphors in design research, by
investigating a previously underexplored area that deals with
metaphors used and generated by users and their incorporation into

design process.



e Contribution to the literature on metaphor research, by broadening the
application of metaphor analysis to facilitate meaningful human-

centred interventions and creative design implications.

e Contribution to the literature on designing for people living with
diabetes, by providing a variety of design proposals based on the

analysis of metaphors of people living with diabetes.

e Contribution to the practice of design, by proposing a framework to
leverage user metaphors as a valuable resource for user-centred design
practices and guidelines for developing design ideas based on metaphor

analysis.

1.3 Structure of the Dissertation

The dissertation comprises seven chapters:

Chapter 1 sets the stage by introducing the context, purpose, and scope of the study,
alongside establishing the relevant theoretical framework. It outlines the key research

questions and summarizes the anticipated contributions of the study.

Chapter 2 delves into the literature review, organized into four sections. It provides a
comprehensive background for the theoretical framework, focusing on user-centered
design approach, the concept of metaphor, its relevance within design practice and

theory, and the rationale for exploring metaphors of users in design research.

Chapter 3 explains the research design, beginning with the exploratory preliminary
study and leading into the design of the main study. It summarizes insights from the
preliminary study and outlines the structure of the main study, elucidating the methods

employed, procedures followed, and participants involved.

Chapter 4 focuses on the analysis of the main study, presenting the qualitative content
analysis process including data organization, coding framework development, and
coding and analysis. Strategies to ensure validity and reliability of the analysis and

limitations are also discussed.

Chapter 5 presents the interpretation of the outcomes. It provides an overview of idea
generation utilizing metaphor analysis, detailing each phase of the process by

presenting relevant findings, including outcomes of code-cooccurrence analysis and



specific examples of metaphor use. It revisits research questions to prepare the ground

for discussing study implications.

Chapter 6 elaborates on the practical implications of the study, presenting the design
research method developed based on dissertation findings. It discusses the value and
challenges of using the method, offers recommendations, and suggests potential

contributions for further research.

Chapter 7 concludes the dissertation with a concise summary of the study, situating it
within existing knowledge and explaining its contributions to the field of human-

centered design research, as well as metaphor research.






2. LITERATURE REVIEW

The literature review is presented under four main sections in order to provide a clear
background for presenting the theoretical framework of this dissertation. As the
dissertation is theoretically located in the context of user-centered design research, in
the first section, user-centered design approach is explained, and an overview of its
methods is presented. Then, in the second section, a brief description of metaphor is
provided —including its etymological origin, definitions, different views on its nature
and function—, and adopted approach to metaphor is explained. In the third section,
research studies in which metaphor is recognized within design practice and theory is
presented aiming to map the various uses of and approaches to metaphor within design
and provide a profound ground to situate this research in relation to the existing body
of knowledge. Finally, building on this theoretical background, the rationale for
exploring the potential of metaphor analysis in user-centered design is explained in the

last section.

2.1 User-centered Design

This dissertation is theoretically located in the context of user-centered design, which
focuses on the user among other stakeholders. While embracing the need to
acknowledge all stakeholders involved in the actualization of a design and the need to
bring “different kinds of understandings” hold by them into a design (Krippendorft,
2006, p. 61), understanding and incorporating users’ understanding will be of central
concern in this dissertation. Therefore, the perspective presented by user-centered

design and its methods are summarized in this section.

Beginning from the 1970s, people other than design experts have started to take part
in the early phases of the design processes as “experts of their experiences” (Visser,
Stappers, van der Lugt, & Sanders, 2005) in order to inform, inspire and contribute to
design process (Sanders & Stappers, 2008). “User participation in design” was
portrayed as a “necessary reorientation” to deal with the increasing problems of our

world (Cross, 1972 in Sanders & Stappers, 2008, p. 7). The ability to understand and



embrace other stakeholders’ understanding was presented as a prerequisite for

designers of post-industrial society (Krippendorff, 2006).

Sophistication in technology and the recognition that artifacts can hold diverse
meanings across different individuals, contexts and communities have led to a more
democratic landscape of design, where the voices and agency of users and other
stakeholders are acknowledged and valued. The understanding that all stakeholders—
including designers and users—are experts in their own lives, diminished the
hegemonic role attributed to the designer and placed the designer in a position of a
stakeholder in design together with users. The acknowledgement of the necessity to
recognize and respect varying standpoints held by different stakeholders, who involve
in the actualization of a design and/or affected by a design, invited designers to listen

to different voices (Krippendorff, 2006).

As Krippendorff (2006) recognizes, “the meanings of interest to designers are
embodied in individuals, who, as members of communities, coordinate their
understanding by interacting with one another (p.61)”. Designing for others relies on
attaining an understanding of users’ (and other stakeholders’) understanding, an
intimate grasp of their conceptual models, world constructions and everyday contexts.
Therefore, involving people speaking from different positions—such as a designer,
user, researcher, marketing specialist, engineer, manufacturer, financier or
salesperson—in design process, and having an understanding of their understanding,
a “second order understanding”, becomes very important for designers. In order to
create meaningful designs that would make sense in users’ and other stakeholders’
worlds, designers need to bring different conceptions hold by stakeholders into a

design process (Krippendorff, 2006).

In the special case of user-centered design, incorporating the understanding of users
into design is the primary concern; designers draw on user needs and introduce an
understanding of users’ concepts, values, and goals into design process with the aim
of creating desirable futures. According to user-centered design approach, design is
conceptualized “as an activity inherently tied to human needs and concerns”
(Hanington, 2003a, p. 10). Recognizing and respecting thoughts, feelings, beliefs,
motivations, aspirations and practices of users lie at the heart of this approach, ensuring

that their perspectives are integral to design.
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In a user-centered design process, designers engage with users at various stages of the
project development, starting from the fuzzy front end of design (Friess, 2010;
Hanington, 2003; Sanders, 2008). At the beginning of the design process, designers
are expected to immerse themselves in users’ world in order to develop an
understanding of users’ experiences and the context of design. Interactions with end
users are indispensable to the user-centered design process, and those interactions
guide designers throughout the process (Friess, 2010). Not only in the research phase
but also during the design process, users are invited to participate in both “the
generation and evaluation processes of concepts and solutions” (Hanington, 2003b, p.

).

As listening and embracing user concerns, and responding to user needs are central to
the user-centered design approach, designers have employed specific methods to
understand the context of design, develop empathy for users, reach and learn from user
experiences, examine the usability of products from user’s perspective, and reveal
mental models of users (Fulton Suri, 2003; Gaver et al., 1999; Hanington, 2003;
Keinonen, 2010; Mattelmiki, 2006; van Veggel, 2005). A wide range of methods is
available, coming from diverse origins, serving for different purposes, privileging
different types of knowledge, and including various modes of user involvement. While
designers effectively utilize and adopt methods from different disciplines, they also

develop creative methods specific to design research (Hanington, 2003).

Traditional methods, including surveys, interviews, and focus groups are applicable in
their traditional form with a little adjustment to serve their purpose of use in design
context. Surveys are widely used to gather self-reported data on various aspects of
individuals' characteristics, thoughts, and behaviors. They offer an efficient means of
reaching a large number of participants. While they are mostly convenient in terms of
collection, analysis, and presentation of large amounts of data, they have been
criticized for being open to self-report bias. Thus, the importance of careful design and
supplementation with additional methods such as observations or participatory
sessions are highlighted (Martin & Hanington, 2012). Interviews serve as a
fundamental research technique, facilitating direct engagement with participants to
gather firsthand personal narratives of experiences, opinions, attitudes, and
perceptions. Engaging in direct conversations with individuals is paramount for

comprehending the aspirations and desires of the target audience in design endeavors,
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making interviews a critical component of the inspiration phase of user-centred design
processes (IDEO, 2015). Focus groups can also be considered as a type of group
interview focused on a specific subject. They are frequently employed by market
researchers to assess the viewpoints, emotions, and perspectives of meticulously
selected participants regarding a product, service, marketing initiative, or brand
(Martin & Hanington, 2012). They allow collecting data in a flexible way that
encourages spontaneous participant interaction and potentially provides rich data in a
relatively short period of time (Freitas, Oliveira, Jenkins, & Popjoy, 1998).
Employment of focus group in design research, when conducted by a proficient
facilitator, has the potential to yield profound understanding of themes, patterns, and
trends (Martin & Hanington, 2012). Unobtrusive methods, such as archival methods
and trace measures are also included in traditional methods used for design research
and valued as they eliminate researcher bias. These traditional methods are considered
appropriate in examining things that are already known yet regarded mostly

unfavorable in bringing out new information (Hanington, 2003).

The growing recognition of the significance of studying human interaction with
artifacts in their contexts has led to the adoption of methods from disciplines engaged
in contextual research, such as anthropology; designers have borrowed methods from
humanities and social sciences. Observational and ethnographic methods adopted with
the aim of collecting contextual data include participant observation, unstructured
interview, and artifact analysis. These ethnographic methods play a crucial role in user-
centered design, enabling researchers to deeply understand users' lives, practices,
thoughts, and feelings. They are highly productive in gathering qualitative data about
users' values, aspirations, and needs, essential for informing design decisions and
further developing user-centered design outcomes. These methods have been
appropriated to better serve for the purposes of their use in design, to become
applicable in design projects and to generate data that is relevant to design (Hanington,
2003). The notion of “design ethnography” upholds the core principles of traditional
ethnography while shifting the focus from describing the current situation to exploring
possibilities for design (Salvador, Bell, & Anderson, 1999; Salvador & Mateas, 1997).
Designers also adopt methods coming from human computer interaction studies, such
as think aloud protocol, heuristic evaluation, and cognitive walkthrough. These

methods are utilized in order to access users’ decision-making mechanisms, evaluate
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products compliance with established principles of usability, and examine the usability

of products from user’s perspective (Hanington, 2003).

There are also innovative methods specific to design research, which are characterized
by their creative and participatory nature. These methods include design workshops,
collage studies, card sorting, cognitive mapping, velcro modelling, visual diaries,
camera studies and document annotations (Hanington, 2003a). Innovative methods
help designers to collect user data that is highly communicable and visually rich by
utilizing creative tools, such as probes and generative toolkits (Sanders & Stappers,
2014). These creative tools assist participants in communicating their thoughts and
ideas relevant to specific design situations. They provide opportunities for creative
expression (Hanington, 2003; Sanders, 2002). While methods such as visual diaries
help designers to reach and learn from user experiences that might be inaccessible with
traditional methods; methods like card sorting, cognitive mapping and velcro modeling
provide a means to obtain an understanding of users’ sense-making processes and to
uncover user’s mental models. These innovative methods provide a means to explore
important user insights by facilitating the articulation of needs, expectations,
tendencies, and desires that are not always explicit. Hence, they are considered useful
especially for explorative and generative research (Hanington, 2003; Hanington,

2007).

These traditional, adopted and generative methods involve generation of design
research data through designers’ interaction with the (potential) users and engagement
with the real-life context. However, to obtain user insights, designers can also work
with “imagined users in imagined circumstances”, as in brainstorming, six thinking
hats, and moodboards. They can also generate “user representations in real situations”
through secondary research, scenarios and bodystorming techniques. These methods
that use imaginary or represented users and fictitious scenarios, have the designer talk
in place of the user. On the other hand, in methods that involves interaction with “real
users in real circumstances”, such as observational methods (both participant and non-
participant), interviews, or shadowing, the designer tries to learn from and with actual
users in real life contexts. While they can position themselves as an outsider and make
observations without disrupting the natural interactions, they can also actively
participate in real life context of the users, or even immerse themselves in the user’s

experience with methods such as role playing (Koskinen & Battarbee, 2003).
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While all these methods and practices are concerned with incorporating users'
knowledge into design, the types of knowledge they prioritize and the methods they
use to acquire and utilize it differ. For instance, while methods such as ethnographic
fieldwork focus on past and present knowledge of and about users, aim to understand
the existing situation, and realize improvements based on the knowledge provided
about the existing; approaches such as co-design focus on producing new knowledge
about future situations and products (Steen, Kuijt-Evers, & Klok, 2007). Similarly, the
relationship between designers/ design researchers and users, as well as the roles

attributed to them, is conceptualized in different forms.

As illustrated with this brief overview, user-centred designing encompasses a broad
spectrum of methods that serve the goals of user-centered design in diverse ways,
practiced in various forms with differing levels of user involvement. Overall, they aid
designers in exploring users' experiences and understanding, enabling the integration
of acquired knowledge into the design process. This, in turn, facilitates the
development of ideas aimed at improving the lives of potential users and other

stakeholders.

2.2 On the Notion of Metaphor

As the focus of this dissertation is the incorporation of user metaphors into design,
explaining the adopted conception of metaphor and the theoretical position regarding

how metaphor functions are important.

The etymological root of metaphor goes back to the Greek word metaphora, coming
from metapherein—meta “over, across” + pherein “to carry, bear” (Oxford English
Dictionary, 1996), which means “to transfer” or “to carry over” (Hawkins & Allen,

1991).

There have been discussions on the nature and function of metaphor since ancient
times (Gluckensberg & Keysar, 1993) and various definitions have been proposed,

along with different accounts of metaphor (Ashton, 1997; Gibbs, 1992).

In general terms, metaphor has been defined as naming, seeing, understanding and/or

experiencing something in terms of something else.

e “Giving the thing a name that belongs to something else” (Aristo 1457, as cited
in Ricoeur, 2004, p. 13)
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e “Metaphor is a device for seeing something in terms of something else” (Burke,
1945, as cited in Cameron & Low, 1999, p.130)
e “The essence of metaphor is understanding and experiencing one kind of thing

in terms of another” (Lakoff & Johnson, 1980, p. 5).

While theorists may seem to agree on a general description of metaphor, they hold
widely divergent opinions on its nature and function. Traditionally, metaphor has been
perceived as a poetic device, serving artistic and rhetoric purposes, intentionally used
to create special communicative effects. In this traditional approach, metaphor was
viewed as a matter of words and accepted as a mere linguistic phenomenon that is
based on resemblance (Kdvecses, 2010). “Metaphorical expressions were assumed to
be mutually exclusive with the realm of ordinary everyday language: everyday
language had no metaphor, and metaphor used mechanisms outside the realm of
everyday conventional language (Lakoff, 1993a, p. 202).” Thus, according to this

traditional view, it is assumed that we can live perfectly well without using metaphors.

The roots of this traditional view go back to Aristotle, who described metaphor as the
transference of the name of one thing to another, and viewed metaphor as an
ornamental addition to language, which belongs the realm of poetry. Furthermore,
Aristotle invited us to approach metaphor with caution due to its ambiguity and

obscurity and warned against its use in scientific argumentation (Wood, 2015).

Traditional view, rooted in ancient accounts of metaphor, has dominated Western
scholarly approaches to metaphor for a very long time (Ashton, 1997). However,
Lakoff and Johnson's (1980, p.3) influential work, “Metaphors We Live By”,
challenged this view by asserting “metaphor is pervasive in everyday life, not just in
language but in thought and action”. They conceptualized metaphor as a property of
concepts rather than words, explaining the metaphorical nature of our conceptual
system in which we think and act, and revealing the inevitability of metaphors presence

both in language and in human thought processes.

The idea that metaphor not only belongs to the realm of language, but it is “a part of
ordinary thought” has long been acknowledged in scholarly circles, yet it has gained
impetus with the introduction of the “Conceptual Metaphor Theory” (Gibbs, 2011).
Conceptual metaphor theory presented by Lakoff and Johnson (1980), and their

approach to metaphor, which is later referred as “cognitive linguistic view of
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metaphor” is explained more extensively in the following section, as the conception of

metaphor adopted in this dissertation is grounded in this view.

2.2.1 Cognitive linguistic view of metaphor

In “Metaphors we live by”, Lakoff and Johnson (1980) argue that the metaphor is not
only “a matter of words”, but it is also the constitutive of our language structuring our
thoughts, understanding and everyday actions. By building their theory mainly on
linguistic evidence, they suggest that our conceptual system is “fundamentally
metaphorical in nature” (Lakoff & Johnson, 1980, p. 3), and metaphorical concepts

structure how we think and act.

Lakoff and Johnson (1980) elaborate on their argument by illustrating how conceptual
metaphor “Argument is war” structures our understanding and experience of the

concept argument, by exemplifying expressions from everyday language:
Your claims are indefensible.
He attacked every weak point in my argument.
I’ve never won an argument with him.
I demolished his argument.
He shot down all of my arguments.
If you use that strategy, he will wipe you out.

The idea they point out is that “we don’t just talk about arguments in terms of war”
(Lakoff and Johnson 1980, p. 4), we understand and experience arguments in terms of
war. Being opponents, winning/losing, attacking/defending, developing strategies are
all belong to our experience of an argument, which is “partially structured by the
concept of war” (p.4). They further explain the significance of having concepts

metaphorical in nature as follows:

Our concepts structure what we perceive, how we get around in the world and
how we relate to other people. Our conceptual system thus plays a central role
in defining our everyday realities. If we are right in suggesting that our
conceptual system is largely metaphorical, then the way we think, what we
experience, and what we do everyday is very much a matter of metaphor.

(Lakoff & Johnson, 1980, p. 3)
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By revealing the pervasiveness of metaphor in our everyday lives and its central role
in structuring our social realities, Lakoff and Johnson have challenged the central
assumptions of the traditional view. As Kovecses (2010) clearly summarizes, they

argued against the traditional view by claiming that:

(1) metaphor is a property of concepts, and not of words; (2) the function of
metaphor is to better understand certain concepts, and not just some artistic or
esthetic purpose; (3) metaphor is often not based on similarity; (4) metaphor is
used effortlessly in everyday life by ordinary people, not just by special
talented people; and (5) metaphor, far from being a superfluous though
pleasing linguistic ornament, is an inevitable process of human thought and

reasoning. (p.x)

Building on those arguments, Lakoff and Johnson (1980) explained the essence of
metaphor as “understanding and experiencing one kind of thing in terms of another”
(p.5), in other words, “understanding one conceptual domain in terms of another
conceptual domain” (Kovecses, 2010, p. 4). In this dissertation, metaphor is

understood in these terms.

2.2.2 “Understanding as metaphor”, metaphor as a window to others’

understanding

... what are we really trying to do when we try to understand anything? Like
children trying to describe nonsense objects, so in trying to understand a thing
we are trying to find a metaphor for that thing. Not just any metaphor, but one
with something more familiar and easy to our attention. Understanding a thing
is to arrive at a metaphor for that thing by substituting something more familiar
to us. And the feeling of familiarity is the feeling of understanding (Jaynes,

1990, p. 52).

As we try to make sense of the world around us, we inevitably rely on metaphors: we
try to understand concepts that are abstract and complex or entities that are not before
known, heard, or seen through building metaphorical associations; by relying on more
familiar domains of experience; by naming, seeing, understanding and/or experiencing
them in terms of something else (Cameron & Low, 1999; Lakoff & Johnson, 1980;
Ricoeur, 2004). Thus, metaphors are everywhere, some are more obvious than others.

However, ordinary speakers rarely recognize them, as their use becomes habitual
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(Chandler, 2007). Someone who is told “I don’t have the time to talk to you right now”
knows exactly what it means but if you asked whether this is a metaphor, you would
probably get an unambiguous “no.” However, a researcher studying metaphors in
everyday language with a cognitive linguistic view might tell you that this is a dead
metaphor, a metaphorical expression that became a conventionalized way of speaking
about time, a linguistic manifestation of the conceptual metaphor “time is valuable
commodity” which partially structure our concept of time in Western culture. Our
concepts, especially abstract ones like time, are metaphorical constructs (Lakoff,
Espenson, Goldberg, & Schwartz, 1991), profoundly influencing our everyday
experiences ( Krippendorff, 1993; Lakoff & Johnson, 1980). In this cognitive linguistic
approach, metaphorical expressions in everyday language are seen as reflections of
these conceptual metaphors that structure our experiences (Kovecses, 2010; Lakoff &
Johnson, 1980). Metaphor is seen as a property of concepts rather than words, as a
mental phenomenon that manifests in different forms, including everyday language (
Cameron, 1999; Lakoff & Johnson, 1980). So, as argued, we don’t only talk about
time as if it is a valuable commodity, “we understand and experience time as the kind
of thing that can be spent, wasted, budgeted, invested wisely or poorly, saved,
squandered (Lakoff & Johnson, 1980, p. 9),” and act accordingly. Far from being only
“a matter of words,” metaphor is acknowledged as the constitutive of our language
structuring our thoughts, understanding and everyday actions (Lakoff & Johnson,

1980).

This idea has paved the way for the use of metaphor as an analytical tool to study
language given its significant potential in elucidating how we interpret and engage
with our world. Following the seminal work of Lakoff and Johnson (1980),
“Metaphors We Live By,” the pervasiveness of metaphor in our everyday lives —both
in language and thought—, and its central role in structuring our concepts and
experiences has been increasingly recognized in various areas of scholarly research.
Viewing metaphor as an integral part of human thought processes and meaning making
led to the adoption of metaphor as a research lens, as a means for collecting and
analyzing qualitative data, as a tool for understanding social phenomena (Redden,
2017). Metaphor analysis techniques are employed to acquire an understanding of how
diverse individuals and social groups perceive and comprehend the social world

(Ignatow & Mihalcea, 2017), and embraced in many different academic fields, such as
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health sciences, sociology, political science, psychology, educational research and
management research (Ignatow & Mihalcea, 2017; Redden, 2017). Furthermore, it is
acknowledged that metaphors aid researchers in interpreting collected data, making
research findings accessible (Schmitt, 2005). Qualitative research often yields
heterogeneous and intricate data, and metaphors serve to “reduce this complexity to
clearly structured patterns” (Schmitt, 2005, p. 360), “provide structure to the data”
(Carpenter, 2008, p. 275). This becomes especially important when researchers intend
to share their insights with broader audiences, make generated knowledge useful for

professional practice (Steele, Baird, & Davies, 2022).

Many different methods and procedures have been suggested by researchers
conducting metaphor analysis, such as Metaphor Identification Procedure (MIP)
(Pragglejaz Group 2007), Zaltman’s metaphor elicitation technique (ZMET) (Zaltman
and Coulter 1995), or Schmitt’s (2005) systematic metaphor analysis procedure to
name a few. Identifying the words or phrases in the text that are metaphorical,
clustering or categorizing metaphors into meaningful categories, and interpreting the
categories appear to be three stages in the process that are consistent across much of

the existing research (Goering 2015).

Insights provided from the studies in analogous areas of research, involving
relationships similar to that of designer-user, in which metaphor is utilized as a
qualitative research tool to support a professional practice, can help us understand why

it is critical for a designer to become cognizant of (user) metaphors.

In the field of health sciences, a considerable number of research studies focusing on
the patient’s use of metaphor lay the groundwork on the significance of metaphorical
contents in attaining an understanding of the lived experience of various illnesses
(Bleakley, 2017); enhancing communication in healthcare contexts, particularly
between patient and professional (Casarett et al., 2010; Husband & Broaddhus, 1984;
Fabrizio Macagno & Rossi, 2016; Southall, 2013); supporting self-understanding and
the articulation of sensitive subjective experiences (Mould, Oades, & Crowe, 2010);
and creating therapeutic effects (Southall, 2013). It is argued that “understanding the
impacts of different metaphors may help us use them in ways that are most helpful to
patients’ particular situations and mindsets” (Hendricks, Demjén, Semino, &
Boroditsky, 2018, p. 269). For instance, “evidence-based communication instruments”

were developed to support healthcare professionals in finding helpful metaphors that

19



would aid patient’s understanding of their condition and facilitating shared decision-
making processes (Ervas, Montibeller, Rossi, & Salis, 2016). Similarly, the role of
metaphor in the communication between therapist and counselee has also been
extensively researched, and the value of utilizing metaphors in facilitating ‘““an
effective mode of communication and meaning creation” is widely recognized
(Lyddon, Clay, & Sparks, 2001, p. 270). Hence, metaphor is acknowledged as a
vehicle for communication and change (Muran & DiGiuseppe, 1990); as a strategy
that eases the articulation of subjective experiences and supports recovery (Mould et
al., 2010); an approach that facilitates some of the key developmental change processes
(Lyddon et al., 2001). There is also a considerable number of studies exploring the
roles and functions of metaphor in marketing and advertising. Exploring consumers’
metaphors is considered useful in obtaining deep insights and revealing hidden
thoughts and feelings (Zaltman & Zaltman, 2008); in eliciting and understanding
mental models —shared by a market segment or group—(Zaltman & Coulter, 1995);
in discovering perceptions regarding products, concepts, brand and company images,
purchase experiences, etc. (Zaltman & Coulter, 1995). Metaphor elicitation techniques
are utilized in order to “evaluate and test new concepts, identify new product and
service opportunities, and position new or existing products” (Zaltman & Coulter,
1995; Zaltman & Zaltman, 2008, p. xviii). Understanding gained through exploring
consumer metaphors informs marketing decisions and shape marketing strategies

(Zaltman & Coulter, 1995; Zaltman & Zaltman, 2008).

It is suggested that metaphor can play similar roles in the context of design research.
Evidence provided from other research fields supports the hypothesis that designers

can benefit from using metaphor as an analytical tool.

2.2.3 The structure of metaphor and concepts used for its analysis

In explaining and analyzing metaphors, there are some key concepts that researchers
utilized. Building on the theory of metaphor Krippendorff (1993; 2006) sketches, the
linguistic, perceptual, and social concepts used to analyze metaphors will be
introduced using an example metaphorical expression used to talk about the design

process, “exploring different paths to reach a final design”:

e “Metaphors operate across two logically independent domains” (Krippendorff,

2006, p. 156). Analytically, any metaphor has a source domain more familiar
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than what is presently perceived or talked about, attends to a target domain
which is constructed, talked of and perceived as a result of the metaphor being
used. In the example expression, “exploring different paths to reach a final
design”, the vocabulary used to talk about journeys is adopted in talking about
the design process. Metaphor carries knowledge from a familiar domain of
experiences, known as the source domain (journey), to make sense of a domain
that requires understanding or structuring, known as the target domain (design
process).

“The effective use of metaphors presupposes the two domains to have some
structural resemblances” (Krippendorff, 2006, p. 156). There must be
corresponding constituent elements, e.g., path corresponds to the progress of
design project.

Metaphors' influence extends beyond structural resemblances, since metaphors
have entailments (Lakoff & Johnson, 1980). These are “patterns of
understanding embedded in the vocabulary of the source” (Krippendorft, 2006,
p. 156), additional knowledge and explanatory structures carried from one
domain to another, along the structural resemblances. A designer who is
“moving towards” a final design might “encounter a dead end” and decide to
“return to the starting point” and “take another direction”. The metaphor
organizes the domain we attempt to understand (design process) in familiar
source domain terms (journey).

“Metaphors organize their users’ perceptions without awareness of how and
in which way. When acted upon, metaphors create the very reality they inform”
(Krippendorff, 2006, p. 157). A designer saying that she got stuck when
designing or cannot move forward due to an obstacle, not only talks about her
experience in terms of a journey but also feels that way: unable to take a step
forward or unfortunate to select a path that goes nowhere. “Acting on this
assessment creates or constitutes the fact it states” (Krippendorff, 2006, p.
157). Those who adopt this metaphor develop strategies accordingly, they
might decide to “force it”, “find a way around the obstacle”, or “go back to a
previous point” and “try another direction”.

Furthermore, each metaphor shapes the perception of its users by highlighting
and hiding certain aspects of present concern. Conceptualizing design process

as a journey emphasizes the movement and highlights the dynamic nature of
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the process (Gulari, 2015). Designers have a certain control over the process;
evaluating the things encountered along the way, they plot the course of the
journey without knowing the destination from the beginning. This conception
embraces the ambiguity. A metaphor imposes its own conception on the
present and extinguishes what it replaces or could be (Krippendorft, 2006).
Explaining design process as a journey, as an exploration, implies that there
are endless possibilities. There is no one correct or optimum solution to a
design problem as suggested by some alternative conceptualizations, but
alternatives paths that would lead designers to different ending points.

e “Metaphors die in repeated use but leave behind the reality they had languaged
into being. When metaphors die, their entailments become naturalized or
literalized explanations” (Krippendorff, 2006, p. 157). The concept of design
journey, the idea of alternative paths that can be taken has entered the discourse
of designers. In design education, students are guided by more experienced
designers through their design process. Design methods are introduced as
navigational tools and maps (Jones, 1992). In design teams, alternative paths
can be explored by different team members. The progress made in these
alternative paths are presented and evaluated at certain points of the process,
and some of them are selected together with the clients depending on the
direction they want to take. Furthermore, as the prevalent metaphor becomes
the common way of perceiving, it eradicates other possible ways of seeing
(Krippendorff, 1993). For instance, for a designer saying that she got stuck
when designing or cannot move forward due to an obstacle, waiting for
inspiration or setting the project aside for a period for incubation wouldn’t be
considered as a solution. This is because, these expressions are facilitated by
different metaphors, suggesting different realities about the nature of design
process. Adopting the journey metaphor makes people who adopts it to see

their design process through the vocabulary of journey.

J structural resemblances l

SOURCE DOMAIN TARGET DOMAIN

familiar vocabulary from another discourse present concern, i.e., the domain that we
from which we draw metaphorical g(‘)’&:’cg’é%er?giannd through the use of the
expressions to under@tand another domain entailments

.................... » present perceptinns

Figure 2.1 : The structure of a metaphor and concepts used for its analysis (adopted
from Krippendorff’s scheme [2021]).
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In Figure 2.1, the structure of a metaphor is depicted using these key concepts utilized
in analyzing metaphors. To summarize, a metaphor consists of a target domain (the
present concern) in need of understanding and structuring, and a more familiar source
domain from which vocabularies and explanations (entailments) can be carried along
the structural resemblances (between the source and target) into the target to reorganize

its present perception.

2.3 An Overview of Metaphor Research in Design

Metaphor has become a topic of investigation in a number of disciplines (Kovecses,
2010; Gibbs, 2008), as it has a lot to offer in terms of explaining how we interpret our
world and act accordingly. Design is no exception. Many different roles and functions
of metaphor have been recognized in studies that explore metaphor in relation to
design. In this section, acknowledged roles and functions of metaphor in design
research will be explained respectively in relation to design practice and design theory.
Studies presented under metaphor and design practice section include research into
metaphor in the context of design; in these studies, different dimensions and aspects
of metaphor use in design is investigated. In studies presented under metaphor and
design theory section, metaphor is the instrument for investigation, and through its use,
conceptions and theories of design(ing) is explored and discussed. This review has no
claim to be comprehensive, yet it aims to provide an overall portrayal of the metaphor
research in design, map the various uses of and approaches to metaphor, and prepare

a profound ground to situate this research in relation to the existing body of knowledge.

2.3.1 Metaphor and design practice

Reviewed research studies in this section mostly deal with metaphor at work in the
design of and interaction with designed things and searches for “an explanation in the
experience of designers and those who use products” (Buchanan, 2007, p. 58). Among
the reviewed studies that explore the metaphor use of designers, two main research
focuses were identified: metaphorical reasoning and metaphor use in the design
process (problem framing, concept generation, etc.), and metaphor use in design

products (e.g. product metaphors, visual metaphors, etc.).
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2.3.1.1 Metaphorical reasoning and metaphor use in the design process

In the process of designing, metaphor plays various important roles and significantly
contributes to design thinking, design creativity, and design communication in many
different ways. Additionally, its crucial role in educating designers have been

acknowledged.

The important role metaphor plays in the early phases of design process —in the
construction of new meaning (Krippendorft, 2006; Madsen, 1994), in the identification
and framing of design situations (Casakin, 2006; Hey et al., 2008; Schon, 1979) and
in setting design directions (Coyne, Snodgrass, & Martin, 1984; Schon, 1979) — has
long been acknowledged within the domains of creativity and design. The contribution
of metaphorical reasoning to design process has widely recognized. Metaphors are
conceptualized as “cognitive strategies that assist in the organization of design

thinking” (Casakin, 2007).

Metaphorical reasoning is defined as a mental process, a cognitive act that enables
people to conceptualize an unfamiliar situation or thing in reference to a familiar one
through the transfer of knowledge (Ortony, 1993). In the realm of design, metaphorical
reasoning serves as an iterative mechanism, allowing designers to progressively
enhance their understanding of a design situation by reconfiguring it in unconventional

and novel ways (Antoniades, 1992; Gero, 2000).

One of the most influential scholars investigating the role of metaphorical reasoning
in design process and design thinking is without doubt Donald Schon (1979). In his
seminal work “Generative metaphor: A perspective on problem-setting in social
policy”, Schon (1979) presents the concept of “generative metaphor”, which has
become highly influential in scholarly circles. Schon (1979) utilizes the term
“generative metaphor” to refer “a special version of SEEING-AS by which we gain
new perspectives on the world” (p.138) and illustrates how metaphor is capable of
altering designers’ perceptions and conceptualizations of design situations and leading

design processes towards better design outcomes.

Schon explains the making of generative metaphor through telling us about the
experience of a product development research team working on ways to improve the
performance of a new paintbrush made with synthetic bristles. When paint is applied

with the synthetic brush, the result was gloppy. So, the team has made various trials to
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improve the result by analyzing the old natural-bristle brush. They tried many different
alternatives by taking the bristles of the natural brush as an example and playing with
the bristles (changing bristles diameter, end, etc..). After many unproductive trials, one
of the team members put forward, “You know, a paintbrush is a kind of pump!”. He
drew attention to the “channel” like spaces formed in between bristles and how paint
is transferred to the paper when those channel-like spaces are pressed, through the
bending of the brush, during its application on a surface. “Paintbrush as pump”
metaphor altered researchers’ perception of the brush and the process of painting,
leading them notice new aspects of the situation. When researchers compared the
synthetic and natural brushes considering them as pumps, seeing the features of them
in a new light, they realized that the two bend differently and this might be the
underlying problem that causes the gloopy effect. This new way of thinking led to the

generation of new explanations and inventions that serves researchers purposes.

Building on the concept of generative metaphor, Schon (1979) emphasizes the
importance of “problem setting”, arguing that “the framing of problems often depends
upon metaphors [...] which generate problem setting and set the directions of problem
solving (p.138)”. He calls designers to become critically aware of the generative

metaphors through which we perceive, explain and act upon design situations.

The role that metaphor plays in the early phases of the design process — in identifying
and framing design situations, and in setting design directions and generating design
proposals — was further explored through empirical studies conducted in educational

and professional settings, as well as experimental settings.

Hey et al. (2008) explored the use of metaphors and analogies in the design processes
of student designers and found that both metaphors and analogies are intuitively
utilized in design processes. They define two different roles that metaphors play in the
design process: descriptive metaphors are used to enhance the understanding of a
design situation, and prescriptive metaphors help designers set design directions and
generate solutions. According to their findings, metaphors are frequently used in the
early problem framing phase, while analogies are frequently used in the concept

generation phase.

Similarly, Casakin (2006a) examined the use of metaphors in an architectural design

studio at various stages of design problem-solving, including framing the design

25



situation/ defining the concept, describing goals and constraints, as well as mapping
and applying the design concept to the design problem. It was observed that design
students employed metaphors more effectively and easily in the earlier phases of the
design process, particularly in conceptual design phase when restructuring design
problems. Consequently, the researcher hypothesized that utilizing metaphors in later

stages requires specific skills.

Casakin (2006b) conducted further research, investigating the role of metaphor as a
supportive tool for design students through an empirical study that examined the
design problem solving processes of novice designers. First year architectural design
students participated in the study, engaging in an eight-week-long design task with
guidance, by following specific steps. Progressing step by step, they have tackled the
given design problem by utilizing a metaphorical source and generating a design
concept based on it. At the end of the design process, a survey was conducted with the
participants to explore their learnings from using metaphor, their thoughts on how
metaphor assisted them, the difficulties they encountered and how they envision their
future use of metaphors. The findings of the study showed that students were able to
use metaphors to identify and retrieve potential concepts from remote domains, and
metaphorical reasoning aided the students in restructuring the design situation in a new

way.

It is also argued that metaphors stimulate design creativity by allowing people to see
things in new ways (Madsen, 1994), question their assumptions (Coyne et al., 1984;
Strémberg, Pettersson, & Ju, 2020), produce novel associations (Casakin, 2006; Coyne
& Snodgrass, 1995) and approach design problems “from unorthodox perspectives”

(Casakin, 2017, p.62).

Casakin (2007) explored the role of metaphor use in design creativity. Through
evaluating correlations between factors of metaphor and creativity, he showed that
utilization of metaphors in design process can contribute to creative thinking and
development of innovative design outcomes. In a consequent study, Casakin (2012)
further explored “metaphor factors that have a major contribution to the design
process” from the perspective of students and evaluated the relation between factors
of metaphor and design. “Analysis and reflection on design problems” is one of the
main factors associated with metaphor use and it is found to have an important

influence on problem restructuring, by extension design quality. The use of metaphors
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also considered to have an important contribution to the generation of innovative

design outcomes.

In studies that explore metaphor’s potential in facilitating idea generation and
creativity, methods to facilitate effective utilization of metaphors were also presented.
Gongalves et al. (2014) acknowledge metaphor as an ideation method and suggest its
use in the early phases of the design process, as it proves particularly helpful in
problem framing and definition. Logler et al. (2018) developed a toolkit to support
metaphorical design thinking, including metaphor cards. These cards aid designers in
building associations between distinct domains to collaboratively create new ideas.
The researchers also provided a step-by-step guide for designers to create their own
metaphor cards tailored to their field of study (Logler et al., 2018). Stromberg et.al
(2020) explored the possibility of integrating design metaphors and enactment
techniques during the early stages of the design process. This exploration aims to
support the design of future interactions, responding to the emergent need for new
interaction design methodologies that facilitate the design of relations and interactions

with automated driving systems.

Beyond metaphor’s role in design thinking and creativity, its communicative function
in the design process has also been explored, specifically in design teams and in
communication between stakeholders of design. Casakin (2017) has investigated the
use of metaphors in architectural design teams in the early phases of the design.
Consequently, he conceptualized metaphor as a “rhetorical mechanism” that enhances
the development and communication of ideas during the design process. Kirsi et al.
(2009) explored metaphor’s communicative role in co-design workshops involving
designers and users, and recognized metaphor’s role as a “shared design language
creating a common ground for reference and participation” (Kirsi et al., 2009, p. 3555).
Similarly, Flemisch et al. (2013) presented the communicative function of metaphor
as one of its most important strengths, suggesting that metaphors facilitate the

generation of a uniting vision for the design team, during the design process.

As metaphor’s importance in the development of cognitive design skills and
communicative abilities, and in supporting creativity is recognized (Casakin, 2017,
Casakin, 2006; Coyne & Snodgrass, 1995; Kirsi et al., 2009; Madsen, 1994) the
educational role metaphor play becomes evident. Acknowledging the centrality of

metaphor in the understanding of the design process and specific design situations, the
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value in creating awareness on metaphors in design studio is emphasized (Casakin,
2006a, 2006b; Coyne et al., 1984). In studies exploring metaphor’s educational roles,
metaphor is conceptualized as “an alternative reflective approach and as an educational
tool for the development of design skills” (Casakin, 2006b). It is suggested that
training design students in the use of metaphors can contribute to their reasoning and
reflection skills (Casakin, 2012), as well as their performance in design problem

solving (Casakin, 2006b).

Previous studies show that metaphors contribute to design thinking, creativity, and
communication during the design process, and training design students in metaphor
use would be an asset. We inevitably rely on metaphors when designing, and the
various roles and functions recognized above demonstrate that utilization of metaphors

can significantly facilitate the process of designing.

2.3.1.2 Metaphor use in design products

On the other hand, when metaphors are utilized to shape a final design, i.e., product
metaphors, they serve as a means for communication, enabling designers to convey
meanings and facilitate their user’s experiences in different ways (Krippendorff,
2006). Metaphor is acknowledged as an instrument that supports designers in creating
meaningful product experiences (Cila, 2013; Hey et al.,, 2008), “making new
technology comprehensible” (Krippendorff, 2006, p. 89), “guiding user’s interaction
with technology” (Stromberg et al., 2020, p. 3), and assisting the user in creating a
useful mental model of the system (Madsen, 1994; Flemish et. al., 2003).

In design products, metaphors can be employed with pragmatic intentions (Cila, 2013;
Cila & Hekkert, 2020; Krippendorff, 2006). For instance, Xerox Corporation used the
desktop metaphor in the design of its copier to make it more intuitive for the users.
Xerox copiers evolved to handle larger piles of originals and produce various types of
copies. However, the increased complexity of copiers led to confusion regarding where
to insert or remove different types of paper (originals, supplies, copies). The designers
recognized that copier users were familiar with paper-based workflows and leveraged
this knowledge to make the copier more intuitive to use; they created a copier that
resembled a desktop setting. The mechanism of the copier was placed below a table-
like surface, where users could place their originals on a tray and easily retrieve the

copies from the opposite side. Drawers, resembling typical desk drawers, were
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incorporated to store paper supplies. The use of trays and drawers, consistent with
office settings, provided a sense of familiarity and organization. Knowledge and
features transferred from familiar paper handling routines helped bridge the gap
between users' existing knowledge of paper-based tasks and the complex machinery
of the copier, so users could easily interact with it as if they were working at a desk
(Krippendorff, 2006). As this example highlights, metaphors can be employed with
pragmatic intentions, such as aiding product identification and comprehension, making
the product function more smoothly, or guiding user interaction with the product

(Hekkert & Cila, 2015).

Metaphors can also be employed to enhance user experiences as they build meaningful
associations and evoke rich sensations and emotions (Cila, 2013; Cila & Hekkert,
2020; Krippendorff, 2006). Through translating abstract concepts into concrete
properties with metaphors (Cila, 2013; Hekkert, 2006; Ozcan & Sonneveld, 2009; Van
Rompay, 2008), designers convey symbolic meanings; communicate ethical, social or
moral messages; or create surprising/ playful experiences (Hekkert & Cila, 2015). For
instance, automobile designers frequently resort to metaphors to convey particular
values and symbolic meanings. Projecting elements and features of artefacts or
concepts from other domains enables the implicit transfer of symbolic meanings. Thus,
for example, by incorporating the characteristics of a jet plane, reflecting the sleek and
streamlined contours of it, associations that would resonate with the users can be
seamlessly attached. Employment of the metaphor results in the car inheriting salient
properties of and meanings associated with the jet plane, such as notions of agility and
hardiness. Through skillful implementation of metaphors, designers can transcend the
mere physicality of their designs and create a profound emotional connection between
the product and its users, enhancing the overall user experience (Chung, 2015; Hekkert

& Cila, 2015).

The structure of product metaphors and the nature of metaphoric

communication

These metaphors that are perceivable in a final design are created by projecting “the
dimensions and features of other and more familiar artifacts” onto a design to import
desirable meanings (Krippendorff, 2006). Similar to a linguistic metaphor, a metaphor
that appears in a designed thing also consists of a target (the product) and a source (a

remote and familiar entity) that are brought together through a meaningful association.
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To make the metaphorical association perceivable by the users of a design, designers
physically map certain properties of the source onto the target (product of design)
using different modalities (form, interaction, sound, movement, etc.) (Hekkert & Cila,
2015). And as exemplified, these metaphors that appear in a design are used to transfer
practical knowledge, as well as feelings; and their use not only facilitates user

interaction but also informs and guides the design process (Krippendorff, 2006).

Cila and Hekkert (2020) explain how metaphoric communication through products
work, illustrating the framework (Figure 2.2) they developed based on the findings of

a series of empirical studies on the generation and application of product metaphors:

A product metaphor mediates between the “metaphor experience process” of a
user and the “metaphor generation process” of a designer. A user goes through
the stages of perceiving that a metaphor has been employed in a product,
recognizing its target and source, comprehending why these particular entities
are brought together, and appreciating (or not) this association. A designer has
a particular intention to attain through the target and accordingly comes up with
a meaning to convey, finds a source that can assign this meaning to the product,
and creates a mapping from this source to the target. These processes are also
influenced by the background characteristics and capabilities of both parties,

how they envision each other, and external context factors ( p. 321).

In the consequent sections, designer’s and user’s side of this metaphoric
communication is further explained through presenting research studies that explore

the generation and experience of metaphorical designs.
Research into the generation of metaphorical designs

Metaphor’s communicative role is widely acknowledged in design. Its use in design
products have been investigated in different fields, including but not limited to product
design, interaction design, and architectural design. There is a number of studies
investigating the process of generating metaphorical design, addressing topics such as
characteristics of metaphorical designs; the nature of metaphor selection, generation,
and evaluation; strategies employed by designers; guidelines for metaphor usage;

potentials and risks of utilizing metaphors.
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Figure 2.2 : Framework of metaphoric communication (Cila and Hekkert, 2020).

A group of researchers from Delft University of Technology have investigated the use
of metaphors in the product design field (Cila et al., 2014; Cila, 2013; Cila et al., 2014;
Cila, Hekkert, & Visch, 2014; Cila, Ozcan, & Hekkert, 2012; Hekkert & Cila, 2015).
They define product metaphor as “any kind of product whose design intentionally
references the physical properties (e.g., form, sound, movement, smell, and so on) of
another entity for specific, expressive purposes” (Hekkert & Cila, 2015, p. 199). In
these studies, the process of generating a product metaphor is outlined: the designer,
first, (1) sets an intention to employ a metaphor, which can be pragmatic or
experiential; (2) identifies a meaning to transfer based on this intention, which can be
an obvious or a hidden one, and can be based on our innate or experiential knowledge;
(3) selects a source from which the intended meaning can be transferred to the target
that is being designed, through building a metaphorical association; (4) projects the

properties of the source onto the target, deciding on what (e.g., form, interaction,
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material, sound, movement, smell, name, graphics) and how (e.g., literal or abstract,
target-driven or source-driven) to map (Cila, 2013; Cila & Hekkert, 2020). The nature
of this process, decisions designers take in these stages, different modalities they use,
and strategies they employ are investigated through a series of complementary

empirical studies.

In “Source Selection in Product Metaphor Generation: The Effects of Salience and
Relatedness”, Cila, Hekkert and Visch (2014) concentrated on how designers select a
source when generating a product metaphor. They asked student designers to “design
a vacuum cleaner (i.e., target) that conveys ‘power’ (i.e., meaning to be assigned) using
a metaphor” and prompted them with a range of sources that varied in terms of their
salience regarding power and their association with vacuum cleaners. Then, they
inquired into the considerations behind the source selection process of the participants
through interviews. Analysis of the selection frequencies and interviews revealed that
the choice of a particular source was influenced by its ability to effectively represent
the intended meaning (salience) and its strength of association with the product
(relatedness). Participant designers selected a source only when it possessed a highly
salient property that aligned with the intended meaning and was closely related to the
target product. Additionally, designers also considered novelty, comprehensibility,
applicability, and the ability to create a complete and functional product as important
criteria for source selection. As they summarize, for effective communication, the
source needs to have the intended meaning as a salient property, be physically

mappable and novel yet understandable.

In a consequent study, Cila, Hekkert and Visch (2014), delve further into the factors
influencing the generation of a metaphorical association: They explored the impact of
designer’s expertise level (novice or expert) and intention (pragmatic or experiential),
on the depth of the meaning intended to be conveyed through the metaphorical
association. They coined the term “depth of metaphor” to refer to the level of salience
of the highlighted quality for the target, differentiating between “surface metaphors”,
which highlight salient qualities of the target, and “deep metaphors” that focus on non-
salient qualities. To investigate the influence of the analyzed factors on metaphor
depth, they have asked both novice and expert designers to generate product
metaphors, and then they invited external judges to evaluate the depth of the metaphors

participant designers generated. Their findings indicate that novice designers and those
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with pragmatic intentions tend to produce surface metaphors. In contrast, expert
designers and those with experiential intentions demonstrate an ability to generate
deeper metaphors, which are anticipated to become more interesting and original for

the users.

In “Product metaphor generation: mapping strategies of designers”, Cila, Ozcan and
Hekkert (2012) focus on the mapping phase, where designers project the features of
the selected source entity onto the product. As they explain, mapping can be achieved
through various strategies, namely implicit-literal, explicit-literal, implicit-abstract,
and explicit-abstract. These strategies indicate different decisions designer can take in
terms of the degree to which typical product identity is preserved (implicit vs. explicit)
and the degree to which source’s perceptual properties are abstracted (literal vs.
abstract). Through a study involving design students, who were tasked with generating
metaphors using four mapping strategies, they assessed the strengths and weaknesses
of these four mapping strategies in terms of metaphor identifiability, the aesthetic
quality of the final product, and the ease of mapping for designers. Cila (2013) has
further revealed that employing an explicit (source driven)-literal mapping strategy
resulted in metaphors with highly identifiable sources and was the easiest strategy to
implement. On the other hand, an implicit (target driven)-abstract mapping strategy
led to metaphors with the least identifiable sources and proved to be the most
challenging to implement. Regarding the aesthetics of the product, no particular
strategy stood out as superior, although explicit (source driven)-literal mappings were
associated with the least aesthetically pleasing outcomes. These findings provide
valuable insights into the effectiveness and ease of different mapping strategies for

generating metaphors in design.

Hekkert and Cila (2015) also described different means a designer can use when
mapping the selected properties of the source onto the target to communicate a
metaphorical meaning: form, interaction, sound, movement, material/ texture, smell/
taste, name, and graphics. As they explain, while a product metaphor can be created
through projecting a selected property using one of these means, transfer of multiple
properties and the employment of various means is frequently observed. Also,
mapping can be done in a straightforward manner by directly transferring the source
properties, or by extracting the fundamental nature of the source and imbuing the target

with it, in a subtle way.
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Building on these empirical studies, Cila and Hekkert (2020) provide designers with
recommendations to meaningful and effective metaphors, according to three main
activities of metaphor generation: finding an idea, finding a source, and applying the

metaphor.

e For finding an idea, they suggest choosing a hidden quality of the target to
highlight and decide on what to focus considering the intention behind using
the metaphor. While focusing on a surface meaning can be appropriate for
pragmatic intentions, experiential intentions may necessitate finding a deeper
meaning to highlight.

e For finding an apt source, they suggest using a source that has the intended
meaning as a salient property, that is physically applicable (mappable), and that
allows for a novel yet understandable metaphorical association.

e For applying the metaphor, they suggest keeping the reference to the source
subtle yet identifiable, matching the source properties with the inherent target
properties, tailoring the source properties to blend with the target properties,
mapping the salient properties of a source, avoiding transferring redundant

properties, and considering all modalities.

Metaphor use in interfaces and its role in interaction design is also widely investigated.
Kim Halskov Madsen (1988, 1994) explored the use of metaphors in the design of
interfaces. He acknowledges metaphor’s role in facilitating the understanding of
abstract and unfamiliar features, in justifying design decisions, in providing designers
with a novel understanding of the situation and ability to shift the focus of attention,
and in providing users with a model of the system. Building on the analyzed case
studies, he proposed ““a set of guidelines for metaphorical design” constructed as three

steps: generating metaphors, evaluating metaphors and developing metaphors.

e When generating metaphors, he recommends designers to rely on the existing
metaphors, the metaphors in the language of user; be mindful of metaphors
embedded in the problem description; and consider predecessor artifacts and
sources exhibiting key aspects.

e When evaluating metaphors, he recommends designers to choose a source with
a rich structure; evaluate the source’s applicability in terms of having
corresponding aspects to the thing that is being designed; evaluate the source’s

familiarity for the target user group; choose a metaphor with conceptual
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distance between the source and the metaphorical meaning; have a conceptual
association; and, do not necessarily explicitly incorporate the metaphor in the
final design.

e When developing metaphors, he recommends designers to elaborate on the
triggering concept; be open to new meanings emerge from projecting the
source; be conscious of metaphor’s potential in hiding and highlighting aspects
and features of the thing that is being designed; use source domain’s terms to
talk about the design; identify unused aspects of the source; generate

conflicting accounts based on different metaphors.

Saffer (2005) also discusses the role of metaphor in interaction design and recognizes
various uses of metaphor in the design process, as well as within designed products.
He lists several uses of metaphor within products: as a conceptual framework, to define
spaces and structure (via container metaphors), to orient, to conceptualize operations,
to personify products, and to introduce new concepts. He also provides guidelines for

appropriate metaphor use in interaction design.

In recent studies, scholars have further explored metaphors to conceptualize
interactions with digital interfaces and systems (Weil3, Schimmler, Preim, & Miiller-
Birn, 2022) as well as Al systems (Benjamin et al., 2023; Murray-Rust, Nicenboim, &
Lockton, 2022) and robots (Alves-Oliveira et al., 2021; Valencia, Luria, Pavel,
Bigham, & Admoni, 2021), and proposed new approaches and methods for effective
use of metaphors in promoting humans’ interaction with new technologies (Jung,

Wiltse, Wiberg, & Stolterman, 2017; Niedderer et al., 2017; Stromberg et al., 2020).
Research into the experience of metaphorical designs

Metaphor was also explored in relation to the user experience, examining metaphor at
work in the interaction with designed things. Addressed topics in reviewed studies
include the nature of metaphor comprehension and interpretation; potentials and risks
of utilizing metaphors; misconceptions occur in the comprehension of metaphorical

designs, etc.

There are several studies that investigate the comprehension, interpretation and
appreciation of metaphorical designs. In “Determinants of aesthetic preference for
product metaphors”, Cila et al. (2014), inquire into “the relationship between aesthetic

preference and the qualities ascribed to a product metaphor” through two
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complementary empirical studies aiming to explore users’ perspective. In the first
study, 60 participants evaluated a collection of product metaphors (from design books
and websites) through an online questionnaire. 60 product metaphor images were
presented to the participants, and they were asked to rate the novelty,
understandability, subtlety, identifiability, and beauty of each. The second study
followed a similar procedure with different stimuli, i.e., systematically created product
metaphor sets that present product metaphor variations with different levels of subtlety
and identifiability. To create the product metaphor sets, first, two source-target
associations were defined. Then, 9 product metaphor variations were created for each
source-target association, by digitally manipulating the degrees of subtlety and
identifiability. 79 participants rated the beauty of these product metaphor variations.
Findings of these consequent studies suggest that an aesthetically pleasing product
metaphor appears when a balance between clarity and interestingness is achieved at a
high level. As they explain, in order to attain clarity in a product metaphor, association
should be understandable and source should be identifiable; and in order to attain

interestingness, association needs to be novel, and application needs to be subtle.

In “Associations with and Recognition of Product Metaphors”, Fang-wu and Hui-yu
(2019) examined how individuals recognize and categorize metaphors used in
products, aiming to gain insights into users’ experience of a product metaphor, in
particular the process of meaning construction. Using card sorting as a method, they
asked individuals to interpret images of metaphor-based products, form categories
based on the similarities they share and identify each category with a label. Through
the analysis of the produced categories and participants’ explanations about their
interpretations, researchers identified nine themes regarding participant’s recognition
and categorization of product metaphors: (1) nature, (2) living, nonhuman creature (3)
artifact, (4) social cue, (5) common behavior, (6) usage, (7) scenario, (8) cultural icon,
and (9) reflection. When interpreting the results, they utilized Peirce's theory of
semiotics, and adopted the concepts he used to explain different kinds of relationships
that exist between a sign and object, to explain the relationship between a product
metaphor and its source. They situated the identified themes within three modes, —
namely, the iconic, indexical, and symbolic modes—to elucidate the process of
recognizing product metaphors. Furthermore, they propose a conceptual framework to

explain meaning construction processes in the generation and experience of product
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metaphors, acknowledging comparison and connection as “two basic meaning

operations that individuals rely on to understand metaphors” (p.46).

On the other hand, several studies explored the risks of using metaphors and
misconceptions occur in the comprehension of metaphorical designs. Scholars call
designers to cautiously approach incorporating metaphors into their designs. This is
because, despite their usefulness, metaphors can occasionally mislead users, causing

communication issues (Cheng, Mugge, & de Bont, 2019; Hekkert & Cila, 2015).

Cheng et al. (2019) explore the role metaphor plays in potential users’ comprehension
of really new products (RNPs). Considering metaphor usage as an important strategy
in RNPs, they analyze its potentials and risks. The study used a mixed-methods
approach, including an experiment and in-depth interviews. They found that, product
metaphors are not always helpful in the comprehension of RNPs; problems such as
misidentification of the source or difficulties in grasping associations that designers
intended may occur. Their findings suggest that presence of textual clues about the
source- target similarities between source and target aid users’ comprehension

significantly (Cheng et al., 2019).

Hekkert and Cila (2015) identify “various types of miscommunication” that might
occur during users' interpretation of a metaphorical product and discuss what makes a
metaphor “effective, and aesthetically pleasing”. As they explain, ideally, designers
convey their intentions through a metaphor, and users grasp the intended meaning.
Yet, miscommunication may hinder this metaphoric communication: the user may (1)
miss the metaphor intended by the designer, (2) misinterpret the designer’s intention,
or (3) discerns an unintended metaphor. They highlight that, whenever a designer
introduces a metaphor, there is a chance that the inferences made may not align with

the intended ones.

These previous investigations have shown that designers face the risk of users
misinterpreting their actual intentions, as interpretation varies based on context,
motivation, and values. Therefore, critical consideration of metaphors is crucial for
their successful integration into design processes. The existence of diverse
interpretations highlights the need for explicit mapping strategies in metaphoric
communication, particularly in situations where a miscommunication may create a risk

for the user (Cila & Hekkert, 2020).
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Research for metaphors in specific design processes or design applications

Additionally, there are some studies exploring or testing metaphors for a design
application, conducted with the aim of facilitating a specific design process and
contributing to the development a specific product. For instance, Flemming et al.
(1997) analyze the metaphor of T-square observed in the interaction of users with CAD
programs and suggest that “t-square metaphor” creates inefficiencies. They explore
“drafting as craft” metaphor as an alternative to T-square metaphor for developing
CAD programs and argue that this new metaphor works better for creating smoother
learning and using experiences (Flemming et al., 1997). Another example would be
the study of Maher et al. (1999), who describe the process of designing a virtual
environment for learning, and campus/ architectural design metaphor they adopted by
providing a discussion related to the benefits and limitations that the adopted

metaphors bring (Maher et al., 1999).

2.3.1.3 Metaphor use in the research phase of design

Metaphors can also help designers to discover insights into unobservable aspects of
users’ (and other stakeholder’) worlds, make sense of and facilitate their experiences.
However, while designers’ ability to engage in metaphoric though processes and
utilize generative metaphors in the processes and products of design have been widely
studied, only a number of scholars drew attention to the value in exploring metaphors
of users. Madsen (1994) argues that adopting metaphors from users’ worlds enhances
the likelihood that users will easily understand and embrace the metaphor.
Krippendorff (2006) also talks about mining users’ metaphors and concepts, and
argues that exploring new and unconventional metaphors can inspire unexplored
design directions. Similarly, Martin and Hannington (2019) acknowledge the role
metaphors can play in exploring people’s concepts and facilitating the generation of
novel conceptualization. They suggest that elicitation of metaphors can help designers
to explore how people make sense of particular concepts or systems, reveal underlying
mental models, and subsequently analyze their effects and implications. Still,

empirical research in this area is scarce.

Inayatullah’s “Causal Layered Analysis” offers a relevant approach that embraces both
the analytical and generative potential of metaphors, and there are several studies

adopting it in developing new products, systems and services (Ketonen-Oksi, 2018;
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May & Hill, 2002). “Causal Layered Analysis” method suggests, “deconstructing
conventional metaphors and then articulating alternative metaphors” to critique the
present and envision potential alternative futures by building on a multilayered
analysis encompassing different discourses, ways of knowing, and worldviews. It
proved useful in interactive participatory environments for proposing alternative

scenarios and creating desired futures (Inayatullah, 2009).

Additionally, several attempts in which metaphors were utilized to bring out users'
expressive creativity in a design research setting were identified. For instance,
acknowledging the “value in paying attention to the metaphors people use to explain
their understanding, as part of user research (p.86),” Ticketts and Lockton (2019)
conducted a series of workshops in which they explored the use of visual metaphors
as a “projective technique” that aids users in reflecting on and communicating their
understanding and mental models of certain concepts. They used landscape metaphors
as a source and prepared a kit composed of relevant visual elements such as hills,
fields, roads, etc. and, asked participants to create visualizations that represent their
career paths, life journeys or group project experiences, by composing the elements in

the kit, and explain their understanding through landscape metaphors.

Similarly, metaphors are used as a tool to learn about the experiences and behaviors of
different stakeholders in a project conducted in Participatory City Making Lab in Delft
University of Technology. To learn from urban innovator’s “experiences and
knowledge regarding scaling social innovations,” metaphors and visual narratives
were used. For instance, scaling is conceptualized and explored as a cooking process
in creative sessions conducted with different stakeholders to gain insights into their
understandings and “to uncover the socio-cultural and contextual factors influencing

the scaling capacity” (Marradi, n.d.).

Weil} et. al. adopted the metaphorical design process outlined by Halskov Madsen
(1994) while designing a research data platform. They conducted participatory design
workshops that involved potential users of the platform and utilized the metaphor
generation step of Madsen’s framework as a projective technique to guide users. This
process provided researchers with an understanding of the users’ conceptualizations
of the intended platform, as well as insights that might lead to innovative functionality

(Weil et al., 2022).
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Another study utilizing ZMET (Zaltman’s Metaphor Elicitation Technique)
investigates what product attachment means from users’ perspective to explore ways
to enhance products’ emotional durability (Ko, 2017). ZMET is a method originated
in advertising research designed to reveal mental models that structure consumers’
perceptions and behaviors by eliciting metaphors. The typical process starts by asking
participants to gather visual metaphors in the form of photos or pictures that represent
their thoughts and feelings related to the research topic and continues with interviews
further exploring participants’ conceptualizations and several other steps that would

aid the researcher to construct actionable insights (Zaltman & Coulter, 1995).

2.3.2 Metaphor and design theory

Metaphor has also been utilized as a means for exploring theoretical issues in design.
There are several studies that utilize metaphor as a research tool to question and
analyze the prevailing conceptions of design(ing) and their entailments and explore

new metaphors that might explain and facilitate design(ing) in a better way.

In “Metaphors in the Design Studio”, Richard Coyne, Adrian Snodgrass and David
Martin (1984) examine architectural design students’ and architects’ reflections on
their own design experiences in relation to certain projects and explore metaphors used
during and about the design process. As Coyne et al. (1984) explains, the metaphor

play is evident in the design of artefacts:

To manipulate spaces so that they flow better or balance one another or open
out onto a view is to see elements of the design in terms of metaphors of fluid,
weight, and vision (or something similar) and to act through their entailments.
The play of metaphor also impinges on how we see the users of the design, the
site, the program, the educational situation, the drawing technologies: the users
as spectators, players, actors; the site as a constraint, generator, force; the
program as a problem statement, constraint, guide; the educational setting as a
game, adventure, experiment, battle; the drawing technologies as tools,
measures, extensions, embodiments. The design process itself may be seen as

a journey, a logical progression, a search, a problem, or a dialogue. (p.115)

By revealing the hidden entailments of the metaphors that are taken for granted
(especially the ones afforded by objectivism), they show how the study of metaphor

can bring new understandings of design into light. Building on the centrality of
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metaphor in our understanding of the design process and shaping of the design
education, they emphasize the value in creating awareness on metaphors in the design

studio.

In "Metaphors in Conceptual Design", Hey and Agogino (2007) explore metaphors
employed for fundamental design concepts (problem, solution, idea, concept, etc.) and
design itself. They looked into the concept generation sections of engineering design
textbooks, extracted instances of metaphors, and identified underlying conceptual
metaphors in use for design and important concepts of design. They inquire into the
different views of design through analyzing the presumptions and entailments of
frequently used metaphors of design, such as "design is search", "design is
decomposition" and "design is problem-solving". They have observed that there is a
significant relation between views of design adopted by authors and metaphors they
employ to speak of core concepts of design. They further discuss the implications of
some common metaphors such as "ideas are tangible, physical objects" and "ideas are

children", and evaluate their entailments and their effects on the design process.

Similarly, Gulari (2015) investigates metaphors of design and design expertise.
Through the analysis of the reviewed literature on design knowledge and skills, as well
as interviews conducted with designers, Gulari (2015) presents a selection of
metaphors in use in relation to the key aspects of design expertise (design skills, design
process, design outcomes, design roles). She further examines some of the selected
metaphors and the particular ways of seeing they facilitate. She argues that being
critically aware of the metaphors through which we conceptualize design expertise can
significantly contribute to understanding of design issues and may allow us to

consciously adopt metaphors that work better for particular contexts (Gulari, 2015).

Richard Coyne and Adrian Snodgrass critically approached the existing models and
metaphors of designing and put forward a new metaphor of designing through a series
of theoretical investigations. In "Models, Metaphors and the Hermeneutics of
Designing", Snodgrass and Coyne (1992) challenge the validity of the scientific
models presented by “design science” approach, arguing that they fell short in
accurately describing design(ing) as experienced by designers and they are “disabling
rather than enabling”. They suggest that replacing logic-based models with
hermeneutical metaphors, such as “the hermeneutical circle of understanding, the

dialogical exchange of question and answer, the metaphor of play, and the metaphor
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of metaphor itself” (p.74) can facilitate “felicitous translations of designing” (p.56) as
experienced by designers. Later in “Problem Setting Within Prevalent Metaphors of
Design”(1995), they analyze the prevalent metaphors of design and their problem
regimes in an effort to facilitate “communication and understanding across domains of
discourse” (p.32) and support effective action in design research, education and
practice (by identifying pseudo-problems and problems created through the use of
metaphor, and by changing the dominant metaphors and redefining problems). Then
in “Is Designing Hermeneutical?”, Snodgrass and Coyne (1996) elaborate on their
argument that designing is hermeneutical and design can be understood and explained
through hermeneutical circle metaphor. As they argue, design is based on the processes
of understanding and interpretation, and so can be understood with hermeneutics

(Snodgrass & Coyne, 1996).

Building on the works of Snodgrass and Coyne, Jahnke (2012) explains design using
the hermeneutical spiral metaphor, which refers to Ricoeur's critical hermeneutical
approach. Jahnke (2012) argues that the hermeneutical spiral metaphor provides
significantly richer insights into the understanding of design(ing) compared to the
hermeneutical circle metaphor grounded in Gadamer's historical hermeneutical

approach (Jahnke, 2012).

Alongside the studies exploring metaphors of design(ing), there are several research
studies analyzing and exploring more specific issues in relation to design through the
utilization of metaphors. For instance, Johansson and Woodilla (2008) utilizes dance
metaphor to “envision different styles and rhythms for partnerships between designers
and managers”. In another study, Clemente et al. (2017) explore backpack journey
metaphor in relation to design projects in order to conceptualize and structure an

educational intervention.

2.4 Towards Instrumentalizing Metaphor as an Analytical Tool for Design

Research

As demonstrated through the reviewed studies, pervasiveness and significance of
metaphors have long been acknowledged in scholarly design research. It is recognized
that designers inevitably employ metaphors when designing, consciously or not (Cila,
2013). Studies investigating metaphor use in different contexts and areas of design

practice demonstrate the value in deliberately exploring and utilizing metaphors to
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serve for various intentions of designers and to facilitate different phases of the design
process (Casakin, 2006a; Casakin, 2007; Cila et al., 2014; Cila & Hekkert, 2020; Cila
et al., 2014, 2012; Gongalves et al., 2014; Hekkert & Cila, 2015; Hey et al., 2008;
Madsen, 1994; Schon, 1979). Not only in the process of designing, but also in users’
interaction with designed things (Cheng et al., 2019; Cila et al., 2014; Hekkert & Cila,
2015; Tung & Tseng, 2019), in design education (Casakin, 2012; Casakin & Kreitler,
2017; Casakin, 2006b; Casakin, 2011; Coyne et al., 1984), and in the development and
critique of design theory (Coyne & Snodgrass, 1995; Jahnke, 2012; Melles, 2008;
Snodgrass & Coyne, 1992) metaphors are at play.

The role metaphor can play in design research is however underexamined. While
designers’ ability to engage in metaphoric thought processes and utilize generative
metaphors in processes and products of design have been widely studied, metaphor’s
function as an analytical tool is not equally acknowledged by the design community,
except the theoretical studies analyzing the prevailing conceptions of design(ing).
Metaphors used and generated by users and their incorporation into design have not
been extensively researched and discussed yet. Even though several scholars
articulated the importance of exploring users’ and other stakeholders’ metaphors for
human-centered designers ( Krippendorft, 2006; Madsen, 1994; Martin & Hannington,
2019), empirical research in this area is scarce. The few existing studies that explored
users’ metaphors (see section 2.3.1.3) were mainly focused on imaginative metaphors
generated in predefined research settings. Either users were invited to communicate
their conceptualization of the research topic with a given metaphorical source or asked
to generate imaginative metaphors to express their thoughts and feelings regarding the
research topic. Acknowledging that these methods can provide design researchers with
important insights, it is believed that designers can also learn a lot and get inspired
simply from paying attention to the metaphors people use in everyday life, in natural

conversations.

This dissertation aims to broaden our understanding of the role metaphors can play in
design, delving into the analytical role of metaphors in human-centered design
research, particularly focusing on the insights that users' metaphors can offer.
Considering metaphors, along with narratives, as a key to understanding individual
experiences and revealing socially shared conceptualizations (Goering, 2015), makes

metaphor an important research tool for designers. Building on metaphorical concepts’
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centrality in the way our mind functions and our experience is structured (see section
2.2.1), and supporting evidence provided from other research fields (see section 2.2.2),
exploring metaphors of users is considered highly significant in the context of human-
centered design, as they can open a window into the worlds of others. Metaphor is
acknowledged as a very powerful instrument that facilitates reflection,
communication, understanding and reconceptualization. It is hypothesized that the
analysis and utilization of metaphors can facilitate designer’s understanding of users,
enable designers to make enhanced anticipations regarding their experiences and
nourish new conceptualizations. Therefore, this dissertation investigates systematic
ways (i) to explore user metaphors; and, (ii) to facilitate the generation of novel

conceptualizations based on metaphor use.
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3. RESEARCH DESIGN

Research process has started with an exploratory preliminary study which investigates
whether metaphors in user narratives attracts designers’ attention and facilitate idea
generation. This preliminary study revealed certain benefits of paying attention to user
metaphors and provided with an initial understanding of designers’ interpretation and
utilization of user metaphors in their idea generation processes. Subsequently, a three-
staged main study was designed to further explore how designers can systematically

analyze and interpret user metaphors towards generating design ideas.

In this section, following the presentation of the preliminary study and its findings, the
insights gained from the study are summarized to elucidate the structure of the main
study. Subsequently, the stages of the main study are elaborated upon in detail,

delineating the methods employed, procedures followed, and participants involved.

3.1 Preliminary Study: Exploring the Usefulness of User Metaphors

The preliminary study aims to explore the usefulness of metaphorical content obtained
from users as an inspiration source for designers. In order to investigate how users
generate metaphors and how these metaphors can be utilized in design process, an

online community of diabetes patients was chosen as the potential user group.
The study addressed two main questions:

1. Do designers’ approaches differ when dealing with metaphorical expressions
and literal expressions in user narratives?
2. Do metaphorical expressions of users contribute to idea generation process in

design?

These questions are examined in a two-staged study including people with diabetes
and designers: a survey about living with diabetes is conducted within an online
community of diabetes, and then designers are asked to interpret the outcomes of the
survey to develop ideas that can improve the lives of people living with diabetes. The

study is conducted in Turkish with Turkish native speakers as participants.
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3.1.1 Preliminary study stage I: Obtaining narratives of diabetes through online

survey

In the survey, questions were formulated to obtain information about the manifestation
of diabetes; lifestyle changes patients had to make and their feelings about these
changes, their routines, their concerns and frustrations, difficulties, and emergency
situations they face, their wants and needs, and their perception of the disease. The
survey consisted of 17 questions and most of them were open-ended. To exemplify the
types of questions included, a few examples are named: “What advice would you give
to someone who has recently diagnosed with diabetes?”, “How do you feel about
regularly measuring your blood sugar level?”, “What features would you like to have

in the measurement device you use?” ... etc.

Diabetes communities on Facebook was an appropriate channel to distribute the survey
for several reasons; it is easier to reach a substantial number of participants through
Facebook groups, members of these communities are actively involved in topics
related to diabetes, and it is also possible to observe reactions. For these reasons, five
Facebook communities were identified considering their member number and degree
of activeness. After being a member of these communities and observing the adopted
form of interaction between the members as well as their attitudes for a while, it was
comprehended that these communities are extremely sensitive about the post contents
and posts containing commercial purposes are found unfavorable. Thus, before
distributing the survey through the Facebook group, it was shared with the
administrators of these groups along with an explanation about the purpose of the study

and their approval was obtained.

One hundred three diabetes patients participated in this study. The average of the
participants’ age was approximately 28 and the majority of the participants have been

living with diabetes for more than 5 years.

3.1.2 Preliminary study stage II: Communicating narratives of diabetes to

designers

Answers provided from the online survey were communicated to 10 participant
designers who are academics and practitioners in the field of industrial design. A brief
text including introductory information about diabetes and the instructions related to

the task was provided to participant designers along with the survey answers. For the

46



task, individual designers are invited to consider the answers as a stimulus for design
ideas that might improve the lives of people living with diabetes. Then, they are asked
to underline the parts that they find interesting, surprising and/or inspirational,
highlight the parts that give them an idea for a design and reflect their ideas by taking
notes and drawing simple sketches while going through the transcript. The given
transcript is 26 pages long and includes 1052 answers from participant patients.
Participant designers were given approximately 2 weeks for the completion of the task.
After completing the task, follow-up interviews were conducted to discuss whether
and how these responses and narratives inspired designers to think of new ideas. While
going through their remarks, designers were asked to elaborate on the way they

interpreted the given text and the ideas they reflected.

3.1.3 Analysis of the preliminary study

The preliminary study relies on verbal and textual data that were generated through:
(1) the survey conducted with people living with diabetes; and (ii) a particular process
designers were instructed to go through. The outcomes of the study, survey answers
provided from people with diabetes and designers’ notes regarding their interpretations
and ideas, were analyzed by applying qualitative content analysis. The coding frame

was developed combining concept-driven and data-driven strategies (Figure 3.1).

DEFINING THE CATEGORIES OF THE ANSWERS OF PEOPLE WITH DIABETES

UTTERANCES CONTAINING METAPHORICAL EXPRESSIONS

concept-driven
strategy

UTTERANCES CONTAINING LITERAL EXPRESSIONS

I

DEFINING THE CATEGORIES AND SUBCATEGORIES OF DESIGNERS’ NOTES

ANNOTATIONS

concept-driven

& data-driven Identfying opportunities
strategies YRS EPR

CONTENT ANALYSIS: CODING FRAME

I

Setting design criteria
IDEA NOTES
Improving existing products

Developing new ideas, concepts

Figure 3.1 : Preliminary study: coding frame.

In the coding frame, a concept-driven strategy was adopted while categorizing answers

of people with diabetes: the two main categories, i.e., utterances containing
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metaphorical expressions and utterances containing literal expression, were
predetermined by the research questions. The coding frame for designers’ notes was
constructed by combining concept-driven and data-driven strategies: categories and
subcategories were partly formed after examining the data provided from the empirical
study. Some of the subcategories of idea notes were adopted from Celikoglu’s (2015)
dissertation: setting design criteria, improving existing products, and developing new

ideas, concepts (Figure 3.1).

3.1.3.1 Defining the categories of the answers of people with diabetes

Within the framework of this study, answers of people with diabetes were categorized
into two: utterances containing literal expressions and utterances containing

metaphorical expressions (Table 3.1).

The identification of metaphor has been broadly associated with the detection of
indirect meaning (Lakoff, 1986, 1993b; Gibbs, 1993). Therefore, an utterance is
accepted as metaphorical if one kind of thing is expressed in terms of another (Lakoff
& Johnson, 1980), if a lexical unit is “used indirectly to convey a meaning that differs

from its basic, direct application” (Steen, 2007, p. 10).

To clarify how these two categories were differentiated, examples are presented. The
expression “[Diabetes is] a friend you need to get along with” is categorized as a
utterance containing metaphorical expression, since here diabetes is associated with a
friend and expressed in terms of the conceptual metaphor “diabetes is a friend”’; while
another expression, “Don’t panic and don’t pity yourself” is categorized as a utterance
containing literal expression, as it is used directly to convey a meaning that is suitable

to its basic, direct application.

Table 3.1 : Preliminary study: Categories of answers of people with diabetes and
sample quotations.

Categories of answers

of people with diabetes Sample Quotations

“First, you need to learn how to become your own pancreas”

Utterances containing

. ; “[Diabetes i fri t t al ith”
metaphorical expressions [Diabetes is] a friend you need to get along wi

“[Living with diabetes is] like doing acrobatics”

“Don’t panic and don’t pity yourself”

Utterances containing

. . “Diabetes is about diet”
literal expressions

“It is horrible to live with diabetes but I got used to it”
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Lengths of the answers were diverse, still each answer was considered as an utterance
regardless of its length. Due to the nature of the data collection method, most of the
answers contain solely a few words or short sentences, yet there were also relatively

longer answers that consist of more than a few sentences.

3.1.3.2 Defining the categories of designer notes

Data generated through the study with designers was predominantly verbal. Even
though designers were asked to reflect their ideas by taking notes and drawing simple
sketches while going through the transcript, the outcomes contained few sketches
(Figure 3.2). Therefore, when analyzing the study with designers, the main focus was

on the verbal data.

Figure 3.2 : Preliminary study: Designers’ notes on given transcripts of diabetics’
answers.

To analyze the outcomes provided from the study with designers, two main categories
of designer notes were defined: annotations and idea notes. Notes not relating to any
design idea were regarded as annotations, which include summaries of some selected
answers, notes about identified patterns, questions regarding the provided answers, and
articulation of emotions. Notes related to design ideas were regarded as idea notes and
four subcategories of idea notes were defined: identifying opportunities, setting design
criteria, improving existing products and developing new ideas/ concepts. Idea notes
that describe an opportunity for a design idea, a design problem to be solved, a starting
point or a design direction are categorized as “identifying opportunities”. Idea notes
that describe a possible criterion for a yet undeveloped design idea are categorized as

“setting design criteria”. Idea notes that describe a design idea, concept or scenario are
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categorized as either “improving existing products” or “developing new ideas,
concepts” based on the novelty of the design idea. Subcategories of idea notes are
exemplified with sample idea notes in Table 3.2. These subcategories were adopted
from Celikoglu’s (2015) dissertation except for one, which is called identifying
opportunities. The subcategory identifying opportunities was generated from the

collected material.

Table 3.2 : Preliminary Study: Idea note categories and sample idea notes.

Categories of Idea Notes Sample Quotations

[seesaw] “would be my starting point if I'd design myth related”
Identifying Opportunities
[life style] — “this definition can be utilized”

“portability, easy access”

Setting Design Criteria “can be regarded as an input for design language- psychologically

safe”

Improving Existing Products  “an understandable feedback can be provided to prevent misuses”

. (3 E t 2

Developing New Ideas/ Warning system

Concepts “measurement results can be monitored through an app by
healthcare personnel”

3.1.4 Interpretation of the analysis of data

The outcomes of the study were explored from two angles: first, the designers’ focus
of attention in user narratives was examined and second, the designers’ approach
towards metaphorical user expressions was investigated to analyze how designers
tackled with metaphorical expressions of people with diabetes and how they

interpreted these utterances to develop design ideas.
Through the analysis and the interpretation of the outcomes, it is found that:

1) Participant designers preferred to focus on user expressions with rich
metaphorical contents more than they focus on literal expressions.

2) Metaphorical expressions of diabetes patients enabled designers to empathize
with them strongly.

3) Compared to literal contents, metaphorical contents’ contribution to the idea

generation process was far more dominant.

In the following sections, the findings are elaborated building on the outcomes of the

qualitative content analysis by providing specific insights from the empirical study.
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3.1.4.1 Designers’ focus of attention in user narratives

Survey answers consist of 1052 utterances of different participants: 952 of them were
categorized as answers containing literal expressions and 110 were categorized as

answers containing metaphorical expressions.

When looked at the frequency of marking (underlined and/or highlighted), it is
observed that designers marked 24.72% of answers containing metaphorical content

and yet only 8.64% of answers containing literal content (Figure 3.3).

10 METAPHORICAL

answers | CONTENTS
96 LITERAL
answers DONTENTS % 8,64 % 2472
of anawers containing of answers containing
literal content was metaphorical content was
marked by designers marked by dasigners

unmarked lileral conlenis unmarked melaphorical conlents

narked lilecal condents marked melaphorical conlents

Figure 3.3 : Frequencies of marked contents in user answers.

In the survey, there was a specific question directed to obtain metaphorical expressions
related to living with diabetes: “If we ask you to describe diabetes or living with
diabetes in one or two words, what would you associate diabetes with?”, which
provided access to understanding how participants make sense of diabetes and how

they feel about living with diabetes.

Answers to this question provided 86 utterances containing metaphorical expressions
and 64 of them were underlined or highlighted by at least one designer. This question
was one of the most frequently marked questions, holding 17% of total marks. Besides
the answers to this question, there were 24 answers categorized as utterances
containing metaphorical expressions and all except one of them were underlined or

highlighted by at least one designer.

3.1.4.2 Designers’ approach towards metaphorical user expressions

Through examining how the designers tackled metaphorical content, the second and

third findings are elaborated, to explain why metaphorical expressions of diabetes
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patients are considered useful in terms of enhancing designers’ understanding of
patients’ experience (2) and how metaphorical expressions contributed to the ideation

process (3).

First-person narratives of living with diabetes conveying metaphorical expressions
allowed for an in-depth understanding, mainly because of the “context-dependence of
metaphorical interpretation” (Stern, 2000). While designers were interpreting
metaphorical expressions, they had to delve into the narrative to make sense of the
metaphor within its context. For instance, one participant designer highlighted the
utterance, “I would say, “Welcome to your new world’ to people who have newly

become diabetic”. The designer explained how she interpreted the utterance as follows:

They see it [diabetes] as a whole new world [...] they also complain about
people who do not have diabetes because of their lack of understanding. I
thought maybe this is the reason why they see diabetes as a new world. Like a
parallel universe, they think of a diabetes universe... I highlighted that because

strengthening relations between these universes is important for design.

Another participant designer who highlighted utterances such as, “seesaw” and
“balance”, wrote the idea note “[these] would be my starting point if I’d design
[something] myth related”, together with a little sketch. She also expressed that she
found “seesaw” and “balance” metaphors of diabetes very inspiring. Within the coding
frame of this study, this approach, for instance, is categorized as identifying
opportunities. During the follow-up interviews, she elaborated on how she interpreted

the metaphor:

About seesaw, there is the feeling of being in extreme. Once you are sky high
and then wuuu you are too low. That balance situation seems interesting to me,
you know, extreme feelings...There’s a lot of imbalance, and there’s the
equilibrium. Everyone on the seesaw has a part to do at a certain point, and you
stand facing each other. Maybe this can be a starting point. If they accept the

process in general...

As can be seen in the exemplified cases, when approaching a metaphorical expression,
designers first analyzed and interpreted the metaphor within its context and then tried
to translate their understanding in a way that can be incorporated in further design

1deas.
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While designers were dealing with the answers of the question, “what would you
associate diabetes with”, they gained important insights regarding living with diabetes
that enriched their idea generation process. Many insightful answers were acquired

2% ¢ 29 ¢ 29 ¢

from this question, such as “healthy living”, “mindfulness”, “sweet curse”, “military

29 ¢ %% ¢ bR 19 e 1Y

discipline”, “responsibility”, “open prison”, “octopus”, “sword above the head”, “a

mountain hard to climb”, “unavoidable friend”, “stock market”, etc. With the help of
this question, one designer started categorizing patients: “optimists”, “the ones force
themselves to become optimists” and “full pessimists”. Another designer, who
highlighted utterances like “lifestyle” and “a friend that is impossible to forget”,
expressed that she gained an understanding of diabetes as something that penetrates a
patient’s whole existence. One designer, who highlighted the words “life”, “friend”,
“children”, and “partner”, expressed that she realized many patients described diabetes

with words like that so “it is like a part of their life”.

99 ¢

Another designer who highlighted “an octopus that kills cells”, “a mountain hard to
climb”, and “enemy” stated that she found these associations expressive in a visual
sense and she perceived them as different kinds of challenges, in her words: “A
mountain needs to be climbed, a lifelong enemy that has to be dealt with... They all
accepted some challenges. Like a game...” Starting from these, she came with an idea

of an application and tried to gamify the challenge of stabilizing the blood sugar.

There was a noticeable tendency to associate diabetes with a person, such as “partner”,
“friend”, “sibling”, “naughty child”, “coach”, “enemy” etc. ‘“Personification” of
diabetes allowed for its comprehension “in terms of human motivations, characteristics
and activities (Lakoff and Johnson 1980, p.33).” This tendency was observable
throughout the survey answers: patients personified diabetes as someone they live
with, interact with, who affects their lives, and who might have varying attitudes. The
conceptual metaphor “diabetes is a person” was very dominant in patient narratives;
in most cases, it was even more specific like, “diabetes is an unavoidable friend”.
Besides providing a specific way of thinking about diabetes, metaphors of diabetes

provided with “a way of acting toward it (Lakoff and Johnson 1980, 34).”

When participant designers were translating metaphors used by patients into design
ideas, the dominance of person metaphors of diabetes presumably inspired designers
to incorporate personification in design ideas. Six out of ten designers articulated their

utilization of personification in their idea generation processes. One designer stated
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that since the time he had read this illness is a “lifestyle’ and it was advised “to become
friends with diabetes”, he has been thinking of a companion and he further developed
the companion idea into a design concept for children with diabetes. Another
participant designer, who highlighted “First, you need to learn how to become your
own pancreas”, wrote the idea note “not a pill but a new approach”, and explained how

she interpreted the utterance as follows:

Here we can see a significant paradigm shift. Looking at your body from the
perspective of an organ from your body... It can be translated into the product.
‘What would a pancreas think when all these things are happening?’, ‘How

would pancreas secrete insulin right now?...

The same utterance inspired another designer to develop the concept “pancreas
buddy”, a system which would accompany children with diabetes and would warn
when necessary, for example, “buddy, your blood sugar is low, let’s eat a sugar cube”.
One designer articulated the tendency for personification and stated that the
measurement device might have a personality, might even grow old with the patient.
“Mentor” and “life companion” functions were also discussed by several designers,
and it is stated that the feeling of a friend can be reflected in the design. In all these
articulations, it is observed that metaphorical expressions led designers to adopt a

holistic conceptual approach.

While going through designers’ ideas, it is observed that utterances containing literal
expressions mostly stimulated the generation of idea notes that fall into the categories
of generating design criteria, improving existing products and developing new
ideas/concepts, whereas utterances containing metaphorical  expressions
predominantly led to the identification of possibilities and development of new

ideas/concepts especially with a holistic approach (Figure 3.4).

When looked at the idea notes stimulated by literal expressions, 38.05% of them were
categorized under setting design criteria category; 23.89% improving existing
products; 32.74% developing new ideas, concepts; 5.30% developing new ideas,
concepts with a holistic approach. When looked at the idea notes stimulated by
metaphorical expressions, 10% of them were categorized under the category
identifying opportunities, 5% setting design criteria category; 5% improving existing

products; 10% developing new ideas, concepts; 70% developing new ideas, concepts
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with a holistic approach. Even though it is not possible to draw a generalizable
conclusion with acquired data, the impact of metaphorical expressions on providing a

holistic approach to design is highly noticeable (Figure 3.5).

CATEGORIES OF THE ANSWERS OF ,
PEOPLE WITH DIABETES » CATEGORIES OF DESIGNERS’ IDEANOTES

Setting design criteria

literal I m T
. mproving existing products
expressions P 9 9P

Developing new ideas, concepts

metaphorical Identifying opportunities

expressions Developing new ideas, concepts
with a holistic approach

Figure 3.4 : Associations between categories of answers of people with diabetes and
categories of designer notes.

In addition, participant designers also articulated the usefulness of metaphorical
utterances. One designer pointed out the potential of metaphors; in her words, “The
positive metaphors of diabetes can be translated to design to bring a positive
perspective”. Another designer stated that the answers of the question directed to

obtain metaphors could be utilized while generating design concepts and marketing

strategies.
identifying opportunities
setting design criteria
improving existing products
developing new ideas, concepts
idea notes stimulated by idea notes stimulated by developing new ideas, concepts
literal expressions metaphorical expressions with a holistic approach

Figure 3.5 : Percentages of idea note categories stimulated by literal expressions and
metaphorical expressions.

3.1.5 Learnings from the preliminary study

Preliminary study has shown that designers who were asked to work with user
narratives to generate ideas instinctively favored metaphorical content as a source of
inspiration. Reading about how users metaphorically describe their experiences helped
designers to build insights into potential users’ conceptions, as exploring metaphors

revealed rich information about how users make sense of diabetes and relevant
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experiences. It was also observed that metaphorical expressions of diabetes patients
evoked powerful emotions in designers and helped them to empathize with patients
strongly. Additionally, even though it was not possible to draw a generalizable
conclusion with acquired data, the impact of metaphorical expressions on providing a

holistic approach to design was highly noticeable.

The analysis of the preliminary study demonstrated the usefulness of exploring
metaphors in user narratives. It also revealed the limitations of the study structure and

the selected methods.

As a method to collect user data and generate narratives, online survey had certain
advantages, such as being able to reach a large number of respondents, minimizing the
possible effects of a researcher’s presence and allowing respondents time to reflect on
the questions. Additionally, the method is time efficient and collected data is organized
and comparable. However, survey was found limited in some important respects. Due
to the nature of the method, as the opportunity to probe was lacking, most of the
answers contain solely a few words or short sentences. Therefore, user data
communicated to designers was not providing a comprehensive portrayal of living

with diabetes.

In the study with designers, it was observed that they could easily adopt to the
procedure of working with user narratives. They could easily follow the instructions,
as underlining/ highlighting is a familiar method for working on/with a piece of text.
Additionally, since designers worked in their natural environment without any
supervision, the procedure minimized the possible effects of a researcher’s presence.
Follow-up interviews were helpful in clarifying how designers interpreted and used
the metaphors of users. During the interviews, designers’ marks and notes on the
documents were useful in reminding designers about their thoughts, and so designers’

detailed explanations could be obtained.

For the analysis, qualitative content analysis proved useful in terms of exploring how
designers approached and utilized different kinds of narrative contents. Quantitative
findings such as co-occurrence frequencies allowed the researcher to identify the
connections between these narrative contents and different kinds of design ideas.
However, the coding frame was not elaborate enough to provide a detailed depiction

of the process of utilizing user metaphors to generate design ideas. Additionally, the
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study structure is considered limited in terms of exploring the potentials of
incorporating user metaphors. It is thought that designers would have identify and
analyze metaphors in user narratives more systematically and utilize them in
generating ideas more consciously if they had learned about how metaphors work.
Learnings of metaphor research in various fields (see section 2.2.2) have revealed that
systematically analyzing metaphors in everyday language can significantly contribute
to the understanding of the experiences of particular social groups. Therefore, it is
assumed that designers working with user narratives can also benefit from learning
about metaphors and concepts used to analyze them. It is hypothesized that by
analytically examining the natural conversations of potential users, systematically
identifying the metaphorical expressions they habitually use, and exploring conceptual
metaphors they think and act by, designers can better understand users’ conceptions
and behaviors, thereby fostering new and compatible conceptualizations. Additionally,
knowing what metaphors are and how they work may make designers more aware of

their own metaphors when describing or justifying their design.

However, it is fairly difficult for an uneducated eye to spot conventionalized
metaphorical expressions and explore conceptual metaphors that are adopted in a
particular culture. Metaphors designers worked with in the preliminary study were
mainly unconventional metaphorical expression that are intentionally used by people
living with diabetes to serve certain communicative purposes. The incorporation of
conceptual metaphors of users and conventionalized metaphorical expressions in user
narratives into design remained unexplored. Believing that their exploration and
incorporation has a lot to offer designers in terms of providing insights into potential
users’ worlds, informing designers on metaphors is considered as an important step to

include in the main study.

To conclude, outcomes of the empirical study and relevant literature revealing the
value of exploring metaphors in everyday language encouraged the researcher to
investigate how a designer who is informed about metaphor analysis would approach
and utilize metaphors in user narratives. Consideringly, the empirical study was
reformulated. It was decided to collect user narratives by using ethnographic methods
such as participant observation, conversation, and interviews, rather than surveys.
Eliciting narratives from a natural setting and the opportunity to probe would allow

the researcher to communicate everyday language of users to designers and provide
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in-depth data that may portray a more comprehensive picture of users’ experiences.
Additionally, it was decided to include a workshop to inform designers on metaphor
analysis and metaphor use in design, to prepare them for working with metaphors.
Consideringly, the procedure was also reformulated to guide designers to focus on the
metaphorical content in user narratives and use introduced methods, so that their

experiences of utilizing the metaphor analysis method could be thoroughly observed.

3.2 Main study: Examining How Designers Analyze and Utilize User Metaphors

to Generate Design Proposals

The empirical study sought to investigate how designers work with metaphors in the
narratives of their potential users to generate ideas that may improve users’ lives. This
required the identification of a target user group, eliciting user narratives and
communicating these narratives to designers so that they could analyze the metaphors

towards generating design proposals.

The empirical study relies on three main stages, which are (1) eliciting user narratives;
(2) communicating user narratives to designers; and, (3) guiding designers to work

with metaphors in user narratives.
3.2.1 Main Study Stage I: Eliciting user narratives

People living with type-1 diabetes were chosen as the potential user group. This
chronic condition necessitates lifelong care practices, and its manifestation causes
extensive changes in the daily lives of patients as well as their care partners (Silva et
al., 2018). Moreover, diabetes necessitates particular daily routines, the use of a variety
of products on a regular basis, and constant communication with healthcare
professionals and care partners. Therefore, issues related to living with type-1 diabetes

provided designers with a great variety of user narratives.

Members of online diabetes communities were considered as participants of the main
study for several reasons after having conversations with them, making observations
for a while, and involving them in the preliminary study. Members of these
communities are actively involved in topics related to diabetes, highly motivated to
share their personal experiences, and welcoming outsiders who show interest in their

way of life. Moreover, it was easier to reach a substantial number of participants
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through these groups. For the aforementioned reasons, members of online diabetes

communities took part in the first stage of the study as (potential) users.

The aim of the first stage was to connect with people living with diabetes and elicit
narratives rich in metaphorical expressions that may help designers to familiarize with
the worlds of diabetes communities, understand and interpret different ways patients
perceive, experience and act on diabetes. To generate first-person narratives of living
with diabetes, three complementary methods were utilized: unobtrusive methods,

participant observation and semi-structured interviews (Figure 3.6).

Eliciting user
narratives

v v v

Elicited user narratives

Figure 3.6 : Stage I: Eliciting user narratives.

3.2.1.1 Unobtrusive methods

Unobtrusive methods, introduced by Webb et al. (1966), offer a valuable means of
gathering information without direct participant interaction, countering the biases
inherent in traditional self-reporting approaches like surveys and interviews. These
methods rely on physical traces, archives, and observations to uncover insights into
social phenomena. Physical traces, such as erosion or accretion measures, provide
tangible evidence of human activity, while archives offer access to preexisting records
without participant interaction. Observation, when conducted without participants'
awareness, also yields valuable data, allowing for the recording of natural behaviors

and interactions.

The proliferation of digital media has expanded the possibilities of unobtrusive
methods, enabling researchers to access vast repositories of online records for analysis.
Document analysis —a key component of unobtrusive research, which involves
scrutinizing printed or digital records— has also evolved to include online platforms.
The unobtrusive nature of document analysis allows researchers to access a wide range
of data sources, such as social media posts and online forums, without directly
influencing participants, thus contributing to the generation of rich ethnographic

narratives. It enables researchers to examine the ways in which people structure their
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daily lives, navigate ideological stances, and interact within virtual communities.
Despite its advantages, such as accessibility and breadth of data, document analysis
also presents challenges, including ethical considerations and the potential lack of
context in online content and contributor identification. Nevertheless, document
analysis remains a powerful tool for generating ethnographic narratives, offering
nuanced perspectives on human behavior and societal dynamics. Through careful
triangulation with other methods, researchers can enhance the validity and reliability
of their findings, ensuring a comprehensive understanding of the researched
phenomenon (Berg, 2001; Martin & Hanington, 2012; Webb et al., 1966). Therefore,
it was decided to start the data generation process with document analysis and

triangulate it with participant observation and interview.

At the beginning, informatory resources about type-1 diabetes shared by governmental
and other recognized organizations, such as “Halk Sagligt Genel Midirligi”,
“Tirkiye Diyabet Vakfi”, “Tiirkiye Diyabet Cemiyeti”, and publications that are
advised by healthcare professionals for newly diagnosed patients were reviewed.
Then, to elicit first-person narratives of living with type-1 diabetes, online repositories,
such as personal blogs, review sites, social media platforms (Facebook, Twitter,
Instagram), podcasts and YouTube channels producing content related to personal

experiences about living with diabetes were investigated.

This process allowed the researcher to learn more about diabetes and personal
experiences of people living with diabetes. Moreover, it helped the researcher to
familiarize with the way diabetes is talked about and the terms related to diabetes
treatment that are important in patients’ lives, and so prepared her to converse with the

members of the diabetes communities.

3.2.1.2 Participant observation in online communities of diabetes

Ethnographic methods stand out as one of the most productive means for gathering
qualitative data about users and their experiences, values, needs, and desires, thus
facilitating a deeper understanding and inspiration for the development of any user-
centered design outcome. Through ethnography, the researchers closely observe,
record, and immerse themselves in the daily life of another culture or community in
detail (Marcus & Fischer, 1986), thereby offering fresh perspectives and potential
avenues for exploration (Hanington, 2003a; van Veggel, 2005).
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Following document analysis, ethnographic methods are used to elicit first-person
narratives of diabetes: the researcher has conducted a participant observation study in
virtual diabetes communities. Participant observation is an indispensable part of the
ethnographic research. It is defined as "the process of learning through exposure to or
involvement in the day-to-day or routine activities of participants in the researcher
setting” (Schensul, Schensul, & LeCompte, 1999). While doing participant
observation, the researcher needs to form genuine relationships with the community
and merge into the natural setting so that members of the community can behave
naturally; however, to be able make sense of the observation and write about it,
researcher needs to detach herself/himself from the field (Bernard, 1994). Richness
and depth of the data provided from participant observation is greatly nourishing by

means of gaining insights and understanding values and perspectives.

Definition of participant observation deviates from its traditional form when it is
conducted in a virtual medium. Participant observation in a virtual community might
include different forms of virtual acts, such as, participating in online conversations,
sharing personal content, playing computer games, etc. (Boellstorff, Nardi, Pearce, &
Taylor, 2012). In the context of this study, participation mainly occurred as following
and being involved in conversations and opening new discussion topics. The aim was
to connect with the virtual community and with the culture they construct through
active participation and dialogue, so that different ways participants perceive and
experience diabetes can be understood and interpreted. Furthermore, by taking part in
natural conversations, the researcher aimed at providing an “initial overview of the

culturally appropriate metaphorical concepts” (Schmitt, 2005).

Conversation (or unstructured interview) is a method to approach multifaceted human
conducts without restricting the ethnographic research by preconceived classifications
(Punch, 1998), and they are inherent in almost every participant observation (Patton,
2002). Conversation permits researcher to form the dialogue in a way that is suitable
for the respondent by means of content and language (Berg, 2001). Therefore, while
conducting research that requires interaction with people from different backgrounds,
education and socio-cultural levels, the flexibility of conversation would provide
comfort and strengthen communication. However, conducting conversations takes
long time, and as every informant provides a unique kind of data in terms of structure

and content, data analysis process is difficult and time consuming.
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There were significant differences in the backgrounds of virtual community members;
hence suitable communication paths for each participant varied. Thus, conversation

method is preferred due to its capacity to enable access for a deeper investigation.
Selection of diabetes communities

34 Type-1 Diabetes Mellitus (T1DM) communities were identified on Facebook.
While 10 of these groups are public groups, 24 of them are private and requires
membership. Sending a request to join a private group often required answering certain
question, so in most cases the researcher introduced herself as a researcher who is
willing to learn about diabetes experiences of patients and their care partners. After
being a member of these groups, the researcher visited them with the aim of observing
their environments and understanding their dynamics. After these visits, three of them
were selected to further study based on their relatedness, number of members, degree
of activeness and common forms of interaction. Existence of an authority in the group
was also another consideration, which affected the selection process. It was observed
that, in some of the groups, the existence of an authority figure disabled authentic

conversations, so those groups were kept outside of consideration.
Participant observation

The selected communities were studied through ethnographic methods, namely
participant observation, and conversation. The researcher participated in the

conversations of these virtual communities for 6 months.

Selected communities involve patients, and care partners (mostly parents of children
with TIDM) who live in Turkey. During the lurking phase, the dynamics of these
communities were observed. Through examining members’ posts, several different
ways of participation were identified: (1) sharing information related to diabetes and
its treatment; (2) sharing experiences about living with diabetes; (3) asking for and
sharing advice; (4) sharing urgent problems and searching for help; (5) sharing
instances from everyday life, particularly measurement results; (6) sharing emotions;
(7) searching for a companion, who share a similar experience; (8) looking for
motivational support, asking for prayers; (9) sharing new technological developments

in diabetes treatment.

After being familiarized with common forms of interaction, the researcher has started

to join the conversations and open new discussion topics. Through observation, active
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participation and dialogue, ethnographic data related to the experience of living with
diabetes was generated. It is observed that type-1 diabetes inevitably becomes an
integral part of patients’ and their families’ lives, their everyday practices and
conversations. Patients’ and their families’ life habits and daily routines are centered
around diabetes treatment as type-1 diabetes is a chronic condition requiring life-

longing care practices (Silva et al., 2018).

Immersing in virtual diabetes communities enabled the researcher to explore how
diabetes is perceived, experienced and narrated, and how diabetes treatment is being
managed. Furthermore, taking part in natural conversations allowed the researcher to
elicit metaphorical expressions related to living with diabetes, and explore the

conceptual metaphors patients and their care partners live by.

3.2.1.3 Interviews with patients and care partners

In semi-structured interviews, prearranged questions are asked in every session
systematically and interview is conducted within a particular topic, yet interviewers
are allowed and supported to deviate from standardized questions to investigate deeper
(Berg, 2001). Flexibility of the method produces richness and depth to data, and
researcher can examine further areas through interviewees’ answers and uncover new
subjects. Semi-structured interview also helps researcher to make sense of actions and
provides an understanding about things that can hardly observed such as feelings and
emotions (Berg, 2001). On the other hand, the validity of the interview can be
discussed as formulation of the questions and researcher’s presuppositions might
influence the flow (Newton, 2010). Reliability of the responses can be also questioned.
Consciously or unconsciously interviewee might tend to provide answers that
considered as expected (Gomm, 2004) and respondents’ reactions might be influenced
by their perception of the interviewer so called ‘interviewer effect’ (Denscombe,
2007). Reduced comparability is another articulated drawback as each interview’s
flow and language differs. However, by compensating weaknesses of it with
appropriate methods, rich and in-dept data can be provided from semi-structured
interviews. Therefore, it is thought that semi-structured interviews can be employed to
attain a more comprehensive portrayal of living with diabetes, and more specifically,
elicit metaphors revealing how patients’ and care partners’ make sense of their

experiences.
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Recruiting participants

Participant observation study has enabled a purposeful participant selection (Creswell,
2013); participants who were motivated to communicate different facets and diverse
perspectives related to living with type-1 diabetes were identified. Participants are
considered by role (patient or care partner), experience level (newly diagnosed or
experienced), and diversity (age, gender, location, etc.). Additionally, availability and
the ability to communicate experiences and opinions in an articulate, expressive and
reflective manner is considered (Russell, 2002; Spradley, 1979). In total 14
participants from these communities were interviewed: 6 diabetes patients and 8§ care
partners. Table 3.3 displays information related to the participants. As T1IDM is
commonly diagnosed between 10 and 14 years of age (DoH Diabetes Policy Team,
2007), parents of children with TIDM (care partners) are considered as one of the most
important actors, thus they were involved in the study (Betts & Swift, 2003; Marshall
et al., 2009). Additionally, a conversation with a pediatric endocrinologist was held,

to hear about the experiences from the perspective of a health professional.

Table 3.3 : Information about the diabetes patient participants.

DIABETES PATIENT

code gender age education occupation city ;iigz;gnosis gif:bv:g lttel;
DP1 F 23 B.Sc. student bursa 22 yo 8 months
DP2** M 18  high school  student boziiyiik 12 yo 7 years
DP3** F 15 high school  student istanbul 2 yo 13 years
DP4 F 20  B. Sc. student bursa* 14 yo 6 years
DP5 M 45 high school  security staff izmir 13 yo 32 years
DP6 M 22 B.Sc. student istanbul 6 yo 16 years

Table 3.4 : Information about the care partner participants.

CARE PARTNER CHILDREN WITH DIABETES

code gender age education Occupation city gender age ;iigz;gnosis gif:bv:: lttel;
CP1 M 39  B.Sc. teacher ankara M 14 yo 7,5 yo 6,5 years
CP2** F 38  highschool public servant  bozilyiik M/F 19/9yo 12/8 yo 7 years
CP3** F 38  B.Sc. sales manager  istanbul F 15 yo 2 yo 13 years
CP4 M 45 high school  worker hatay M 14 yo 14 yo 3,5 months
CP5 F 32  B.Sc. unemployed ankara F 2 yo 17 mo 8 months
CP6 F 40  B.Sc. office worker  ankara F 17 yo 3yo 14 years
CP7 M 45  B.Sc. public servant  ankara* F - - 8 years
CP8 M 37  Ph.D. academician ankara* F 7,5 yo 2,5yo 5 years

*DP4- living in a small town named Keles/ CP7- diagnosed when living in Bayburt/ CP8- diagnosed when living in Elazig
** CP2 is the mother of DP2/ CP3 is the mother of DP3
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Preparing the interview guides

The experience obtained in the former phases helped the researcher to structure the
details of the semi-structured interviews. During participant observation study, topics
that frequently appear in the conversations among members of participated diabetes
communities were identified. In the interview guides, questions and follow-on prompts

are clustered under the identified topics related to life with diabetes. These topics are:

e Meeting with diabetes (manifestation)
e Defining diabetes and living with diabetes
e Perception of self with diabetes and people with diabetes
e Learning to live with diabetes (adaptation)
e Lifestyle changes, new routines
e Diabetes management, treatment, key points in the treatment
o conceptualization of blood glucose, insulin, nutrition and their relations
o management of blood sugar and related practices (measurement, insulin
theraphy, recording)
o diabetes technologies (perception of related products and technologies,
meeting with new technologies, influence of adopted technologies, etc.)
o relationships with people involved in the treatment process
o identified goals, key points, milestones, recommendations
¢ Difficulties, problems, concerns, frustrations, emergency situations
e Learnings
e Social life with diabetes
e Advances, new technologies

e Wishes and dreams

Separate interview guides were prepared for diabetes patients and care partners. The
aim of preparing guiding questions is to make sure that consistent key areas of
information are gathered from each interviewee, and having optional prompts are

considered useful in reminding areas of detail.

Having non-leading questions is one of the important considerations in the preparation
of guiding questions. Considering the research focus of this study, it was also

important to ask questions as neutral as possible in terms of metaphors, not to favor
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certain source domains and not to lead participants. Therefore, the question guide was
reviewed by a peer researcher. Interview guides are attached as Appendix A, along

with sample interview transcripts (Appendix B).
Conducting the interviews

Based on participants' preferences, 6 diabetes patients and 5 care partners were
interviewed individually and online. In addition, an online focus group discussion was
conducted with 3 care partners from a diabetes association. The interviews lasted an

average of 70 minutes, and all were recorded with the participants' informed consent.

At the beginning of the interviews, the researcher has introduced herself and explained
the aim of the study. The interviews were conducted by utilizing the question guides
without strictly following the question order or the mode of questioning. A more
flexible approach was adopted to allow the conversation to flow in a way that seems

natural.

In addition to the interviews with people living with diabetes, the conversation
conducted with the pediatric endocrinologist was very helpful in terms of exploring
the perspective of healthcare professionals. Healthcare professionals play a very
important role during the learning process and throughout the life-long treatment
process of type-1 diabetes. During the conversation with the pediatric endocrinologist,
he elaborated on how he approaches his patients, communicates the information
related to the illness and the treatment process, and conceptualizes his relations with

his consultants.

3.2.2 Main Study Stage II: Communicating user narratives to designers

To communicate user narratives to designers: (i) participant designers were recruited,
and, (ii) collected user narratives were selectively organized into a metaphor-rich

narrative document.

3.2.2.1 Recruiting participant designers

Thirteen industrial design graduates took part in the study and completed the
procedure. The study included designers with varying levels of experience: four
designers with less than five years of experience, six designers with 5-10 years of
experience, and three with more than 10 years of experience. Participants’ average age

was 30.
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To ensure the study's efficacy, participant designers who are familiar with user-centred
design methods, eager to engage with user narratives, and motivated to embrace a new
methodology were chosen. Also, it was essential to select individuals without prior
experience in designing for diabetes to prevent potential bias in their approach to these

narratives.

Table 3.5 : Information about the participant designers

PARTICIPANT DESIGNER

code gender  age education occupation

DES1 M 28 MSc product designer & instructor
DES2 F 29 PhD stu teaching assistant

DES3 F 25 MSc stu teaching assistant

DES4 F 29 MSc stu teaching assistant

DESS F 29 BSc UX designer

DES6 M 24 BSc self employed

DES7 F 39 PhD stu teaching assistant

DES8 F 26 MSc stu teaching assistant

DES9 F 29 BSc product designer

DES10 F 28 MSc stu teaching assistant

DES11 F 26 PhD stu teaching assistant

DES12 F 40 PhD product designer & instructor
DES13 M 44 MSc product designer & instructor

3.2.2.2 Preparing the narrative document

To communicate elicited user narratives to designers, the collected data was
transcribed and selectively organized into a metaphor-rich narrative document. When
preparing the document, the aim was to offer a comprehensive picture by incorporating
metaphors and narratives that contained various dimensions of living with diabetes.
Additionally, it was sought to provide designers with sufficient material to discern
patterns and explore the diversity inherent in the data, all while ensuring that the

context and meanings of the selected excerpts would be comprehensible.

The exploration of metaphorical expressions that would be identifiable by a designer
with adequate training in metaphor analysis was of interest, envisioning the translation

of findings into the practice of design research.
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The preparation of the narrative document involved four stages: identifying the words
or phrases in the narratives that are metaphorical, defining the boundaries of excerpts
(containing metaphorical expressions), clustering these excerpts under identified

themes, and selecting the excerpts to include in the narrative document (Figure 3.7).

Elicited user narratives

step 1: identifying the words or phrases in the

cnmmumcatmg narratives that are metaphorical

user narratives
to designers

v

step 2: defining the boundaries of excerpts
(containing metaphorical expressions)

|<

step 3: clustering these excerpts under identified
themes

step 4: selection of the excerpts to include in the
narrative document

Narrative document

Figure 3.7 : Stage II: Communicating user narratives to designers.

At the beginning, the researcher has reviewed the elicited user narratives to get
familiarized with the data. Then, for each transcript (an interview transcript of a
respondent, a conversation transcript from the participant observation study, or a
narrative extracted from an online repository), she followed the steps below to identify

metaphorical expressions:

(1) Read the entire transcript to establish a general understanding of the context

and meaning.

(2) Read each utterance to establish a general understanding of the utterance and

contextual meanings of the words.
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(3) Look into the vocabulary used in each utterance: examine the text to see if any
of the words or chain of words has a more literal meaning in other domains

than the one in the present domain.

(4) For the words or chain of words that has a more literal meaning in other
domains than the present one, see if the contextual meanings of these can be
understood through carrying explanatory structures from a familiar domain of
experiences (source). If yes, the phrase involving metaphorically used words

or chain of words can be marked as a potential metaphorical expression.

(5) Exclude potential metaphorical expressions in which the present concern

(target domain) is not related to diabetes or living with diabetes.

Using this procedure, the researcher pre-selected phrases that seem to include
metaphorically used words. Then, she extracted the words and phrases marked as a
potential metaphorical expression from the transcripts by defining the boundaries of
excerpts. The boundaries of the excerpts were defined in a way that would constitute
a meaningful whole, that would allow the participant designers to understand the

context and meaning of the expression.

While reviewing these excerpts (including metaphorical expressions) for clustering,
the themes related to living with diabetes—that have been identified during the
elicitation of narratives— were refined. In the first round of clustering, the excerpts
were organized under these themes, which define the present concern (relevant to
living with diabetes) that the metaphor is used to explain: (1) conceptualizing diabetes,
life with diabetes and self in life with diabetes; (2) manifestation of diabetes/ diagnosis;
(3) adaptation to life with diabetes; (4) understanding diabetes therapy, defining
treatment goals; (5) coping with diabetes (describing success and failure; describing
approaches, behaviors and strategies found useful; describing difficulties, problems
and concern); (6) diabetes technologies and products (their perception, relevant
concepts, relevant practices and actions, their advantages, problems and difficulties
experienced in using them, relevant needs and wishes), (7) social relations relevant to
life with diabetes. The second round was focused on the conventionality of the
metaphorical expression in the excerpt, and two categories were identified:
conventional and novel. The degree of conventionality is considered as a major

dimension in which metaphorical expressions can be categorized, and it can be
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evaluated along a spectrum ranging from highly conventional to highly novel
(Kovecses, 2010). Thus, each excerpt has been coded either as novel or conventional

based on the articulations of community members.

Finally, when selecting the excerpts to include in the narrative document, the main
consideration was to reflect the variety captured in collected data, i.e., provide
designers with diverse metaphorical conceptualizations regarding each thematic
category, both conventionalized and novel. These thematic categories were also used
when organizing the document. It is though that this organization would be useful for
designers as this might allow them to explore different perspectives related to a theme

and prevent the loss of context.

At the beginning of the communicated narrative document, the purpose of the study
and the task were introduced. A brief text with introductory information about diabetes
and a diabetes dictionary explaining the key medical terms were also included. Along
with the document, designers received two videos introducing type 1 diabetes and a
metaphor analysis guide, which included key concepts and recommended steps for

identifying and analyzing metaphors.

The narrative document contained 150 excerpts from user narratives. These excerpts
were coded so that designers could keep track of each user's utterances. At the end of

the narrative document, information about the users was included (see Appendix C).

3.2.3 Main Study Stage III: Guiding designers to work with metaphors in user

narratives

To guide designers in working with metaphors in user narratives, first, designers were
informed on metaphor analysis through online workshops. Following this, they were
invited to engage with user narratives using specific instructions. Then, they were
asked to elaborate on their processes and responses during subsequent interviews

(Figure 3.8).
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6 . Workshops introducing designers to the concept of
guiding designers

to work with
metaphors in
user narratives

metaphor and metaphor analysis

The procedure: designers generating ideas through
metaphor analysis

step 1: designers individually working with
the narrative document

step 2: follow-up interviews with individual
designers

Narrative document

*returned narrative documents

marks, notes and drawings of the
participant designers

*voice records and
transcripts of the interviews
designers’ further explanations

outcomes produced

Figure 3.8 : Stage III: Guiding designers to work with metaphors in user narratives.

3.2.3.1 Workshops: Introducing designers to the concept of metaphor

Online workshops for designers were conducted to inform them on metaphor analysis.
Five workshop sessions were held with groups of 2-3 designers to allow all participants

to be active in the discussion sessions.

Each workshop comprised oral presentations and activities related to metaphor
analysis. The workshop starts with a warm-up activity, which is intended to draw
designers’ attention to metaphor’s pervasiveness in everyday language. Designers are
asked to talk about their design processes through several questions and then, after an
introductory explanation on metaphors, they are invited to critically examine the way
they talk about the design process and explore metaphors of designing in a brief
discussion session. This warm-up activity is adopted from metaphor awareness raising
activities presented by Frank Boers (2000) that have proved their worth in raising EFL

students’ awareness on metaphors.

In the workshops, conceptual metaphor theory and concepts used to analyze metaphors
were introduced in sections, interspersed with related tasks and discussions. For

instance, designers engaged in the activities presented in Figure 3.9 after learning
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relevant concepts and collaboratively analyzed metaphorical expressions through
guiding questions. Furthermore, recognized roles of metaphors in design were
discussed through different cases. Finally, each workshop was concluded by
distributing the narrative document to designers and providing procedural
explanations. Designers’ questions and concerns were received before leaving them
with the narrative document and they were encouraged to be in communication with

the researcher if they needed assistance.

Workshops lasted around 3 hours. All sessions were recorded with participants’
consent. Workshop materials are presented as Appendix D.
identfying source domains | group work |5 mins
Adtivity 2:

"Design is a process of discovery, the endpoint of which cannot initially be known or
even predicted [Tasarim, bitis noktas! baslangigta bilinemeyen ve hatta tahmin
edilemeyen bir kegif stirecidir]”.

# Let's try to rephrase what the statement is about, what narrator tells about design
process.

# What makes you interpret the target domain ‘design’ the way the sentence conveys

it to you?
(SO‘"KE DOMAIN VO(‘BW.‘RY)
exploring structural resemblances and entailments | group work | 10 mins
Activity 3:

"Design is a process of discovery, the endpoint of which cannot initially be known or
even predicted [Tasarim, bitis noktas baslangigta bilinemeyen ve hatta tahmin
edilemeyen bir kesif stirecidir]".

# What are the structural resemblances between the target domain (what the speaker
is talking about) and the source domain (which is absent but familiar to the speaker by
the vocabularies at home in the source domain)?

# How the word ‘discovery’is used in the source domain?

SOURCE DOMAIN # Let's ideate about entailments of the source domain.
What knowledge do we have about the source? What are

the elements, aspects, characteristics/ features of it? What
are some verbs associated with it?

exploring metaphorically generated perceptions|group work | 10 mins
Activity 4:

# How a designer’s/ design educator’s/ design student’s approach towards design
(process) could have been differ if the metaphor would not have been used?

# Can you think of other source domains that can be adopted in a studio setting to
provide a more useful/beneficial perspective in handling design procesess?

Figure 3.9 : Example tasks from the workshop.
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3.2.3.2 The procedure: Designers generating ideas using metaphor analysis

After the workshop, designers followed a two-stage process: first, they worked
individually with the narrative document; then, they participated in follow-up

interviews to elaborate on their process and responses.

The task

In working with the narrative document, designers followed specific instructions. The
task defined for designers was outlined at the beginning of the narrative document, as
depicted in Figure 3.10. Designers were first tasked with identifying and underlining
metaphorical expressions in user narratives. Subsequently, they were expected to
analyze these metaphors and generate design ideas based on them. Additionally, they
were asked to highlight metaphorical expressions that prompted their proposals or

were instrumental in facilitating ideas.
Follow-up interviews

After completing the task within 2-3 weeks, designers returned narrative documents to
the researcher. These documents contained underlined and highlighted texts from the
narratives, accompanied by designers’ notes and drawings (see Figure 3.11). After
reviewing the documents, the researcher conducted online follow-up interviews with
individual designers. In these sessions, both parties went through the entire narrative
document where the designers elaborated on their annotations. During the review of
design proposals, the researcher investigated the analysis and utilization of triggering
metaphors, the intentions guiding their adaptation or the generation of new metaphors,
as well as the construction and application of metaphorical associations. Subsequently,
the designers reflected on their metaphor analysis and idea generation processes
through a series of guided questions. These inquiries focused on designers' strategies
for identifying metaphors; distinguished metaphor types and their implications for
analysis and idea generation; the most useful metaphor types; the impact of focusing
on metaphors, and more. The interviews lasted approximately 1 hour and 40 minutes.

All meetings were recorded with participants’ consent.
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About the task

You are invited to consider these narratives, and metaphors
used by narrators as a window opening to the world of people
living with diabetes and as a stimulus for the design ideas that
might improve life with diabetes.

exploring and analyzing narrators’ metaphors:

While reading about the experiences of narrators, you are
asked to pay attention to the metaphorical expressions used to
talk about diabetes, different dimensions and periods of living
with diabetes, concepts and technologies related to its
treatment, and relationships relevant to life with diabetes.

As you go through the narratives, | kindly ask you to:

+ Underline the words, concepts that comes from a domain
other than the present one (source domain vocabulary).

« ldentify patterns of explanations carried from a familiar
source domain to a present concern (entailments), and
explore metaphorically generated perceptions and actions.
- How source domain‘s terms organize and influence
narrator’s current perception? What are the highlighted
and hidden aspects of the present phenomena?
- What are the behavioral consequences? What actions
follow from the use of the identified metaphors?

generating design proposals:

As you explore narrators’ use of metaphors, hopefully you will
become familiarized with their worlds, and able to get behind
the kinds of explanations that are not obvious on the surface,
and so see opportunities of proposals for design.

You are invited to:

» Note down the questions that you want to ask the narrators
to confirm or modify your conceptions of their world?
» Propose design ideas (can be a product, system, service,
practice or something else that might contribute to their living)
- What do you imagine could prevent something
undesirable from happening to the narrators?
- What do you imagine that could improve narrators’ living
with diabetes?
+ Highlight metaphorical expressions that give you an idea for
a design, and match each proposal with the part you take as
an inspiration source -if there is an identifiable connection.

Proposals may range from novel verbal explanations of the life
with diabetes, sketches or illustrations with verbal
explanations. You can use the blank parts of the narrative
pages. Feel free to use the extra pages at the end.

Figure 3.10 : The task defined for participant designers.
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4. ANALYSIS OF DATA

The outcomes generated through the empirical study were subjected to a qualitative
content analysis, focusing on how designers identify, analyze, and use users’
metaphors for developing design ideas. ATLAS.ti, a qualitative data analysis software,

was utilized for coding and analysis.

Qualitative content analysis aimed to respond to the main research questions of this

study, which were:

1) What kinds of metaphors have the potential to facilitate idea generation?
2) How did designers (who are informed about metaphor analysis) work with

metaphors in user narratives to generate design proposals?

Hence, metaphorical expressions (ME’s) that were marked by the designers, the notes
and drawings on the narrative documents and interview transcriptions were examined

altogether.

4.1 QCA: Qualitative Content Analysis

Qualitative content analysis is a systematic approach used to describe and interpret the
meaning of qualitative material. It involves categorizing segments of the data into
categories outlined in a coding frame, streamlining the data through the classification
of specific information into broader categories. It is applicable to various types of data
that requires a degree of interpretation, whether verbal or visual, sourced specifically

for research purposes or gathered from existing materials.

QCA is characterized by its systematic, flexible, and data-reducing nature. The process
follows a structured sequence of steps, ensuring that all relevant data is considered and
that consistency in coding is maintained. Flexibility is essential, as the coding frame
must be adjusted to fit the unique characteristics of the material, ensuring validity.
Additionally, the analysis reduces data by concentrating only on pertinent aspects of
the material, guided by the research question(s). This distinguishes it from other

qualitative analysis methods (Altheide, 1987; Prasad, 2008; Schreier, 2012).
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4.1.1 Organizing and unitizing collected data

The first step in using ATLAS.ti to conduct a qualitative content analysis was to import
the collected data into the software. The analysis document, 13 narrative documents
that were processed by designers and 13 interview transcripts were imported to

ATLAS ti.

The analysis document is an edited version of the original narrative document,
consolidating all pertinent data to facilitate coding and analysis processes. In this
document, each identified metaphorical expression is separated as a “metaphorical
expression unit (ME unit)”. 341 ME units were present in this analysis document and
under all ME units designer identification numbers (from DES1 to DES13) are written

on separate lines.

In ATLAS.ti, quotations —segments from documents— can be created; quotations
can be linked to each other; and codes can be linked to the quotations. After importing
all documents to ATLAS.ti, designers’ marks (underlined and highlighted texts) were
processed in this analysis document by creating quotations for each and every
metaphorical expression identified (underlined) by a designer, and coding them with
“designers’ marks” codes (e.g. UNDERLINED: DES1, HIGHLIGHTED: DES2) (see
Figure 4.1).

Analysis Document_Atlas ti.docx IE

U57-DP6: Ne kadar lyi kontrol edersem ben aslinda Ustime digeni o kadar
yapmig oluyorum... Isime bakiyorum yani sekerime iyi bakayim diyorum.
DES1 A2.1 COPING...AND SUCCESS

Notes B1. CONVENTIONAL ME

a96wiLL

Interview extracts i U57-DP6
UNDERLINED: DES1

DES2

Notes

Interview extracts

DES3

AAAAAAAA

w extra

DES4

Notes

Interview extracts

DESS = | A2.1COPING...AND SUCCESS

Notes g B1. CONVENTIONAL ME

Interview extracts i U57-DP6
UNDERLINED: DES5

DES6

Notes

Interview extracts

DES7 = | A2.1 COPING...AND SUCCESS

Notes § B1. CONVENTIONAL ME

Interview extracts £ | HIGHLIGHTED: DES7
U57-DPé

DES8 UNDERLINED: DES7

Notes

Interview extracts

Figure 4.1 : Coding in Atlas.ti.

78




Then, relevant data (generated through the procedure with designers) was linked to
these quotations in the analysis document: using “links based on relations” function in
Atlas.ti, quotation-quotation links were created between the analysis document,
processed narrative documents and interview transcripts. Consequently, it became
possible to view all the marks, notes, drawings, and explanations triggered by a
metaphorical expression in one document, and so the coding could be conducted using

the analysis document (see Figure 4.2 and Figure 4.3).

DES10
Notes

In
BESH

v extracts

A1.2 CONCEP...S TREATMENT

“E80LiLL

Notes B1. CONVENTIONAL ME

e atracts l C2. IDENTFYING A SOURCE
C3. EXPLORIN...AND TARGET

DES12 C4. IDENTFYI...TED ASPECTS

Notes C7. VISUALIZING

Interview extracts D1. USER'S M...AL METAPHOR
DES11- IDEA 30

DES13 E2. PROCEDU...N, OPERATION

Notes E2. PROCEDU...PROCEDURES

E3. PERCEPT...S, PROPERTIES
F3. DESIGN ID...INTERACTION
HIGHLIGHTED: DES11
uns-g'

UNDERLINED: DES11

@ 15:146 200,13...rative Document.pdf
iy yaryu
X. bringing ou...ional metaphor \"
154145 inspire...m/ analysis of
15:146 inspire / analys
26:4101:14:17 E.... -interview

ol ot

ok denmMea-

eonar

Go to Quotation

Figure 4.2 : Coding in Atlas.ti: linking relevant data in processed narrative
documents to the analysis document and coding.

DES10
Notes

Interview extracts

135511

A1.2 CONCEP...S TREATMENT

“EBOLILL

Notes B1. CONVENTIONAL ME

I e l C2. IDENTFYING A SOURCE
C3. EXPLORIN...AND TARGET

DES12 C4. IDENTFYI..TED ASPECTS

Notes C7. VISUALIZING

Interview extracts D1. USER'S M...AL METAPHOR
DES11- IDEA 30

DES13 E2. PROCEDU...N, OPERATION

Notes

Interview extracts

E2. PROCEDU...PROCEDURES
E3. PERCEPT...S, PROPERTIES
F3. DESIGN ID...INTERACTION
HIGHLIGHTED: DES11
uns-g'

UNDERLINED: DES11

X. bringing ou...ional metaphor
151145 inspire...m/ analysis of
15:146 inspire...m/ analysis of
26:41 01114117 E....

nterview

© 26:41 1435-4...S11_Transcript.docx
da direk iligkilendirmedin sadece
anlayig kazanmak igin mi notlar?
01:14:34 DESNM

Bence yani o denklemde gok onemli
yeri olan geyler yani benim su an hani
anladigim kadariyla evet yani bu ikisi
hani buna gére aslinda hesaplaniyor
iste. Simdi tam masaya oturdugumda
yersen iste sununla birlikte su kadar
alman gerekiyor ve sana su kadar
surede etki ettigi igin aslinda o kadar
degil falan gibi boyle seyler
hatirliyorum. Yani etki ve tepkime
slresi. Burada tabii iste kimyasal bir
sey belki orada... gorsellestirilebilir.

Go to Quotation

Figure 4.3 : Coding in Atlas.ti: linking relevant data in interview transcripts to the
analysis document and coding.

Thus, quotations in this analysis document are considered as units of analysis for QCA.

The unit of analysis is defined as composed of metaphors that were identified by
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designers and relevant interpretations including designers' notes, drawings and

explanations. In total, 1837 units of analysis (quotations) were defined.

After creating quotations, processing designers’ marks and linking relevant designer

data, coding process has begun.

4.1.2 Building the coding frame

In qualitative content analysis, the coding frame serves as a lens through which
researchers examine their material, providing a structured framework. It includes main
categories that outline relevant aspects of the material, along with subcategories that
further define the material's meaning within each main category. It's crucial for this
structure to align with the research question(s) at hand. By constructing the coding
frame, researchers streamline the interpretation of their material, condensing its
diverse meanings into the specific distinctions outlined by these categories (Schreier,

2012).

There are three ways of structuring the coding frame: (1) the concept- driven strategy,
(2) the data-driven strategy and (3) the combination of concept-driven and data-driven
strategies. (1) The concept-driven strategy uses a concept-driven, deductive strategy
by basing the study on previous knowledge. This can come from different sources: a
theory, prior research, everyday experience, or logic. (2) The data-driven strategy
works inductively by generating the categories from the material. (3) The integration
of both concept-driven and data-driven strategies is commonly utilized in constructing
the coding frame. This approach typically involves identifying key topics derived from
existing knowledge and transforming them into main categories, constituting the
concept-driven aspect. Subsequently, the data-driven component involves developing
subcategories based on the material, reflecting what is observed about these topics

(Schreier, 2012).

Guided by the research questions, the coding frame was built around six dimensions,
through a combination of data-driven and concept-driven strategies (Figure 4.4).
Subsumption was considered as an appropriate strategy to create the subcategories in
a data-driven way, as the purpose of the study and the research questions already
provided the researcher with the main categories (dimensions). The subsumption
strategy involves reviewing relevant parts of data for pertinent concepts, creating new

subcategories whenever a new concept which cannot be covered by previously
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identified subcategories appear, and subsuming data segments that are similar —in
terms of the considered aspect— to an already existing subcategory (Mayring, 2010,

as cited in Schreier, 2012).

CODING DIMENSIONS
ANALYZED CONTENT RESEARCH QUESTIONS
m SHORTDESCRIPTION EXPLANATION

target domain of the metaphorical
user USERS’ METAPHORICAL UME-T |TARGETDOMAIN OF USER'S ME expression: the domain, the topic that is
generated [EXPRESSIONS WHAT (KINDS OF METAPHORICAL explained through the use of metaphor
[T T U (161 CHIE R G EEVEVUER T EN G E EXPRESSIONS) DID DESIGNERS WORK

= were identified by designers as WITH? the degree of conventionality of the
UME metaphorical expressions) CONVENTIONALITY OF USER'SME metaphorical expression, according to
the usage of studied community
METAPHORANALYSIS o
R . o . HOW DID DESIGNERS ANALYZE oves and strategies utilized by
(ct.)n(en.l.s (el d_eslgners an_aly b METAPHORS? EL A ners when analyzing metaphors
of identified metaphorical expressions)

the domain or entity the designer utiized
designer UTILIZED SOURCE as the source of the metaphorical
99“’?‘““’ e e ke (R Al | HOW DID DESIGNERS UTILIZE METAPHORS SRS B R
content | METAPHORS TOWARDS GENERATING DESIGN IDEAS?
DES (contents describing design proposals MAPPED KNOWLEDGE z;ﬁ‘?g:‘?:;?:::g;?: EDEE
generated by designers through the
utilization of metaphors)
WHAT KINDS OF DESIGN OUTCOMES DID the outcome produced through the
DESIGNERS PRODUCE? H DESIGRONICOME utilization of metaphor

Figure 4.4 : The analyzed content, research questions and dimensions of the coding
frame.

Initially, three types of content were examined: users' metaphorical expressions,
designers' analyses of metaphors, and their design proposals. When reviewing the data,

one kind of content was focused on at a time.

First, users’ metaphorical expressions that were identified by designers were reviewed.
When deciding on the dimensions to categorize these metaphors, the question was
raised as to whether a designer with an adequate training on metaphors can distinguish
and use relevant subcategories or not. The suitability of several dimensions was
evaluated, discarding those that were not practically applicable, such as source domain
nature (ontological, orientational, structural, image-based, etc.), or extension within
discourse (extensive, local). Consequently, users’ metaphorical expressions were
categorized according to two dimensions: Target domain of User’s ME (UME-T) and
Conventionality of User’s ME (UME-C). Subsumption strategy was adopted to create
subcategories of target domain in a data-driven way: the researcher went through
identified metaphorical expressions by creating a new subcategory whenever a new
aspect of life with diabetes was described metaphorically. The subcategories of “UME-
C: Conventionality of User’s ME” were formed in a concept-driven way; the
conventional-novel distinction is based on previous knowledge from literature on
metaphors (Cameron, 1997; de Mendoza Ibafiez & Hernandez, 2011; Kdvecses, 2010;
Sanchez-Ruiz, Santos, & Jiménez, 2013). The degree of conventionality of a

conceptual metaphor or a metaphorical (linguistic) expression is considered as a major
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dimension in which metaphors can be categorized. At one extreme of the
conventionality spectrum lie highly conventional metaphors, while at the other
extreme are highly unconventional or novel metaphors (Kovecses, 2010). A
conventional metaphorical expression is characterized by standardized, or
institutionalized, modes of expression. Institutionalization indicates that the speech
community has collectively adopted the word, phrase, or conceptual framework and
incorporated it into the standard repertoire of the language. Conversely, a novel
metaphorical expression is distinguished by the creative use of words in ways that
deviate from their conventional applications. Such expressions are rare and not widely
familiar within the language community. They are typically recognized by their
resemblance to, yet distinct difference from, established linguistic and conceptual
forms (Philip, 2016). Therefore, discourse context and speech community norms were
considered when categorizing metaphorical expressions based on their

conventionality, informed by the ethnographic study.

Second, the contents regarding designers’ analysis of identified metaphors were
reviewed and categorized according to the moves designers used. The subcategories
of “DES-MA: Metaphor analysis moves” were constructed by combining concept-
driven and data-driven strategies. The process has started with concept-driven ones
based on existing literature (Krippendorff, 2006), and continued by adding data-driven

subcategories using subsumption.

Third, designers’ descriptions of the design proposals were reviewed, eliminating the
ones that were not based on metaphors; and, the remaining ones were categorized
according to three dimensions: the kind of source domain utilized for developing the
proposal (DES-S: Utilized source), the kind of knowledge and aspects transferred from
the source domain (DES-M: Mapped knowledge), and the kind of design outcome
generated (DES-O: Design outcome). Again, a data-driven approach was adopted, and
subsumption strategy was used to create the subcategories under these three

dimensions.

After reviewing data from three designers and achieving a level of saturation, an initial
code co-occurrence analysis was conducted, leading to encouraging results. The
consistency was also checked: the researcher recoded the data from three designers
after 15 days from the initial coding. Comparing coding across points in time allowed

the researcher to assess the quality of the coding frame and to check the stability of
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coding (Schreier, 2012). At this stage, an external design researcher has been invited,
to evaluate the coding frame. The external design researcher coded sample units of
analysis using the described categories. The units of analysis that were inconsistently
coded by the researcher was included to the sample. Evaluating the results helped the
researcher to pinpoint the flaws of the coding frame and understand where
interpretations are likely to be contentious. The expert opinions of the co-advisors were
also consulted at this stage. Consequently, the coding frame was revised by discussing
the interpretations of the materials that caused discrepancies together with the peer
researcher to ensure that the coding categories are well-defined and clearly

distinguishable so that they can be used consistently.

Coding has continued with the revised categories, with the coding frame evolving
throughout the process. Then, constant comparative method was used to refine the
coding frame (Boeije, 2002; Glaser, 1965); the whole dataset was reviewed again, by
comparing units assigned to a subcategory with the other units already coded with that
subcategory. This time, one dimension was focused on at each round, refining the

subcategories under each dimension by moving iteratively between data and codes.

Resulting coding frame was a highly complex one, with an excessive number of
subcategories. The external researcher was consulted again to assess the validity and
applicability of the coding frame in terms of the level of abstraction. Consequently,
the coding frame restructured in a way that can be easily handled by practitioner
designers, as the practical use of the findings is envisioned. The use of ATLAS.ti for
coding facilitated a cyclical, iterative and flexible data analysis approach. The coding
frame was brought into its final form by moving and merging subcategories. Lower-
level subcategories were merged into broader subcategories, by trying to keep the

balance between capturing specifics and creating higher order abstract categories.

For instance, codes describing the user’s metaphorical expressions, according to their
target domains, were detailed and specific to life with diabetes. They were merged into
broader, more abstract categories that can be applied in other research studies. To give
an example, codes such as “ME describing the pathophysiology of diabetes”, “ME
describing the way diabetes treatment works”, “ME describing states of and changes
in blood glucose” were merged into a broader subcategory named “Systems and
processes (UME-T2)” since they are all used to explain systems and processes that are

relevant to living with diabetes.
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Final version of the coding frame is presented in Figure 4.5. Subcategories are further

explained in Section 5.

UME-T:TARGET DOMAIN OF USER'S ME

CODE _ |SUBCATEGORIES
SITUATION/ SUBJECT
UME-T2  SYSTEMS AND PROCESSES
UME-T3  APPROACHES AND STRATEGIES
g et UME-T4  INABILITIES AND CHALLENGES
content UME-T5 PRACTICES

W1 | UME-T6  PRODUCTS AND TECHNOLOGIES

UME-T7  SOCIAL RELATIONS

UME-C: CONVENTIONALITY OF USER'S ME
SUBCATEGORIES

UME-C1 CONVENTIONAL
UME-C2  NOVEL

DES-MA:METAPHOR ANALYSIS MOVES

CODE SUBCATEGORIES
g‘iise 'E:teerd DES-MA1 CONSIDERING THE COMMUNICATIVE CONTEXT
Rt DES-MA2 IDENTIFYING A SOURCE DOMAIN
rega'r ding DES-MA3 EXPLORING THE MAPPING (BETWEEN THE SOURCE AND TARGET)
511 4| DES-MA4  IDENTIFYING THE HIDDEN AND HIGHLIGHTED ASPECTS (OF THE TARGET)
LEBEIEES DES.MAS  EXPLORING THE USER PERCEPTION
DES-MA6 IDENTIFYING CONSEQUENT ACTIONS (FACILITATED BY METAPHOR)

DES-MA7 VISUALIZING

DES-S:UTILIZED SOURCE

CODE SUBCATEGORIES
S§1.1: SOURCE OF CONVENTIONAL METAPHOR
S1.2: SOURCE OF NOVEL METAPHOR

DES-S1 ADOPTED SOURCE

DES-S2 GENERATED SOURCE

. DES-M:MAPPED KNOWLEDGE
designer

generated |CODE SUBCATEGORIES
SN DES-M1  EXPERIENTIAL & CONTEXTUAL KNOWLEDGE
LUELCLEN DES-M2  PROCEDURAL KNOWLEDGE
AU DES M3 PERCEPTUAL KNOWLEDGE

proposals
DES-0:DESIGN OUTCOME

SUBCATEGORIES
INSPIRATIONAL INSIGHT
DES-02 INTERACTION & INTERFACE
DES-03 EXPERIENCE

DES-04 PRODUCT & SERVICE & SYSTEM

Figure 4.5 : Subcategories of the six dimensions of the coding frame.

As Cila (2013) explains, to create a product metaphor, the designer builds a

metaphorical association between two distinct entities —a product (zarget) and a



remote entity (source)— and physically maps certain properties of the source onto the
target, to make the metaphorical association perceivable. Consequently, the meaning
the designer intends to convey can be communicated to the users. Cila differentiates
between the conceptual and physical association built between a source and a target

(product), referring to the former metaphorical association and the latter mapping.

These terms were relied upon during the analysis but underwent specific
modifications, as neither the target nor the source were predefined in this case.
Designers associated an aspect of the design subject they describe with a remote
domain or entity they formulated. Hence, the "target aspect of the design subject" was
first defined instead of "target" or "product." To differentiate the source of a
metaphorical expression from the source used for a design idea, they were referred to
as "source (domain)" and "formulated (or utilized) source" respectively. Second, the
described targets extended beyond physical products to encompass new interactions,
experiences, services, and systems. Thus, designers didn’t always have the option of
transferring a source's physical properties to targets. Third, designers generated initial
design proposals rather than finalized designs. The use of "mapping" predominantly
refers to metaphorical entailments, which designers identified to evoke in the user's

experience but not necessarily related to a final design.

4.1.3 Coding and analysis

The coding process begun by categorizing each unit along the dimensions of “UME-
T: Target domain of User’s ME” and “UME-C: Conventionality of User’s ME”.
Following this, the units linked with designers’ notes, drawings and explanations were
examined, coding them with the subcategories of “DES-S: Utilized source”, “DES-M:
Mapped knowledge”, and “DES-O: Design outcome” (Figure 4.6). Eventually, co-

occurrences of subcategories were checked to identify meaningful relations.
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[Z) Analysis Document_Atlas ti.docx

U4-G: Sorulardan bikmig bizimki, bir giin tahtaya ¢ikmig, baglamig anlatmaya;

kolumdan insulin veriyor, ondan revire gidiyorum ben”.

benim v i insulin abla bana

9!

Test

Notes

insilin makinesi— gocukca
(gizim)

fazla gekerli —- anne gocuk ilig!
Interview extracts

Yani insdlin makinesi deyince sanki viicudu bir makine olarak hayal
ediyor... Insdlin makinesi de onun bir pargasi falan gibi. O yiizden bdyle
digliler falan gizdim. Ve béyle aslinda daha tabii gocukga bir anlatim gibi
bana geldi bu. Ama eger bir tdr insilin pompasi vs, kullaniyoriar ya,
gergekten onun bdyle daha biraz oyuncaksilagtiriimig bir drdn... Biraz da
bdyle makineye benzer. Belki fiziksel bazi yani ¢ok kritik olmayan
islevieri de olan. Iste ne bileyim bir yeri bir yere gegirme, takma, gevirme
falan gibi bdyle blyiik sanki bir makineymisgesine oynayabilecegi iste
bir drtin olabilir mi acaba diye gerg: ds Insilin

bozulmusg ya, onun yerine koyacagi sey igin. Yine gergekten bir makine
gibi yani. Ama bdyle sevimli bir makine, soguk bir makine degil de.
Oyuncaks! bir sey. Belki gocuk trtini de olabilir béyle. lyi geldi yani bu

¢ Yinsdilin makir demesi.

DES2

Notes

bunu siirekli bir durum oldugunu etrafir i ar ¢ dekileri
de diyabetli kiginin ydnetim sirecini kolaylagtiracak sekilde dahil etme
Interview extracts

Vicud insalin inesi bozuld

Yani bu gok iyi. Cocuk séylemis bunu dimi? Helal olsun gergekten. Iste
bak bu normal yani. Bu normallegtirici bir bakig agist. Cocuk cok
makulmdisg hani. Yani bozuldu, ve ben bunu digaridan aliyorum. Burada
sey mevzusunu daglnddrttd bana, igte kiiglk bir gocuk ve gevresinde de
yani bunun akranlar da kigik gocuklar. Ve ilk defa béyle bir seyle
kargilagiyor bazilari. Bir kisim ki¢ik gocuk hi¢ béyle, yani diyabet nedir
bilmiyor, diyabetli arkadag! yok vs vs. Acaba gocugun ydnetiimesi de
okuldayken falan zor diyorlardi galiba, onlari da sey yaptim ya... Acaba
gevredekilerin de bu diyabetli kiginin yénetim sdrecini kolaylagtiracak
sekilde dahil edilebilmesi mimkin olur mu falan diye ddginddrttd bana.
Iste hem bu sreci, diyabetin ne oldugi k da... Ya
hayatta béyle bir ey de var, diyabetli degilsin ama insanlar diyabetli
olabilir. Hem de igte... Ne olabilir falan diye digdndim de ¢ok bdyle
hayal meyal sey olabilir. Biri bir sticker yapigtirsak da sdyle olsa falan
diyor ya... Igte renk degistirse seker degigikliginde. Béyle oyun gibi yani.
Cocugun ¢ i i slarinin gorebil i gekilde. Ya da onu bir
gergekten aksesuar gibi taksa da biri de uyarsa. Ya igte bak yaptin mi
insdlinini, veya igte gittin mi hemgireye? mavi oldu bu falan. Ya da daha
oyunsu bir sey de olabilir. Dinazor olsa da, dinazor acikti mi ne oldu...
Cocuklara dyle ilir falan diye ddgdnddm. Yine bdyle normal
hayata dahil olacak gekilde, belki oyunlagtirarak iste. Burada o seyi
(isGndrttd bana igte, cocuklara nasil anlatilir? Clinkd hem onu

sremaiian aonde laln adieloatll oosle Lol adoandds i sdssmime_Olnssde ol
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Figure 4.6 : Coding in Atlas.ti.
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5. INTERPRETATION OF THE ANALYSIS OUTCOMES: THE PROCESS
OF IDEA GENERATION THROUGH METAPHOR ANALYSIS

The outcomes of the content analysis enable the researcher to describe the process
designers went through when they generated ideas through metaphor analysis. In
Figure 5.1, an overview of the flow of an idea generation sequence utilizing metaphor
analysis is presented. The process starts with the identification. To identify
metaphorical expressions in user narratives, designers have searched for words that are
alien to the present context, diverge from their basic meanings, or are originated in a
different domain or discourse. Designers, then, analyzed the metaphorical expressions
they identified by utilizing a variety of moves. They deconstructed the metaphor,
explored aspects metaphor hides and highlights, and entailments that shape the user

perception and behaviors.

User’s metaphorical expression
Metaphor :

analysis v

Metaphor analysis
v v
: Design outcome < Metaphorical association
Design phorca
>

proposal |nsp|rat|0na| |nslght .........................
defining design criteria, defining perception/ v
emotion to aim for, framing a need/ problem/ .
opportunity, or identifying aspects that can be Mapplng
considered and highlighted s
v
Design outcome
design idea
PEel oot

experience or a product, service, system idea

Figure 5.1 : The overview of idea generation utilizing metaphor analysis.

Through the analysis, designers built inspirational insights in a variety of forms,
ranging from design criteria to problem frames. And in some cases, designers moved
towards descriptions of design ideas by using metaphors to facilitate user experience

in different ways. Through the new metaphorical associations they built, they
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transferred knowledge from a distinct domain or entity to evoke certain entailments in

the experience of a design.

It is important to note that the phases that are described here were not clearly
distinguishable steps in the actual experience of the participant designers. In order to
make a systematic analysis possible, distinct phases were described in the depiction of

the process designers went through.

Empirical data Coding categories
User’s metaphorical expression identified by the designer Target domain of users’ ME
Metaphnr It becomes easier to manage diabetes, as you start to learn the UME-T3: APPROACHES AND STRATEGIES
. character of your diabetes.
analysis

; Conventionality of users’ ME
v
- - - - ™ UME-C2: NOVEL
Contents regarding designer’s analysis of identified ME

Notes on the narrative document:

like an orchestra conductor .
equilizer/ like music genre/ adjusting and selecting your own

diabetes settings/ then when you change one, the others Metaphor analysis
automatically change accordingly
DES-MA2: IDENTIFYING A SOURCE

Excerpt from the interview: DOMAIN

As mentioned, different diabetes, different reactions to different
variables... Managing is actually like being the conductor of an
orchestra. Like a conductor, you learn the characters of all DES-MA3: EXPLORING THE MAPPING
intruments, kraowlghen ths{ striggs should step iln, ;Nhen th: wim:ri1
instruments should rise... You become in control of everything, the X
whole orchestra and the composition. You have control over what DES-MAS: EXPLORING THE USER
kind of a sound comes out. PERCEPTION

v
De sign Contents describing the design proposal generated

pmposal Drawing on the narrative document: DES-S2: GENERATED SOURCE
equilives
’ ) Mapped knowledge
izl i i I ( aace L de it iae
| Lm,l\ it 3 | disedleal et e it e DES-M1: EXPERIENTIAL & CONTEXTUAL
e iR KNOWLEDGE
Excerpt from the interview: DES-M2: PROCEDURAL KNOWLEDGE
Similarly, can | know how | react to different variables affecting my
blood sugar, so | can make appropriate adjustments, and feel fully DES-M3: PERCEPTUAL KNOWLEDGE

in control? [...] So like now I'm listening to rock music, so the bass

will be like this, the treble settings will be like this, etc. | adjust them

through the equalizer. But when | want the bass to be louder in a
sr:)ng, sinloe | rer::ord h%w | Iistlen to the I'rgusiclz trllere, othelfl thinlgks in Design outcome

the equalizer change themselves accordingly. It's something like .

this: | know what and how | react in diabetes, so | enter those DES-O2: INTERACTION & INTERFACE
settings into something like an equalizer. Therefore, when |

increase the amount of dried beans, device says, then move your

sugar here, change your time there, change your distribution like

this, change it like this, and you will attain the same result. It can be

visualized like this, like an equalizer.

Figure 5.2 : An example idea generation sequence utilizing metaphor analysis.

Figure 5.2 illustrates an example of idea generation using metaphor analysis. The
designer recognizes metaphorical expressions such as, "managing diabetes" and
"learning the character of diabetes” and identifies the source as "orchestration" (UME-
MAZ2). Hence, his mapping goes as far as describing the patient as "conductor", blood
glucose variables as "instruments", and attained results as "produced sound" (UME-

MA3).
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Embracing the user's experience, the designer explores the entailments and explains
how being in command of the orchestra and the composition requires the conductor to
know the characters of all instruments and be able to decide when and how they need

to come into play and remain silent (UME-MADS).

As a result of this analytical process, the designer formulates a new source domain,
“making music with an equalizer” (DES-S2) by highlighting several aspects that
correspond to blood glucose management. He particularly associates the process of
determining mealtime insulin doses with “the process of using an equalizer”. This
metaphor inspires an interface design to assist users in calculating insulin doses, by
manipulating relevant factors (blood glucose levels, meal composition, insulin-to-
carbohydrate ratios, etc.) as if they were adjusting frequency bands on an equalizer
(DES-02). Here, the designer incorporates three different kinds of entailments of this
new metaphor into the design concept: (i) a sense of control over the outcome (DES-
M1); (ii) the practical operations associated with using an equalizer (DES-M2); and,
(ii1) perceptual elements regarding the physical attributes of the tools and their

components (DES-M3).

In the following sections, each phase that designers went through is elaborated upon

by presenting relevant findings.

5.1 Metaphorical Expressions Designers Identified

People living with diabetes use metaphors quite often while conceptualizing their
condition, talking about their strategies to cope with particular difficulties, describing
the products they use, etc. It is observed that users often generated novel metaphors

besides relying on conventional ones.

Based on what the metaphorical expression describes, seven subcategories regarding
target domains of users’ metaphorical expressions (UME-T) were identified, as in

Figure 5.3:

&9



UME-T1:
SITUATION/ SUBJECT

UME-T2:
SYSTEMS AND
PROCESSES

UME-T3:
APPROACHES AND
STRATEGIES

UME-T4:
INABILITIES AND
CHALLENGES

UME-T5:
PRACTICES

UME-T6:
PRODUCTS AND
TECHNOLOGIES

UME-T7:
SOCIAL RELATIONS

UME-T: TARGET DOMAIN OF USER'S ME

SUBCATEGORIES EXPLANATION SAMPLE QUOTATION

Expressions narrators describe their conceptualization
of the situation/ subject of designer's interest, and how
they position themselves in relation to it, i.e., ME’s
describing conceptualization of diabetes, life with
diabetes and self in life with diabetes

Expressions narrators describe their conceptualization
of relevant systems and processes, and their
functioning and dynamics, i.e., ME’s describing the
ilness and how diabetes treatment works

Expressions narrators describe their approaches
towards the situation, strategies they utilize, their aims,
and accomplishments, i.e., ME’s describing approaches
and strategies utilized in coping with diabetes

Expressions narrators describe problems, difficulties
and concerns they experience, and their frustrations
and failures i.e., ME’s describing inabilities and
challenges in coping with diabetes

Expressions narrators describe relevant practices,
operations, and actions, i.e., ME’s describing diabetes
care and treatment practices

Expressions narrators describe their conceptualization
and perception of relevant products and technologies;
their functions, features, and advantages; and,
interactions realized with them, i.e., ME’s describing
aspects relevant to diabetes technologies such as
insulin pumps and blood glucose monitoring devices

Expressions narrators describe aspects related to their
social relations with people who involve in the situation
i.e., ME’s describing aspects relevant to the relations
among patients, their care partners and healthcare
professionals

[diabetes] is something that one takes the responsibility of

| said son, this is your friend. See it as a friend. Because it will be
Yyour buddy for life. It won't leave your side.

If there is no balance between insulin and carbohydrate intake,
blood sugar will either rise or fall, friends.

Now, my son has a problem with the automation system in his body .
That's what | always thought of: How will we provide automation
from outside?

It becomes easier to manage diabetes, as you start to learn its
character.

In order to develop mastery in type-1 diabetes management, one
must first have basic knowledge and needs to know the math of
diabetes. And then, he needs to develop his own mastery through
his own experiences.

We went to Istanbul for a trip. And on the way that day, my sugar
was being obstinate. | drank 16 packs of fruit juice until my blood
sugar became normal.

We do not know how we will proceed, how the process will continue.

When there is the slightest fluctuation in my ratios, | now use my
head to analyze it experimentally, a bit up and down.

Of course, blood sugar measurement is very important in this
process. It is very important that they measure their blood sugar
regularly and chart a course (route) accordingly.

So it [the insulin pump] is like is a weight strapped to my body,
something | have to carry.

| can check my blood sugar and question why this happened with
the sensor. What is the reason for this rise? [...] | try to reason out.
That's why being able to actually see that ‘trajectory’ [with the
sensor] is very important in making decisions.

My mother took on a lot of responsibility during primary school... After
the fifth grade, the responsibility slowly started to pass to me.

The guidance of our diabetes nurse...

Figure 5.3 : Subcategories of “UME-T: Target domain of User’s ME”.

Additionally, two subcategories regarding the conventionality of users’ metaphorical

expressions (UME-C) were identified, as in Figure 5.4:

UME-C: CONVENTIONALITY (OF METAPHORICAL EXPRESSIONS)
SUBCATEGORIES EXPLANATION SAMPLE QUOTATION

UME-C1:
CONVENTIONAL

UME-C2:
NOVEL

Metaphorical expressions that are conventionalized in
the usage of the linguistic community

Metaphorical expressions that are unconventional and
novel

managing diabetes [...]

gaining mastery in life with diabetes |[...]

Figure 5.4 : Subcategories of “UME-C: Conventionality of User’s ME”.

Examining designers’ marks on narrative documents, the metaphorical expressions

which designers found most useful were also identified (Figure 5.5). Among these

"systems and processes (UME-T2)" is ranked highest, followed by "products and
technologies (UME-T6)" and "social relations (UME-T7)".
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UME-T7: SOCIAL RELATIONS

UME-T6: PRODUCTS AND TECHNOLOGIES
UME-T5: PRACTICES

UME-T4: INABILITIES AND CHALLENGES
UME-T3: APPROACHES AND STRATEGIES
UME-T2: SYSTEMS AND PROCESSES

UME-T1: SITUATION/ SUBJECT

0 50 100 150 200 250 300 350 400

UNDERLINED HIGHLIGHTED

Figure 5.5 : Frequencies of underlined and highlighted metaphorical expressions
based on subcategories of “UME-T: Target domain of User’s ME”.

Figure 5.6 demonstrates that designers marked “conventional” ME’s (UME-C1) more
frequently as useful compared to “novel” ones (UME-C2). However, considering
frequencies relative to the total identified ME’s in these categories, the potential of

novel metaphorical expressions in triggering idea generation becomes significant.

UME-C2: NOVEL

UME-C1: CONVENTIONAL

0 200 400 600 800 1000 1200
UNDERLINED HIGHLIGHTED

Figure 5.6 : Frequencies of underlined and highlighted metaphorical expressions
based on subcategories of “UME-C: Conventionality of User’s ME”.

5.2 Designers’ Analysis of Identified Metaphorical Expressions

When analyzing the metaphorical expressions, designers utilized a variety of moves.
Seven subcategories were identified under “DES-MA: Metaphor analysis moves”, as
depicted in Figure 5.7. Additionally, in Figure 5.8, analysis of a user metaphor is
depicted by mapping identified moves on the framework visualizing the structure of a

metaphor.
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DES-MA:METAPHOR ANALYSIS MOVES

SUBCATEGORIES EXPLANATION ANALYZED ME SAMPLE QUOTATION

DES-MAT1:
CONSIDERING
COMMUNICATIVE
CONTEXT

DES-MA2:
IDENTIFYING A
SOURCE

DES-MA3:
EXPLORING THE
MAPPING (BETWEEN
THE SOURCE AND
TARGET)

DES-MAA4:
IDENTIFYING THE
HIDDEN AND
HIGHLIGHTED
ASPECTS (OF THE
TARGET)

DES-MAS:
EXPLORING THE
USER PERCEPTION

DES-MAG6:
IDENTIFYING
CONSEQUENT
ACTIONS
(FACILITATED BY
METAPHOR)

DES-MA?7:
VISUALIZING

designers explored the context and
possible reasons behind adopting the
identified metaphor

designers identified a domain from which
the spotted metaphorical expression could
have been drawn

designers investigated their knowledge
about the source domain and explored the
corresponding elements and aspects
between the two domains

designers identified aspects that are
highlighted by the adopted metaphor and
explored aspects that become hidden

designers explored how users’
perceptions are being shaped by
identifying the entailments, differentiated
between negative and positive
perceptions, and compared alternative
user perceptions by identifying different
ways of seeing facilitated by adopted
source domains

designers explored how users act as
entailed by the adopted metaphors, what
might be the behavioral consequences of
understanding the target in terms of the
source

designers created visualizations
representing the identified metaphorical
expression

The insulin machine in
my body broke down

(UME-T2: SYSTEMS AND
PROCESSES,

UME-C2: NOVEL)

managing diabetes
(UME-T3: APPROACHES
AND STRATEGIES
UME-C1: CONVENTIONAL)

Fats and proteins can
also disrupt this. They
can disturb the balance,
unbalance the scale.
(UME-T2: SYSTEMS AND
PROCESSES,

UME-C2: NOVEL)

my sugar was being
obstinate

(UME-T4: INABILITIES AND
CHALLENGES

UME-C1: CONVENTIONAL)

gained mastery in
managing diabetes
(UME-T3: APPROACHES
AND STRATEGIES
UME-C2: NOVEL)

getting to know diabetes
(UME-T5: PRACTICES
UME-C1: CONVENTIONAL)

Rapid-acting insulins
begins to work (kicks
in) 15-20 minutes after
injection

(UME-T2: SYSTEMS AND
PROCESSES,

UME-C1: CONVENTIONAL)

It made me think about the fact that this is a little girl
and around her, her peers are little children. And most
of them are encountering something like this for the
first time.

This may be a terminology that comes from the
business world. Managing the process, managing the
crisis, etc.

Because that's how a scale works. Physically, when
one side raise down the other side raise up, and there
are two interrelated values. Same between insulin and
sugar.

It may rise or fall for an unknown reason... it may be
difficult to control...

It's not like a formula to be solved, but something to be
experienced step by step. You know, approaching the
disease as something you cumulatively learn about as
you experience it, as something that you have
mastered... | solved it, | mean, | solved the formula, it is
not like that. I've mastered it, so | am just doing well
now. | had many experiences; | am okay now. It is
chronic, but it's good that | became like the master of
this subject. It felt ike a more correct approach to the
disease.

Maybe it's possible to learn the habits of your diabetes.
You know, watching, observing, and figuring out its
character. Like, that's how my friend diabetes behave
when this or that happens.

’\ kotondrot—
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Figure 5.7: Subcategories of “DES-MA: Metaphor analysis moves”.

USER’S METAPHORICAL EXPRESSION

communicative context

vizualization

SOURCE DOMAIN

structural resemblances

mapping

entailments

TARGET DOMAIN

hidden/ highlighted aspects
user perception

consequent actions

Figure 5.8 : Analysis of a user metaphor.
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5.3 Design Proposals Utilizing Metaphor Analysis

Insights from the metaphor analysis enabled designers to identify source domains
potentially conducive to idea generation, concepts and entailments suitable for
incorporating into a design idea or to avoid, and aspects to highlight in a design.
Consequently, they generated design proposals by building metaphorical associations

and mapping knowledge from a source they formulated (Figure 5.9).

5.3.1 Building a metaphorical association and mapping

metaphorical association TARGET ASPECT
FORMULATED SOURCE mapping , OF THE DESIGN SUBJECT
entailments
---------- > user experience

Figure 5.9 : The generation of a design idea through metaphor.

When moving towards a design proposal, designers defined a source in order to map
and utilize its entailments. In some cases, designers adopted sources of users’
metaphors (DES-S1: Adopted source) while in others they generated new sources
(DES-S2: Generated source). Accordingly, they built conceptual associations between
this formulated source and a target aspect of the design subject. This phase is called

building a metaphorical association.

When designers realized that identified metaphors, their entailments, and aspects
highlighted by its use could enhance the user experiences, they incorporated these
metaphors into design ideas. For instance, one designer noticed personification of
diabetes is often utilized in these narratives: users conceptualized changes in the blood
glucose as reactions or responses of diabetes, attributing it with a character. Hence,
she envisioned a digital application for children so that being diagnosed with diabetes
can be experienced as meeting someone new. Her idea involved children interacting
with a designed character, which represents diabetes and facilitates their adaptation to

the illness.

In some cases, designers generated a source aligned with the conceptualization
embedded within the user’s metaphor. For instance, a designer recognized that
learning process in diabetes treatment is conceptualized as experimentation. Users
acknowledge various factors influencing blood glucose, conduct trials considering

these factors, document data, interpret results and draw inferences to learn about the
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nature of their diabetes. Consequently, she defined a supportive source, a logbook

enabling users to record and track their experimentation process.

When designers recognized negative perceptions stemming from the entailments of
user metaphors, they generated new metaphors to avoid them. For instance, one
designer observed how some users viewed diabetes technologies as compensatory,
portraying patients as clumsy robots. In order to empower patients, the designer
developed a concept in which children with diabetes transformed into superheroes
using insulin pumps and blood glucose monitoring devices. These devices were framed
as tools creating superpowers, aiming to shift the perception of these products into

desirable items that users would proudly display.

By analyzing design proposals, three distinct types of domain specific knowledge
designers mapped to design ideas were defined (Figure 5.10).

DES-M: MAPPED KNOWLEDGE
SUBCATEGORIES|EXPLANATION ANALYZED ME UTILIZED SOURCE SAMPLE QUOTATION

As mentioned, different diabetes, different
reactions to different variables... Managing is

It becomes easier to actually like being the conductor of an orchestra.
) domain specific knowledge manage diabetes, as _managir_@ factors _Like a conductor, you learn thg characters of aI_I
DES-M1: about experiences/ situations  You start to learn the influencing blood |ntruments,_kn9w when the strings s_hould stepin,
EXPERIENTIAL & and thelr (social) context character of your glucose as “conducting When the wind instruments shouild rise... You
CONTEXTUAL . ’ diabetes an orchestra” become in control of everything, the whole
relevant emotional and o i
KNOWLEDGE er (UME-T3: APPROACHES (DES-S2: GENERATED orchestra and the composition. You have control
communicative aspects, etc. X o
AND STRATEGIES SOURCE) over what kind of a sound comes out. Similarly,
Ll ionEy) can | know how | react to different variables
affecting my blood sugar, so | can make
appropriate adjustments, and feel fully in control?
Experimentally solving, experimental, trying... In
When there is the other words, these people are always making
slightest fluctuationin  learning how to deal with 1ials... He makes certain inferences by changing
DES-M2: domain specific knowledge my ratios, | now use my blood glucose as certain para_meters in a controlled environment
PROCEDURAL abou? processes, op_eratlons, head to analyze it ‘experimenting’ and comparing the results.'So, he's )
KNOWLEDGE functions, tasks, actions, experimentally, a bit up ~ (DES-S1.2: ADOPTED experimenting. Does entering relevant variables
roles, etc. and down. SOURCE OF NOVEL and measurement results into a logbook work for
(UME-T5: PRACTICES, NSRRI tracking diabetes ? One can build his own pool of
UME-C2: NOVEL) knowledge and improve forecasts, like menstrual
apps.
My daughter's blood
glucose was like a rough
sea. [...] It has calmed -
domain specific knowledge  qown after [we started  SCo conditions as Using sea waves graphically can be very
DES-M3: about physical elements and  sing] the insulin pump... changing states of blood  effective in visualizing these values. For
PERCEPTUAL their properties, spatial It was fluctuating a lot glucose example, you can quickly see how your blood
) ) ‘ (DES-S1.2: ADOPTED i
KNOWLEDGE relationships, movements, when we were using Colre B oL sugar levels were ;hat day el the lr;terface. So
gestures, etc. insulin pens. METAPHOR) was the sea wavy? Or was it calm?
(UME-T2: SYSTEMS AND
PROCESSES,
UME-C2: NOVEL)

Figure 5.10 : Subcategories of “DES-M: Mapped Knowledge”.

Figure 5.11 illustrates the process of building a metaphorical association and mapping,
using the example in Figure 5.2. In this instance, the designer imagined an interface
aiding users in determining mealtime insulin doses by adjusting factors as if they were

bands in an equalizer. The designer mapped the experience, aiming to transfer the
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feeling of control over the variables affecting the music production. Also, focusing on
the gesture of moving sliders to achieve specific sound quality, he proposed a graphical
interface resembling sliders and controlled through a sliding gesture so that the user
would make adjustments by moving the sliders that control the values of relevant

factors (Figure 5.11).

fsrmulated ourco: metaphorical association target aspect of the design subject:

. . . * the process of determining
the process of using an equalizer . )
mealtime insulin doses

feeling of being in control of the mapping (exPe"ent'al k“uWIEdge) » experience of trying to manage an
variables affecting the production extensive number of factors
operation of controlling the mapping (pmceduralk“UWIedge) » controlling the factors that should
volume of each band of frequency be considered to determine doses
sliders, their movement and mapping (perceptual knowledge) .~ elements of the interface and

gestures used to control them gestures used in the interaction
i entailments

........ » user experience

the user can make adjustments by
moving the sliders that control the
values of relevant factors to attain
a desirable blood glucose balance

Figure 5.11 : An example design idea utilizing metaphor.
5.3.2 Generated design outcomes

While working with user narratives, designers identified a total of 1837 metaphorical
expressions. In 273 of the interactions with these metaphorical expressions, designers
ended up with a design outcome (DES-0), such as, an inspirational insight or a more
detailed design outcome describing an interaction, experience, product, service, or

system (Figure 5.12).

5.4 The Moves Leading to Specific Types of Design Outcomes

Co-occurrences of subcategories were explored to identify meaningful associations,
aiming to understand the moves leading to specific design outcomes (Appendix E).
Figure 5.13, Figure 5.14 and Figure 5.15 demonstrate the strength of co-occurrences
between categories. Each figure displays co-occurrence frequencies of a specific
design outcome and subcategories of other dimensions. The varying thicknesses of
edges reflect the frequency of co-occurrence, highlighting which metaphors, analysis
moves, and utilization strategies were more frequently employed towards specific

design outcomes.
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DES-0: DESIGN OUTCOME

SUBCATEGORIES|EXPLANATION ANALYZED ME UTILIZED SOURCE SAMPLE QUOTATION

DES-O1:
INSPIRATIONAL
INSIGHT

DES-02:
INTERACTION &
INTERFACE

DES-03:
EXPERIENCE

DES-04:
PRODUCT &
SERVICE &
SYSTEM

design proposals that capture
inspirational insights by
defining design criteria,
defining perception/ emotion to
aim for, framing a
need/problem/opportunity, or
identifying aspects that can be
considered/ utilized/ highlighted

design proposals that describe
user interactions with products
and interfaces, as well as

interactive aspects of a design

design proposals that describe
a specific user experience or
experiential aspects of a
product

design proposals that describe
elements and/or processes
related to a product, service,
or system, as well as user/
stakeholder journeys and how
the user experience is created
internally

My daughter is 4 months
old. | wait until 3 a.m. to
observe it and get up

every hour to check. characterizing diabetes

(DES-S1.2: ADOPTED

Youcanonly SOURCE OF NOVEL
characterize diabetes by METAPHOR)
observing it.

(UME-T5: PRACTICES
UME-C2: NOVEL)

Our ideal limit for fasting
blood sugar is around 80

100, that is very ideal for ideal imits (boundaries)

. of blood sugar
us. We want to see it at (DES-51.1: ADOPTED
maximum 150-160 SEUTEE O
during satiety. CONVENTIONAL
(UME-T2: SYSTEMS AND  METAPHOR)

PROCESSES
UME-C1: CONVENTIONAL)

My daughter is 4 months
old. | wait until 3 a.m. to
observe it and get up

every hour to check. characterizing diabetes

(DES-S1.2: ADOPTED

You can only SOURCE OF NOVEL
characterize diabetes by METAPHOR)
observing it.

(UME-T5: PRACTICES
UME-C2: NOVEL)

At that time, my mother

was monitoring me all

the time, | mean, she

Waslconstantiichecking controlling the flow of
my blood sugar day and
night. That also made
me a little fed up. It was
like eyes were on my
blood sugar 24/7.
(UME-T7: SOCIAL
RELATIONS

UME-C1: CONVENTIONAL)

information as controlling
an electrical circuit
(DES-S2: GENERATED
SOURCE)

In fact, I'm now thinking about whether the fact
that diabetes has a character can lead to
personalized products. Because | understand
from the narratives that the disease does not
progress the same in everyone. | understand that
everyone figures this out over time. Maybe
changing characters means changing products.
Maybe these products change during the
process, maybe they change from person to
person. But | thought it might be good to provide
such an adaptation and custamizability option.

Establishing balance, being within the limits
(boundaries)... That is a value, actually. When we
measure it, it is a number, so that is a value. But,
they try to stay within those limits and there is a
balance for that too. So balance and boundaries
are actually like the two most important things, |
think. You know, in order not to experience that
thing that gives that ‘alert' thing [hyperglicemia or
hypoglisemia]. [...] Well, actually, | thought about it
as land boundaries that shouldn't be crossed.
And, a game, who guards their borders well?
Something between children. Like, | guarded my
land well as | stayed within the limits. | thought,
can | turn it into a gamified interaction?

0] Vit Simidonm i konauor ) (oam b)

——

Being a friend, having own characteristics...
There's a reason why diabetes becomes
obstinate. Is it that when you don't care about it
anymore? | thought that looking at these things
[reactions of diabetes] and understanding why it
happened might be important to prevent future
problematic situations. [...] So, getting to know
diabetes becomes important. Especially for
young children, maybe by concretizing it,
characterizing it and turning it into something
tangible might be important. [...]Maybe every
patient can turn their diabetes into a character,
like playing Sims. “My diabetes’ favorite thing
is...”, “My diabetes dislikes ...”, “What | can do to
calm down my diabetes is...”, “My diabetes think
of me as...”... One can get acquainted with her
diabetes by learning about her diabetes'
character.

Especially when you are transitioning from
childhood to adolescence to adulthood... During
childhood diabetes is under family management.
Then, this issue turns into a privacy issue after a
point, right? | wonder if there are devices that
only warn parents when their children have ups
and downs? | wondered, if at some point, when
the responsibility is being passed, switched to the
child, could there be something that would break
or limit the flow of information? All information
should not be conveyed to the family, but only in
case of an emergency. Or when children needs
help. So | found that privacy issue interesting.
Something might come out of there. It seemed
like something could be considered for that time
the patient move from childhood to adolescence,
for passing the responsibility .

Figure 5.12 : Subcategories of “DES-O: Design outcome”.
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Figure 5.13 : Sankey diagrams of “DES-O2: Interaction & interface”.

Design proposals regarding “interaction & interface” were most frequently triggered
by novel user metaphors describing “systems and processes”. These ideas were
developed by analyzing the structure of these metaphors and understanding their
influence on user perceptions. Designers often adopted the source domains of these
metaphors when conceptualizing user interactions with products and interfaces. They
then applied perceptual and procedural knowledge from these sources to shape their

design concepts.
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Figure 5.14 : Sankey diagrams of “DES-O3: Experience”.

Design proposals regarding “experience” were predominantly triggered by novel user
metaphors describing “inabilities and challenges” and “products and technologies”.
These ideas were evolved through exploring how these metaphors shape user
perceptions. Designers frequently adopted the source domains of these metaphors or
formulated new ones based on their analysis when envisioning new user experiences.

They then applied experiential, contextual, perceptual, and procedural knowledge

from these sources to shape their design concepts.
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Figure 5.15 : Sankey diagrams of “DES-O4: Product/ service/ system”.

Design proposals regarding “product/ service/ system” were most frequently triggered
by novel user metaphors describing “social relations”. These ideas were developed by
analyzing the structure of these metaphors and understanding their influence on user
perceptions. Designers often generated new source domains based on their analysis
when conceptualizing product/ service/ system ideas. They then mainly applied

procedural knowledge from these sources to shape their design concepts.
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5.5 The Roles Metaphors Play in Idea Generation Process

It is observed that designers used metaphors with various intentions in their idea

generation processes. Hence, specific examples of metaphor use were documented in

relation to following design outcomes.

When building inspirational insights, metaphors are utilized:

to specify design criteria, to identify conceptions that can be incorporated into
a design idea

In response to users’ emphasis on the importance of understanding the
character of diabetes, one of the designers defined customizability as a design
criterion for diabetes technologies, recognizing that characters and reactions

of diabetes may differ for each patient.

to enhance or avoid particular emotions

After reading user narratives on the importance of having people around who
“speak the same language”, one of the designers defined a targeted emotion for
a design intervention: to reduce the negative feeling of being a minority and to

increase the feeling of being recognized and accepted.

to frame a need, problem, or opportunity
One of the designers recognized the need for “something that gives motivation
or offers suggestions to support the patient in giving decisions” after realizing

that a patient perceived problematic situations as failures in a undertaken task.

When developing design ideas describing users' interactions with products and

interfaces metaphors are utilized:

to create perceptual change

The parent of a toddler described her daughter’s blood glucose as a rough sea
and explained how things calmed down after using an insulin pump.
Accordingly, one of the designers proposed a development in the interfaces of
blood glucose monitoring devices. The designer highlighted that sea conditions
can be “observed” immediately whereas graphics in existing user interfaces
require close inspection. As a result, he decided to use sea conditions as a
source to visually represent blood glucose levels in order to provide patients

with an immediate assessment of their day in terms of blood sugar values. The
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user could instantly see whether their sea was choppy or calm and view the

"complex and numerical side" if needed.

to assist the user in developing a felicitous mental model

One of the designers noticed that users talked about the relations between
carbohydrate intake, insulin, and blood glucose in terms of physical movement,
like a chase: Patients calculate the time they need to send insulin, for insulin to
catch the rising blood glucose level, and stop the rise and so on. Upon realizing
this metaphor highlights the importance of timing, and so allow users to
manage their insulin application with accuracy, the designer decided to adopt
this source. As a result, the designer created a conceptual interface where she

imagined the visualization of insulin “catching” or “stopping” blood sugar.

to bring playfulness

One of the designers used a novel user metaphor in which managing diabetes
treatment is conceptualized as driving a manual transmission car. The designer
carried entailments from the domain of driving a car and proposed the
gamification of the interaction with insulin pumps based on the identified
structural resemblances. Insulin treatment is conceptualized as a road trip.
Changes in blood glucose are represented as road changes in the proposed
interface. Based on the changes in the road, the patient would take the
appropriate actions. A slope in the road, for example, would indicate the need
for insulin intake, and the patient would choose the "hit the gas" option to pump

insulin.

to frame the interaction and set the tone
A designer personified the glucose monitoring device as a needy friend. The
device would have an attitude, would demand the patient's attention, and would

resent when left alone.

When developing a design idea defining a targeted experience, metaphors are utilized:

to define a new experience that offers a novel perspective of the design
situation

One of the designers who analyzed the user expression “becoming skillful/
masterful at managing diabetes”, thought that patients are in a continuing

learning process, and they can have more control over diabetes as they get
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experienced, i.e., “gain mastery”. She considered the source domain to be crafts
making and thought that adopting this source would assist users in overcoming
some of their concerns and dealing with the fact that this is a lifelong situation
with a more positive mindset. Consequently, she proposed educational tools,
which would help users progress through various levels of mastery, earning
titles such as apprentice or master as they learned about diabetes and its

treatment.

to create emotive change in a product’s experience

Based on how users describe how they feel about and perceive products they
use, such as “parts of body”, “a weight attached to the body”, “an excess”, etc.,
one of the designers reconsidered these products as fashion items with
statements. She recalled how some children desire to wear glasses regardless
of need and discussed the possibility of transforming diabetes products into

desired statement objects, using accessory as a source.

to frame the experience with a product

One of the designers took a care partner's expression of frustration, "being on
the alert for years," and proposed a monitoring product that will be on the alert
all the time, a product that will be on the watch at night so patients and care

partners can take a break.

When developing a design idea defining a product, service or system, metaphors are

utilized:

to frame an operation/ task

One of the designers moved from a user expression recognizing, “being able
to monitor the movement of blood glucose in real time” as the primary benefit
of the technology and came up with the idea of using “navigation” as a source.
She considered creating an application that functions as a navigation app to
monitor blood glucose levels. She identified aspects that can be mapped from
the source: monitoring live traffic, entering destination, viewing route options
and estimated arrival time, getting directions and traffic updates. Patients
would get directions for insulin application according to their blood glucose
levels at the time. Time estimations would be calculated based on entered data

regarding factors influencing blood glucose and insulin’s time of action.
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e to describe scenarios and user journeys
One of the participant designers, began with a patient's complaint about having
"her mother's eyes on her blood glucose measurements all the time". Relating
constantly being monitored to the issue of privacy, she imagined a system in
which the flow of information can be controlled, like an electrical circuit, and
responsibilities can be switched between patients and care partners. As the
child patients gain experience and become capable of managing their diabetes,
the data that parents can access will be limited, and they will only be notified

in cases of emergency.

e to describe a new use
Responding to the expression “attaching the insulin pump”, one of the
designers considered possible verbs derived from various source domains that
could potentially define a new interaction with diabetes technologies, such as

wearing the insulin pump like a bracelet, hat, or undershirt.

5.6 Revisiting Research Questions

To prepare a ground for discussing the implications of the study, here, the findings will
be revisited. The primary focus was to address two main research inquiries: (1)
identifying user metaphors conducive to idea generation, (2) exploring designers'

utilization of these metaphors for developing design proposals.

While different user metaphor categories have excelled in facilitating specific types of
design outcomes, overall, the category of "systems and processes" emerged as
particularly conducive to initiating design outcomes. This category is followed by

"social relations," "products and technologies," and "inabilities and challenges"
(Figure 5.16). Moreover, it was observed that designers utilized conventional and
novel metaphors towards different ends. Through conventional metaphors designers
gained insights into users’ conceptions and actions and built anticipations for future
actions. Conversely, novel metaphors enabled designers to reconfigure the design

situations in unconventional ways, facilitating the generation of novel yet compatible

design conceptualizations.

Relying on designers’ utilization of user metaphors, first, a framework that outlines

the process of idea generation utilizing metaphor analysis was built (Figure 5.17).
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Designers begin the process by examining user narratives to identify metaphorical
expressions. They deconstruct identified metaphors, explore their entailments, and
analyze how they shape user perceptions and behaviors. Along with framing
inspirational insights that can guide the design process, designers build metaphorical
associations leading to design ideas. In building a metaphorical association, designers
adopt source domains from user metaphors whenever they identify aspects or
entailments aligned with their design intentions. They also generate new sources if the
analysis reveals opportunities to address problems entailed by user metaphors, modify
detrimental or disadvantageous metaphorical conceptions, or introduce fresh
perspectives within described context. After establishing a conceptual metaphorical
association, designers proceed to mapping and transfer elements and properties from

the source to evoke specific meanings and implications in the user experience.

Co-occurrence frequencies of “DES-0: Design outcome” with
subcategories under “UME-T: Target domain of User’s ME”

Sytems and processes
Social relations

Products and technologies
Inabilities and challenges
Situation/ subject

Approaches and strategies

Practices
10 20 30 40 50 60 70

o

Figure 5.16 : User metaphor categories’ degree of conduciveness to idea generation.

Second, how these user metaphors were utilized by designers and the metaphor
categories that led to particular design outcomes and strategies were identified (Figure
5.18). Prominent relationships between metaphor categories and design outcomes that

can guide designers while using metaphors in the design process were distinguished.
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Figure 5.17 : The overview of idea generation utilizing metaphor analysis developed
through the findings.
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design implications
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Figure 5.18 : Prominent correlations between user metaphor categories and design
implications.
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6. PRACTICAL IMPLICATIONS OF THE STUDY

This dissertation yields two primary outcomes that can serve the practice of design:

e Informative materials to introduce designers to metaphors and the concepts

used to analyze them effectively

e A structured approach to adopt metaphor as an analytical tool for user-centred
design research and guidelines for developing design ideas based on the

analysis of user metaphors

The findings suggest that designers looking for information and inspiration in the
narratives of particular user groups, can benefit from using metaphor as an analytical
tool. Therefore, developed informative (workshop) materials can aid designers and
design researchers working with user-centred design methods. Presentation materials
that were used in these workshops are provided as Appendix D, and they can be readily
used to introduce metaphor to designers and design researchers. These materials can
also be used by design educators to introduce metaphor to design students, not only to
teach them how to analyze metaphors but also to make them more conscious of their
metaphors, the metaphors they adopt during their design processes.
Initial implementations were conducted in 3rd-year industrial design studio courses at
Istanbul Technical University during the Spring Semesters of 2020-2021 and 2021-
2022. Developed informative materials were used to introduce design students to
metaphors, as part of the “Design Through Generative Metaphors” project coordinated
by Ozge Merzali Celikoglu, Ph.D. These initial implementations revealed promising

outcomes.

In instrumentalizing metaphor as an analytical tool for design research, the developed
method provides designers with a structured approach for analyzing user narratives to
inform and inspire design process. Moreover, identified strategies can guide designers

in using the method for specific purposes.
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Additionally, a variety of design proposals based on the analysis of metaphors of
people living with diabetes was presented throughout this dissertation. These proposals

may inspire designers developing projects for people living with diabetes.

6.1 Probing User Metaphors: A design Research Method to Analyze Metaphors

in User Narratives to Inform Design

Probing User Metaphors (PUM) is a design research method developed based on the
findings of this dissertation, to systematically analyze metaphors in user narratives to
inform and inspire user-centered design ideas. The method consists of three main
stages: (1) collecting metaphorical expressions from target user group (relevant to
designers’ topic of interest); (ii) analyzing user metaphors and their entailments; and,

(ii1) translating metaphor analysis outcomes into design ideas.

As depicted in Figure 6.1, the process begins with the identification of metaphorical
expression in the elicited user narratives. Then, through analyzing these metaphorical
expressions in detail, as well as holistically looking into collected user metaphors,
designers construct an in-depth and nuanced understanding of users’ worlds.
Following, based on this understanding, designers generate guiding design frames
through building new metaphorical associations —by relying on user metaphors or

introducing new metaphors that are conducive to facilitate novel perspectives.

Here, how designers can put this method into action is illustrated, using examples from

the narratives of living with diabetes.
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Figure 6.1 : Stages of Probing User Metaphors (PUM).
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6.1.1 Stage I: Collecting metaphorical expressions

Collecting metaphorical expressions of a target user group or a particular topic requires

eliciting user narratives and identifying the metaphorical expressions in these

narratives.

Eliciting user narratives rich in metaphors: Narratives of the target user group
can be gathered by using unobtrusive measures from sources such as blogs or
online community conversations, as well as methods involving direct
elicitation of data from the potential users such as interview or ethnographic
conversation. While the use of unobtrusive measures can be time and cost
effective and provide design researchers with conventionalized metaphors
revealing users’ conceptual system, design researchers’ direct interaction with
potential users might enable the elicitation of novel and deliberately used
metaphors. Metaphor elicitation techniques (e.g. ZMET) or specific questions
to probe novel metaphors can be incorporated. Collected data can be enriched

by using several methods in a complementary way.

In case with people living with diabetes, questions below were found helpful
in triggering metaphor elicitation: “What was it like to learn about diabetes?”,
“What is it like to have diabetes/ live with diabetes?”, “What is it like to try
managing blood glucose?”, “What diabetes is like?”, “How do you
conceptualize diabetes treatment? What do you think is happening in your

body?”.

Identifying metaphor in natural language: 1dentification of metaphor has been
broadly associated with the detection of indirect meaning (Lakoff, 1986,
1993b; Gibbs, 1993). In a metaphorical expression, the vocabulary of another
domain is used to talk about a present concern. Thus, being attentive to the
words or phrases that are alien to the present context, that have basic meanings
in other domains is a good start for designers. For instance, the expression
“getting along with diabetes” would not make sense if it is taken literally
because one cannot interact with diabetes as one would with a person.
However, by bringing our knowledge of the source domain, i.e., human
relationships, into the context of coping with diabetes, we can understand the

intended meaning.
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6.1.2 Stage I1: Analyzing user metaphors and their entailments

Designers can progressively enhance their understanding of users’ understanding, by
moving between in-depth analysis of isolated instances of metaphors and holistic

analysis of metaphors that are used by a specific user group or for a particular topic.

o In-depth analysis of a metaphorical expression: To analyze user metaphors, it
is essential to deconstruct metaphorical associations, explore their entailments
and how they shape users’ perceptions and behaviors.

o Deconstructing metaphorical associations: Analytically, every
metaphor has a source domain more familiar than what is presently
perceived or talked about, which attends to a target domain that is
constructed, talked of, and perceived as a result of the metaphor being
used (Krippendorff, 2006). For instance, the metaphor of “getting
along” draws on our understanding of human relationships (the source
domain) to describe coping with diabetes (the target domain).
Understanding the metaphorical association requires seeing structural
resemblances, in other words correspondences, between the two
domains. In this case, diabetes corresponds to a person one can interact
with. Defining a source domain and its correspondences to the target
enables designers to see how, i.e., in which terms, the present concern

(target) is structured and understood (see Figure 6.2)

metaphorical expression
identified in user narratives

deconstructing metaphorical
associations source domain o-CurTespORdences | [ target domain
; the familiar domain from which we draw the domain that we try to understand
V metaphorical expressions through the use of the source domain
exploring the entailments of iafmants > present perceptions
the metaphor and how they vocabularies, explanations,
shape penple’s perceptinns patterns of understanding...
and hehaviors v
behavioral implications

Figure 6.2 : Analysis of a metaphorical expression identified in user narratives.

o Exploring the entailments of the metaphor and how they shape people’s
perceptions and behaviors: ‘“Metaphors carry entailments (Lakoff,
1987:168), which are patterns of understanding embedded in the

vocabulary of the source, from the source domain along the structural
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associations

v

exploring the entailments of
the metaphor and how they
shape people’s perceptions

and behaviors

resemblances into the target domain” (Krippendorff, 2006, p. 156).
Designers can analyze how a metaphor enables its users to talk about
and understand the target domain by identifying metaphorical
entailments. In the previous example, vocabularies and explanations
are carried from the domain of human relationships to the domain of
coping with diabetes. Conceptualizing diabetes as a person enables
users of this metaphor to talk about their “relationship” with diabetes,

its “character”, how it “responds” to treatment, etc. (see Figure 6.3).

“getting along with diabetes”

|

correspondences [ target domain

source domain

“HUMAN RELATIONSHIP” (person- diabetes) “COPING WITH DIABETES”
entailments =
> present perceptions
“establishing a relationship with personafied diabetes with differing
diabetes,” “character of diabetes,” traits, differing dynamics and
‘reactions of diabetes” responsibilities in the relationship

with diabetes, agency of diabetes

hehavioral implications
trying to get to know diabetes,
observing its reactions, learning
how to respond to its reactions...

Figure 6.3 : Analysis of a metaphorical expression identified in user narratives:

“getting along with diabetes”.

Identification of metaphorical entailments enables designers to explore
the perceptual and behavioral implications of understanding the target
in terms of the source. The personification of diabetes, for instance,
implies agency for diabetes, entailing the idea that each person’s
diabetes can have differing “traits” and so their “responses” to
treatment might differ. Patients striving to “get along with diabetes,”
invest time in understanding their diabetes and getting to know its
character by observing its reactions. Depending on the personification
of diabetes and the nature of the relationship they establish with it,
patients decide how to perceive and respond to different situations.
Some attribute childlike traits to their diabetes and aim to “care for” it,
while others might perceive diabetes as a relentless adversary, leading
them to vigilant behavior. For a designer, it is essential to determine
whether the adopted metaphor’s entailments lead users toward
problems, undesirable feelings, and unfavorable behaviors or enable

them to overcome challenges and embrace desirable behaviors.
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e Holistic analysis of metaphors employed by a specific user group or for a

particular topic: While the analysis of each metaphor can reveal important

insights and trigger design ideas, a holistic look into metaphors employed by a

specific user group or for a particular topic can also aid designers in developing

a comprehensive portrayal of potential users’ worlds. After getting familiarized

with common ways of speaking, designers can identify dominating metaphors,

recurring themes and concepts, as well as metaphors offering novel

perspectives. A comparative analysis of metaphors and exploration of

alternative metaphors’ effects on user perceptions and actions can provide

designers with important insights, unveiling the overall conceptualization that

becomes partially highlighted and hidden by single metaphors (Figure 6.4).
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Figure 6.4 : Exploration of alternative metaphors’ effects on user perceptions.

For example, designers exploring metaphors surrounding diabetes treatment

would recognize that conceptualizing blood glucose management as a

balancing issue is widespread. Individuals with diabetes often describe how

they calculate insulin “equivalents” of the foods they eat, striving to “keep”

their blood glucose “at balance”. This conceptualization implies that balancing

blood glucose relies on a simple equation, highlighting the importance of food

quantity and type. However, a broader examination reveals that this depiction

obscures certain crucial factors, such as the timing of insulin application.

Exploring alternative metaphors, such as viewing blood glucose as a dynamic

entity and diabetes treatment as a synchronization issue, brings about

considerations on timing. Patients try to “synchronize” the effect of insulin and

food intake, considering the varying “speeds” at which different nutrients

“rise” blood glucose, and the “time” it takes for insulin to “reach the
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bloodstream”, “catch” the rising blood glucose, and “bring it back” into range.
While the balancing metaphor simplifies understanding, it also risks neglect of
crucial aspects, such as insulin’s speed of action or the rate at which different
foods affect blood glucose levels (Figure 6.5). By exploring diverse metaphors
around a topic and their entailments, designers can identify holistic insights for
developing effective mental models. This eventually empowers designers to

develop interventions to nurture positive behavioral change.
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Figure 6.5 : Exploration of alternative metaphors’ effects on user perceptions: Blood
glucose management metaphors.

6.1.3 Stage I1I: Translating metaphor analysis outcomes into design ideas

Analysis stage provides designers with an empathic understanding of the situation and
context, offering insights into the underlying conceptions behind users’ particular
feelings, needs or problems. They can grasp how users frame and make sense of their
experiences, and approach users’ perceived realities, discerning what their metaphors
highlight and obscure. Eventually, the analysis of user metaphors enables designers to
construct the world of users, with a deep and nuanced understanding of users’

understanding.

Based on this understanding, designers can develop metaphorical frames to guide their
design processes. There are at least three different approaches designers can rely on
when developing these guiding metaphorical frames: (i) adopting existing user
metaphors to comply with users’ meaning worlds; (ii) deriving metaphors from
prevailing ones to extend the horizons of users’ frame of experiences, to facilitate new
conceptions that are compatible with users’ realities; and, (iii) introducing new
metaphors to reveal unexplored avenues for design, facilitate novel perspectives, or

challenge and replace existing conceptions.
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® Adopt: Designers can adopt user metaphors to build guiding design frames by:

defining design criteria that take into account the aspects user metaphors entail,
hide and highlight; determining emotions to foster or mitigate in alignment
with their perceptions; and describing needs, problems, or opportunities within

their habitual frames of experience.

The analysis of an expression, such as “being alone with the disease,” reveals
the need to address the feeling of loneliness implied by the disease’s
conceptualization as a stranger. Designers working to create a product like a
metaphorical “company” for the user, for instance, adopt the user's metaphor
as it is and aim to explore all of its possible entailments to generate design

concepts that will fit within user's perceptions.

Derive: Designers can derive similar sources from the source domains of users'
metaphors if they promise felicitous conceptions and positive behaviors.
Derivation helps designers to come up with rich and more applicable sources

that are still compatible with user conceptualizations.

For instance, healthcare professionals try to teach child patients to “take care
of their diabetes,” as they have observed that this conceptualization cultivates
a positive mindset in adapting to life with diabetes. The metaphorical
expression “taking care of diabetes” can be related to “taking care of a pet” and
lead to design concepts where learning to live with diabetes is conceptualized
as taking the responsibility of a living being, like a pet. Hence a new source,
which is derived from the original source of the user metaphor is generated. In
this context, the new source, the pet, is embodied mainly by the original source,

a living being, but still offers new entailments for a novel conceptualization.

Change: Metaphor analysis can reveal opportunities for change and trigger the
creation of generative metaphors. The impetus for change can come from
different kinds of insights, such as a detrimental conception or an identified
deficiency of a mental model embedded within a user metaphor. It is suggested
that, even mere recognition of the metaphoricity of an expression can open new
avenues for design. Realizing that an expression, a conceptualization is
metaphorical is realizing that it can be replaced (deconstructed and

reconstructed), lead designers to think about different possibilities. Introducing
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new metaphors can serve various intentions of designers, such as creating a
perceptual change, avoiding detrimental entailments, replacing deficient

mental models and eventually constructing new realities.

For instance, the idea that “diabetes has a math” and “mastering” this “math of
diabetes” is crucial for patients is a common metaphor that is often frustrating
for patients and their care partners. This conceptualization implies that by
understanding and correctly applying this “math,” one can consistently achieve
desired outcomes, leaving no room for unexpected issues. However, it leads to
confusion and frustration when patients face problems despite doing
everything “right”. Realizing the frustrating or misleading entailments of the
user metaphor and introducing novel supportive metaphors can help to generate
a positive mindset and empower users by providing them with fresh
perspectives while dealing with difficulties. Conceptualizing diabetes
management as “experimentation,” for instance, can open new paths, leading
patients to recognize the influence of numerous factors and embrace the

necessity for an ongoing learning process.

Essentially, these guiding design frames are metaphorical associations build by
designers, between a formulated source (adopted, derived, newly generated) and an
aspect of the design subject. They can be the sole outcome of metaphor analysis and
serve design process by bringing research findings into an actionable form through
framing a need, problem or opportunity, specifying design criteria, or defining the
experiential purpose of the design intervention. They can also be used to develop
detailed design proposals to improve the lives of users and other stakeholders. When
moving towards design concepts and solutions, these metaphorical frames can shape
products, experiences, interactions and/or systems, as designers make the metaphorical
associations perceivable to the users with various intentions. In that case, designers
proceed to mapping, i.e., transferring aspects and elements of the source they
formulated to the target aspect of the design subject, to evoke certain entailments in
the user experience. Metaphors serve various intentions of the designers, as explained

1n section 5.5.
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6.2 Strategies Suggested for Designers Starting Design Research with a

Particular Intention

The findings of this dissertation also provide recommendations for designers starting
the process with a particular intention. When generating ideas for a predetermined
design outcome type (interface, product, service, etc.), a defined product type (e.g.
blood glucose monitoring system, insulin pump, etc.), or a particular experience,
searching for metaphors describing certain aspects of the topic of designers’ interest
can increase the effectiveness of the method and save design researchers some time. It
is observed that different kinds of user metaphors have aided designers in the
generation of specific types of design outcomes. Accordingly, it is suggested for
designers/ design researchers who intend to look into the narratives of their potential
users with a particular intention, to search for certain types of user metaphors.

e When developing interactions and interfaces, metaphors used to describe
relevant systems and processes are important sources of information and
inspiration (e.g., in the design process of a blood glucose monitoring device
interface, probing metaphorical expressions diabetes patients use to describe
their understanding of the factors influencing blood glucose and the way
diabetes treatment works would be useful). Analysis of conventionalized
metaphors (describing systems and processes) can enable designers to reveal
user mental models and understand how users make sense of relevant systems
and processes. Exploring how different metaphorical conceptions influence
user behaviors can help designers distinguish between metaphorical
entailments that aid users in developing a useful mental model and the ones
that might cause misinterpretations and unwanted behaviors. Consequently,
designers can identify aspects and concepts that are important in creating a
felicitous mental model and so build metaphorical associations to highlight
them, to evoke entailments of the apt user metaphors, by bringing their source
domains forward. Moreover, designers can frame the interaction and set the
tone adopting both conventional and novel metaphors. They can also look into
the novel metaphors of users, which has concrete properties that are mappable,
or generate new metaphors to bring playfulness into user’s interaction with the

products and interfaces.
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When developing a particular experience, metaphors describing users’
conception of and experience with relevant products, technologies, services
and systems, and metaphors explaining the inabilities and challenges they
experienced in relation are important sources of information and inspiration
(e.g., adesigner working on enhancing the experience of learning diabetes self-
treatment can get insights by exploring how patients metaphorically describe
their experience in the diabetes service after diagnosis and their meeting with
diabetes technologies, along with the difficulties and challenges they
experienced).

Exploring how difficulties and challenges are conceptualized enables designers
to identify needs and frame them in a way that are compatible with users’
worlds. On the other hand, analyzing how users metaphorically describe
existing products, services and systems and their experience with them can
reveal potential avenues for intervention. Based on their understanding of
prevalent user perceptions, designers can introduce new metaphorical frames
to create emotive change in a product’s experience, to convey targeted qualities
and characteristics, to express desired messages and symbolic meanings.
Additionally, looking into how users metaphorically describe their approaches
and strategies relevant to designers’ topic of interest, and identifying metaphors
offering novel perspectives can inspire designers. Adaptation of these novel
metaphors in design ideas can also enable users to see things in new ways.
When developing a product, service, system design, metaphors used by
potential users when describing social relations relevant to designer’s topic of
interest is an important source of information and inspiration. The analysis of
these metaphors found to be particularly useful in reconceptualizing the
relations among products, services and stakeholders, and describing new
service/ system scenarios and user journeys. On the other hand, in the special
case of improving an existing product, the way potential users metaphorically
describe the product, as well as its functions, features, advantages and
disadvantages, can reveal important insights into the perception of the relevant
product/ technology. Additionally, identifying and analyzing metaphors used
to describe practices relevant to the product/ service/ system in question, can
allow designers to explore the entailments of conventionalized metaphors and

led designers to think of new conceptualizations and enhanced use situations.
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7. CONCLUSION

Metaphor analysis, originating from the field of cognitive linguistics (Todd &
Harrison, 2008), has been embraced in various academic fields, elucidating individual
and social experiences and contributing to the understanding of human cognition
(Ignatow & Mihalcea, 2017; Redden, 2017). However, its role remains relatively
underexplored in design research. Existing literature focuses heavily on designers’
generative use of metaphors (e.g. Cila et al., 2014; Cila, Ozcan, & Hekkert, 2012;
Dove, Lundqvist, & Halskov, 2018; Logler, Friedman, & Yoo, 2018), leaving
metaphor’s analytical potential aside. Although some scholars acknowledge the value
of exploring users' and other stakeholders' metaphors for human-centered designers
(e.g. Krippendorff, 2006; Madsen, 1994; Martin & Hannington, 2019), empirical
research on how designers can analyze and utilize these metaphors are scarce. Studies
exploring the contribution of metaphors during the research phase are limited (e.g. Ko,

2017; Marradi, n.d.; Ticketts & Lockton, 2019).

Addressing to this gap in design research, this dissertation explored metaphor as an
analytical tool that can assist designers in analyzing user narratives. Building on the
cognitive linguistic view of metaphor (Lakoff & Johnson, 1980), this study expands
our understanding of how metaphors can enrich the design process by highlighting the
valuable insights that users’ metaphors can provide. Through an empirical study, how
user metaphors contributed to the generation of user-centred design ideas was
explored. A procedure for engaging designers with user metaphors, where they went
through a systematic metaphor analysis process and generated design ideas, was
developed. 13 participant designers worked with metaphors in diabetes narratives and
generated design proposals to improve the lives of people living with diabetes, based

on their analysis of metaphors.

The empirical study's outcomes were analyzed using content analysis, focusing on two
main research inquiries: identifying user metaphors conducive to idea generation and
exploring designers' utilization of these metaphors for developing design ideas. Based

on designers’ analysis and utilization of user metaphors, first, a framework describing
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idea generation through metaphor analysis was built. This framework outlined
categories of user metaphors, strategies used to analyze them, various ways metaphor
analysis informs and inspires idea generation processes, and different kinds of design
outcomes generated based on metaphor analysis. Furthermore, the analysis of
designers’ idea generation processes revealed metaphor categories more conducive to
initiating design ideas, prominent correlations between metaphor categories and
particular kinds of design outcomes, and various uses of metaphors in design ideas.
Overall, findings demonstrate the potential in exploring user’s metaphors in design
research. Employing metaphor as an analytical lens is observed to empower designers
to grasp potential users' perceptions and behaviors, ultimately inspiring the

incorporation of metaphors to enhance user experiences in diverse ways.

The findings offer particular ways and insights that designers can benefit from while
working with user narratives. Based on the findings, a design research method, Probing
User Metaphors (PUM), is developed. This method offers design researchers,
designers and design students, a systematic technique to analyze metaphors in user
narratives, informing and inspiring the idea generation process. Additionally, the
informative materials developed within this dissertation serve as a resource for

designers seeking a deeper understanding of metaphors.

Additionally, in the context of designing for people living with diabetes, this study
provides a variety of design proposals grounded in the analysis of metaphors used by
individuals with diabetes. These proposals offer new insights to improve the lives of

people living with this condition.

Along with the outcomes serving for design practice, this dissertation has made
contributions to metaphor research, as well as design research literatures. It has
expanded the literature on metaphors in design research by investigating the
underexplored area of user-generated metaphors and their integration into the design
process. This study highlights the potential of metaphors to deepen our understanding
of users and enrich design outcomes, providing empirical findings that demonstrate

the value of discovering user metaphors.

The dissertation also contributes to metaphor research by broadening the application
of metaphor analysis. Unlike its conventional use in social sciences, metaphor analysis

transcends its typical explanatory and descriptive functions in design research.
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Its adaptation is proposed to facilitate meaningful human-centered interventions and
creative design implications. The critical consideration of metaphors has proven
beneficial in facilitating practical outcomes, ranging from interventional applications
(Hanne & Hawken, 2007) to developing communication tools (e.g. Goering, 2015;
Macagno & Rossi, 2019; Rossi, 2016). In case of design research, metaphor analysis
provided designers with a profound understanding of the worlds of people they are
designing for, offering an insightful and fertile ground for idea generation. Having an
understanding of the metaphors shaping the way people make sense of their
experiences, enable designers to analyze present circumstances to imagine new
possibilities. The way designers deconstruct existing conceptions and envision
changes through generative metaphors can inspire other critical approaches in using

metaphor analysis for practical outcomes.

7.1 Discussion on Adopting Metaphor Analysis in Design Research: Value,

Challenges, and Strategies

In using metaphor analysis method in the context of design research, the important
thing is to identify user metaphors that designers can utilize. Thus, for an effective
adaptation of metaphor analysis, the focus should be on how metaphors shape their
target domains: what entailments are taken from the source domain and how they
transform the perception of the target domain, which in turn determines how users

behave.

Obtaining insights into how people’s conceptions and actions are structured
metaphorically and being able to identify metaphorical entailments shaping everyday
life can help designers to interpret and facilitate their interactions with the designed
world. Through analyzing metaphors, designers can comprehend people’s mental
models, explore their perceptions regarding existing products and systems, and

interpret their consequent behaviors.

When moving towards idea generation, the adoption of metaphor analysis provides
designers with a data-based foundation with rich insights. The perception of metaphors
offers designers opportunities for doing something for, against, about, or with the
situation the users describe. As embracing the theoretical basis of metaphor analysis
entails the recognition of the constructed nature of concepts and meanings, its use also

fosters a critical and deconstructive way of thinking. Acknowledging how people’s
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everyday realities and practices are structured metaphorically enables designers to
question and deconstruct prevailing conceptions, making it possible to envision
changes in what seems to be situated, and so empowers designers to explore uncharted
areas. Thus, designers can move from the descriptions of current situations to
proposals of desired or unexplored ones, generating alternative metaphors that can lead
to different design conceptions, since “by changing metaphors, new pathways can

emerge”(Inayatullah, Izgarjan, Kuusi, & Minkkinen, 2016, p. 110).

Knowing what metaphors are and how they work also engages designers with self-
reflection when describing and justifying their designs. Hence, they can develop
alternative conceptions through the variety of sources and entailments. Furthermore,
designers can purposefully employ metaphors in their designs to guide user behaviors
and create new experiences by anticipating how the perception of these metaphors may

impact potential users.

Paying attention to metaphors of others is beneficial for designers during their research
activities as well: Metaphors play a significant role in enhancing communication
between different stakeholders during this process since designers are also facilitators
of the communication between different parties, such as manufacturing, marketing and
finance departments. An awareness of stakeholders' metaphors helps designers in
noticing different perspectives and eventually, promotes a shared understanding

among all stakeholders.

As explained, paying attention to metaphors when conducting, analyzing, and
translating design research can contribute to design process in different ways. It is
envisioned that metaphor analysis can serve particularly well in cases designers deal
with target groups, which constitute a community, who share common characteristics,
conditions, interests, backgrounds, and/or purposes, along with shared narratives and
a common language. Metaphor analysis can offer designers a versatile approach to
empathetically engage with diverse communities to foster meaningful design
interventions. Designers can apply metaphor analysis to craft inclusive experiences for
marginalized communities, such as refugees resettling in a new country, where
understanding their shared narratives and metaphors could foster empathy and
effective communication. Similarly, a design project aimed at improving accessibility
for individuals with disabilities can create new ways of experiencing urban

environments for all citizens. By analyzing metaphors commonly used by these
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communities, designers can gain a deeper understanding of the challenges they face
and develop effective solutions that resonate with their realities. In the realm of
educational technology, metaphor analysis can inform the design of learning platforms
tailored to specific student communities, such as virtual classrooms for children from
diverse cultural backgrounds, where metaphorical representations can help overcome
linguistic and cultural barriers. This approach can extend to diverse scenarios to
enhance empathy, while designing for local communities, patients with mental
disorders, older adults with limited socialization, and so on. These speculative
scenarios illustrate the versatility and potential impact of incorporating metaphor
analysis into design process across a range of contexts and user groups. Particularly,
in cases where designers are less familiar with the context and users, exploring
metaphors can build a bridge to overcome otherness and help designers to obtain a

deeper second order understanding of users.

Adopting metaphor as an analytical tool in design research presents certain challenges.
Experienced designers, particularly those with prior user research experience, would
show greater ease in generating ideas using metaphor analysis and building deeper
metaphorical connections in design ideas. Past studies suggest that while metaphors
can be beneficial for both novice and expert designers throughout various design
phases, a more effective application of metaphors often requires expertise (Casakin &
Goldschmidt, 1999; Casakin, 2011). Novice designers might encounter difficulties,
particularly in the later stages that involve mapping, transferring, and applying
structural relationships to design problems (Casakin, 2011). Furthermore, experienced
designers tend to create deeper metaphors by focusing on non-salient qualities of the
target (Cila, 2013). On the other hand, designers should cautiously approach
incorporating metaphors into their designs. Despite their usefulness, metaphors can
occasionally mislead users, causing communication issues (Cheng et al., 2019;
Hekkert & Cila, 2015). Inadequate understanding of metaphor analysis may yield
deficient user insights and inadequate applications lacking meaningful transfer.
Further research is needed to better guide designers and design researchers in deciding
when and in what kinds of cases to use the metaphor analysis method and how to apply

it more effectively.
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7.2 Limitations and Future Research

This study focused on investigating how designers can effectively employ the
metaphor analysis method while engaging with user narratives to generate design
ideas. To accomplish this objective, a data collection procedure accommodating
designers' inherent working styles, which can be adapted to diverse approaches, was
generated. Following a particular procedure, designers interpreted user narratives with
metaphor analysis and generated design proposals. However, this approach presented
challenges that required the development of specialized strategies to ensure the validity

and the reliability of the analysis, along with certain strengths and limitations.

The data collection process was time-consuming: gathering user narratives, preparing
the designers for the task, and executing the procedure with designers required
extensive time. The intensive data collection process led to a more focused and, albeit
smaller, sample size, constraining the researcher’s ability to draw definitive
conclusions. However, the outcomes were helpful for conducting in-depth analyses so
that individual experiences could be examined thoroughly. Hence, different idea

generation processes that utilized metaphor analysis could be observed.

The systematization of the idea generation process was challenging, as it was
inherently fluid and continuous. To address this, each idea generation sequence was
framed as a series of consecutive steps driven by identified metaphorical expressions.
While this conceptualization facilitated systematic analysis, it required the researcher

to neglect designers' genuine experiences.

The use of qualitative content analysis allowed the researcher to systematically
describe the collected data, focusing on the relevant aspects of the material (Schreier,
2012). The subjective nature of qualitative coding and the need for skilled
interpretation necessitates the assessment of reliability and validity of the analysis. It
was the researcher who primarily carried out coding, and a second suitable coder
familiar with the research topic and equipped with adequate knowledge on metaphor
analysis was not available. Hence, intra-coder reliability was checked, and the co-
advisors and one external design researcher were involved in the assessment and
refinement of the coding frame. While the consistency, stability and correctness of the
coding was ensured by comparisons across points in time, intersubjectivity of the

results of the analysis was checked through the involvement of peer researchers.
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As a result, the process of idea generation through metaphor analysis was described
by identifying useful metaphor categories, diverse analysis strategies, and varied uses
of metaphor. In considering the findings’ comprehensiveness and generalizability, it
is crucial to recognize the potential influence stemming from the chosen target user
group, along with the sample size and the coding frame structure. Specifically, the
usefulness of identified metaphor categories may vary depending on the context and
subject matter. Furthermore, the coding frame inevitably specified particular aspects
of metaphors, potentially overlooking other dimensions like source domain nature or
mapping system characteristics. Future research employing diverse user groups and
metaphor categories may expand the findings, offering broader and more widely

applicable interpretations.

The findings demonstrate that designers can effectively utilize metaphor as an
analytical tool in design research to analyze and interpret user data for generating
design ideas. Analyzing user metaphors has proven beneficial in facilitating idea
generation processes when designing for specific user groups, allowing designers to
gain deeper insights into user conceptions and behaviors. This approach facilitates the
exploration of various avenues for enhancing user experiences. Moreover, adopting
metaphor as an analytical lens empowers designers by fostering a critical and
deconstructive mindset. Metaphor is recognized as a powerful instrument that
facilitates reflection, communication, understanding, and reconceptualization.
However, variations were observed in designers' abilities to identify, analyze, and
utilize metaphors. To evaluate the impact of experience, background or other possible
factors on designers’ ability to instrumentalize metaphor analysis, further research is

required.

Additionally, to demonstrate the impact of adopting metaphor as an analytical lens on
idea generation more clearly, future research should consider employing a control
group. Such a study design would help isolate the specific effects of using metaphor

analysis in the design process, offering clearer evidence of its value.

Furthermore, the outcomes generated by participant designers in the current study were
initial design proposals rather than finalized designs. These preliminary proposals,
while insightful, do not fully capture the potential effectiveness and user reception of
the designs when implemented in real-world settings. Future studies that test how

finalized designs or prototypes, developed based on metaphor analysis, are perceived
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by potential users may provide more robust evidence of the practical benefits of
metaphor analysis in design. Such research could involve expert reviews, user testing
and feedback on prototypes to gauge their usability, appeal, and overall effectiveness.
This approach would offer a more comprehensive understanding of how metaphor
analysis can enhance design quality and user experience. It can also reveal potential
risks and pitfalls, providing better guidance for designers. Scholarly inquiry into the
comprehension of metaphorical designs underscores the necessity for a cautious
approach, premised upon the recognition of metaphors’ potential to engender user
misinterpretations and communicative incongruities (Cheng et al., 2019; Hekkert &
Cila, 2015). Therefore, critical consideration of metaphors is crucial for their
successful integration into design processes. Likewise, exploring the long-term impact
of metaphor analysis-based designs in real-world settings could provide valuable
insights. Longitudinal studies could be conducted to examine how these designs
perform over time and whether the initial insights gained from metaphor analysis
continue to hold relevance and effectiveness in long-term use. Overall, these future
research directions could significantly strengthen the argument for integrating

metaphor analysis into design practices.

On the other hand, it is also envisioned that attention to metaphors can reveal new
benefits and potentials in co-creativity settings. In co-creativity settings designed with
participatory approaches, stakeholders other than designers are provided with tools
that are aimed at facilitating their creativity (Sanders & Stappers, 2008; Sanders,
2002), but maybe one creative tool that all humans possess is undervalued, that is
figures of speech in language, in particular metaphors. Creativity in language use is
pervasive in everyday life, especially in interactions in common speech (Carter, 2004,
p. 54). Thus, the recognition of all stakeholders’ potential creativity through language
use can pave the way for new approaches to co-creation. Conversation can be
reconsidered as the new setting of co-creation and figures of speech as tools to support
creativity. Further research can explore the diversity of cases where designers can use

the metaphor analysis method effectively.

Hopefully, this investigation will serve as a basis for further research on the
incorporation of metaphors in research and ideation phases of design and encourage
designers to be conscious of their stakeholders’ metaphors as well as their own

metaphors when designing.
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Appendix A: Interview guides

GORUSME REHBERI
DiYABETLI YAKINLARIYLA YAPILACAK GORUSMELER iGIN

GORUSME ADIMLARI:
1. Tanigma — Kendini tanitma
Gorusmenin amacinin kisaca anlatiimasi
Ses kaydi i¢in izin aima
Gorusme soru setinden destek alarak gérugmenin yrutilmesi
Tesekkur ve temasta kalma ricasi

oM~

DEMOGRAFIK BiLGiLER:
"oyas
= cinsiyet
= Ogrenim/ ¢alisma durumu
= aile/ hanede yasayan kisi sayisi
GORUSME SORULARI:
Diyabet ile tamsma
= (ocugunuz ne zaman tani aldi?
= Diyabet size ilk olarak ne zaman ve nasil anlatildi?
= Ne hissettiniz? Nasil tepki verdiniz?
= Diyabetin nasil bir sey oldugunu digindunuz?
= Cocugunuza diyabeti nasil anlattiniz? Nasil tepki verdi?

Diyabeti ve diyabetle yasami tanimlama, diyabetli algis
= Tip-1 diyabet nedir kisaca anlatabilir misiniz?
= Diyabeti ve diyabet ile yagamay: bir iki kelime ile tarif etmenizi istesem, diyabeti
neye benzetirsiniz? Diyabet ile yagamayi neye benzetirsiniz?
= Diyabet yonetimi, giindelik yasam, rutinler, problem anlari uzerindeki
etkisi
= Diyabeti nasil tarif ettiginiz zaman i¢inde degisti mi?
= Toplum, gevrenizdekiler diyabet ve diyabetli hakkinda ne biliyor, diyabetliyi
nasil tanimhyor?
= Nasil tanimlanmah? Nasil adlandinimah? (Diyabetli, diyabet hastasi,
diyabetli birey, diyabetle yasayan bireyler, seker hastasi, sekerli, fazla
sekerli, seker ¢ocuk...)

Diyabet ile yasamay: 6§renme
= Diyabet yagamay! 6grenme sirecinizden bahseder misiniz?

= Diyabet egitimi surecinizden bahseder misiniz? Nasil, nerede, kim
tarafindan verildi? Nasildi, nasil daha iyi olabilirdi? Bu suregte kimler
6nemli rol oynadi?

= Bu suregte hayatinizi kolaylagtiran ve zorlastiran seyler nelerdir?

Figure A.1 : Interview guide for care partner interviews (Turkish).
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Hayat tarz degisiklikleri, yeni rutinler
= Adaptasyon sUlrecinizden biraz bahsedebilir misiniz?
= @Glndelik yagsaminizda neler degisti?
= Bu degigiklikler size neler hissettirdi?

Diyabet yéonetimi, tedavi, 6nemsenmesi gereken noktalar
= GUnlik rutininizi anlatabilir misiniz?
= Beslenme, ila¢ kullanimi, kullanilan triinler ve teknolojiler, egzersiz...

Kan sekeri, karbonhidrat
= Kan gekerini nasil tanimlarsiniz? Neye benzetirsiniz?

= Nasil davraniyor/ hareket ediyor?

= Diyabetle yasayan biri i¢in dnemini nasil anlatirsiniz?
= Karbonhidrati nasil tanimlarsiniz? Neye benzetirsiniz?

= Kan sekeri ve besinler, Ozellikle karbonhidratlar, arasindaki iligkiyi nasil
anlatirsiniz?

= Gocugunuzun kan sekerini en ¢ok etkiledigini digtnduginuiz seyler neler?

= Cocugunuzun kan sekeri ile ilgili ideal senaryo nasildir? Endise verici senaryo
nasildir?

= Cocugunuzun kan sekeri ilgili hedefinizi nasil tanimlarsiniz?

= Kan sekerini istenen gekilde tutmak i¢in dikkat edilmesi gereken en 6nemli
noktalar nelerdir?

Ol¢im
= Olgiim yapmak igin hangi Griind kullaniyorsunuz?
= Gocugunuz 6lcimlerini kendisi mi yapiyor? Ne zamandir?
= Ne siklikla 6lcim yapiyorsunuz? Dizenli 6lciim yapmak nasil hissettiriyor?
" (")I(;i]m ile ilgili deneyimlerinizden, Olcim cihazinin kullanimindan ve
Ozelliklerinden bahsedebilir misiniz?
= Kullanmay nasil égrendiniz? Ogrenme ve adaptasyon siirecinizi
kolaylagtiran ve =zorlagtiran gseyler nelerdi? Cocugunuza nasil
Ogrettiniz?
= Faydal buldugunuz &zellikler neler? Gereksiz buldugunuz &zellikler
neler?
= Bu Grind kullanmaniz diyabet yénetiminde herhangi bir degisiklige
sebep oldu mu?
= Herhangi bir sorun yasadiniz mi? Yasadiysaniz kisaca anlatabilir
misiniz? Sizi rahatsiz eden endiselendiren bir sey var mi?
= Kullandiginiz 6lgim cihazinda degistirmek istediginiz bir sey var mi?
= Kullanmakta oldugunuz él¢gim cihazindan farkh bir cihaz kullandiniz
mi1? Kullandiginiz cihazlar arasinda nasil farkhlklar var? (avantaj/
dezavantaj)
= Diyabete yabanci birine 6lgim cihazini, hayatinizdaki yerini anlatirsiniz? Neye
benzetirsiniz?

Figure A.1 (continued): Interview guide for care partner interviews (Turkish).
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insilin

= Tip-1 diyabetle yasayan biri i¢in insulin ne demektir? Neye benzetirsiniz?

= Insiilin uygulamasi i¢in hangi Griind kullaniyorsunuz? (insiilin pompasi (tiirti)/
insulin kalemi) Deneyimlerinizden, GrGnin kullanimindan ve 6&zelliklerinden
bahsedebilir misiniz?

= Bu Urtinl ve hayatinizdaki yerini nasil anlatirsiniz?

= Kullanmay! nasil é6grendiniz? Gocugunuza nasil 6grettiniz? Ogrenme
ve adaptasyon surecinizi kolaylastiran ve zorlagtiran seyler nelerdi?

= Faydali buldugunuz &zellikler neler? Gereksiz buldugunuz &6zellikler
neler?

= Bu Gran0 kullanmaniz diyabet yonetiminde herhangi bir degisiklige
sebep oldu mu?

= Herhangi bir sorun yasadiniz mi? Yasadiysaniz kisaca anlatabilir
misiniz? Sizi rahatsiz eden, endigelendiren bir sey var mi?

= Kullandiginiz Grinde degistirmek istediginiz bir sey var mi?

= Kullanmakta oldugunuz urinden farkh bir Grin kullandiniz mi?
Kullandiginiz  Grtnler arasinda nasil farkliliklar var? (avantaj/
dezavantaj)

= Insiilin uygulamasini gocugunuz kendisi mi yapiyor? Ne zamandir?

Kayit
= Tedaviyle ilgili nasil kayit tutuyorsunuz?
= Nelerin kayd tutulmali?
= Bu kayitlardan nasil faydalaniyorsunuz?
= Kayitlari nasil tutuyorsunuz? Diyabet gunligu kullaniyor musunuz?

Tedavi siirecine dahil olan kisilerle iliskiler

= Hastaneye ne siklikla gidiyorsunuz? Saglik profesyonelleri ile iletisiminizden
bahsedebilir misiniz?

= Hangi durumlarda saglk profesyonelleri ile iletisime gegiyorsunuz?

= Diyabet tedavinizde/ yénetiminizde saglik profesyonellerinin rolini
nasil tanimlarsiniz?

= Siz, ¢gocugunuz ve ailenizin diger tyeleri arasinda belli bir ig bélimu s6z konusu
mu? Sizin ve ¢cocugunuzun sorumluluk aldiginiz alanlar neler?

Kritik noktalar, donim noktalari, oneriler
= Diyabetle yagsamda énemsenmesi gereken en kritik noktalar neler?
= Kan gekeri hedeflerinin digindaki diger hedefleriniz neler?

= Cocugunun diyabetli oldugunu yeni 6grenen birine tavsiye verecek olsaniz
neler sdylerdiniz?

= Cocugunuzun her an yaninda tasidigi, olmazsa olmaz seyler neler?

= Diyabetle tanigmanizdan itibaren, diyabet yonetimi yaklagiminizi, diyabetle
yasayisinizi 6nemli sekilde degistiren bir sey oldu mu? (dénum noktasi)

Figure A.1 (continued): Interview guide for care partner interviews (Turkish).
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Zorluklar, problemler, endiseler, yilgmliklar, acil durumlar
= Cocugunuzun diyabetli oldugunu hatirlatan anlar neler?
= Diyabetle yasamanin en zor yani nedir sizce?
= Diyabetle ilgili sizi en ¢ok endigelendiren veya korkutan sey nedir?

= Cocugunuzun yaninda olmadiginizda sizi endiselendiren bir sey var
mi?
= Sizi en ¢ok yoran, yildiran sey nedir?
= En son yagadiginiz acil durumu anlatabilir misiniz?

Ogrenilenler

= Diyabetin size 6grettikleri neler? Diyabet hayatiniza olumlu anlamda neler
katt1?

Sosyal hayat:
= Sosyal hayat ve arkadaslik iligkilerine etkisi
= Diyabetin okul yagami Gzerine etkisi
= Kamusal alan ve diyabet
= Seyahat, yolculuk ve diyabet

Gelismeler, yeni teknolojiler
= Diyabetle ilgili yeni gelismeleri nasil takip ediyorsunuz?
= Umut verici buldugunuz geligmeler var mi?
= Kullanmayi umdugunuz yeni bir teknoloji var mi? Neden?

Dilekler, hayaller:
= Diyabet ile ideal bir giin senaryosu

= Birlikte yari-mikemmel bir dinya hayal etsek, diyabetin hala oldugu fakat
akliniza gelebilecek her tirli imkana ulasabileceginiz, her turli olasiligin ve
her turld teknolojiye erisimin mimkuan oldugu. Bu nasil bir dinya olurdu?

Figure A.1 (continued): Interview guide for care partner interviews (Turkish).
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GORUSME REHBERI

DIYABETLE YASAYAN KISILERLE YAPILACAK GORUSMELER IGIN

GORUSME ADIMLARI:
1. Tanigma — Kendini tanitma
Goriigsmenin amacinin kisaca anlatiimasi
Ses kaydi i¢in izin alma
Goriigsme soru setinden destek alarak gériigsmenin yiiritiimesi
Tesekkiir ve temasta kalma ricasi

o hwn

DEMOGRAFiIK BiLGILER:
= yas
= cinsiyet

= ogrenim/ calisma durumu
= aile/ hanede yasayan Kisi sayisi

GORUSME SORULARI:
Diyabet ile tamsma
= Ne zaman tani aldiniz?
= Diyabet size ilk olarak ne zaman ve nasil anlatildi?
= Ne hissettiniz? Nasil tepki verdiniz?
= Diyabetin nasil bir sey oldugunu dusundantz?

Diyabeti ve diyabetle yasam tanimlama, diyabetii algist
= Tip-1 diyabet nedir kisaca anlatabilir misiniz?

= Diyabeti ve diyabet ile yasamay! bir iki kelime ile tarif etmenizi istesem, diyabeti
neye benzetirsiniz? Diyabet ile yagamay! neye benzetirsiniz?

= Diyabet yoénetimi, gundelik yasam, rutinler, problem anlari Gzerindeki
etkisi

= Diyabeti nasil tarif ettiginiz zaman icinde degisti mi?
= Toplum, gevrenizdekiler diyabet ve diyabetli hakkinda ne biliyor, diyabetliyi
nasil tanimhyor?

= Nasil tanimlanmali? Nasil adlandiriimali? (Diyabetli, diyabet hastasi,
diyabetli birey, diyabetle yasayan bireyler, seker hastasi, sekerli, fazla
sekerli, seker gocuk...)

Diyabet ile yasamayi 6§renme
= Diyabet yagamay! 6grenme sirecinizden bahseder misiniz?

= Diyabet egitimi surecinizden bahseder misiniz? Nasil, nerede, kim
tarafindan verildi? Nasildi, nasil daha iyi olabilirdi? Bu suregte kimler
onemli rol oynadi?

= Bu suregte hayatinizi kolaylagtiran ve zorlagtiran seyler nelerdir?

Figure A.2 : Interview guide for patient interviews (Turkish).

146




Hayat tarz: degisiklikleri, yeni rutinler
= Adaptasyon sirecinizden biraz bahsedebilir misiniz?
= Gundelik yagsaminizda neler degisti?
= Bu degisiklikler size neler hissettirdi?

Diyabet yéonetimi, tedavi, 5nemsenmesi gereken noktalar
=  GUNIUK rutininizi anlatabilir misiniz?
= Beslenme, ilag kullanimi, kullanilan Grunler ve teknolojiler, egzersiz...

Kan sekeri, karbonhidrat
= Kan sekerini nasil tanimlarsiniz? Neye benzetirsiniz?

= Nasil davraniyor/ hareket ediyor?

= Diyabetle yasayan biri icin énemini nasil anlatirsiniz?
= Karbonhidrati nasil tanimlarsiniz? Neye benzetirsiniz?

= Kan sekeri ve besinler, 6zellikle karbonhidratlar, arasindaki iliskiyi nasil
anlatirsiniz?

= Kan sekerinizi en ¢ok etkiledigini dugindaguniz seyler neler?
= Kan sekeriniz ile ilgili ideal senaryo nasildir? Endise verici senaryo nasildir?
= Kan sekerinizle ilgili hedefinizi nasil tanimlarsiniz?

= Kan sekerini istenen sekilde tutmak icin dikkat edilmesi gereken en 6nemli
noktalar nelerdir?

Olcim
= Olgum yapmak icin hangi trana kullaniyorsunuz?
= Ne zamandan beri kendiniz 6lgim yapiyorsunuz?
= Ne siklikla 6lgim yapiyorsunuz? Duzenli 6lcim yapmak nasil hissettiriyor?
= Olcum ile ilgili deneyimlerinizden, &lcum cihazinin kullanimindan ve
ozelliklerinden bahsedebilir misiniz?
= Kullanmayi nasil 6grendiniz? Ogrenme ve adaptasyon surecinizi
kolaylastiran ve zorlastiran seyler nelerdi?
= Faydall buldugunuz &zellikler neler? Gereksiz buldugunuz &zellikler
neler?
= Bu Urand kullanmaniz diyabet ydnetiminizde herhangi bir degisiklige
sebep oldu mu?
= Herhangi bir sorun yasadiniz mi? Yasadiysaniz kisaca anlatabilir
misiniz? Sizi rahatsiz eden endigelendiren bir sey var mi?
= Kullandiginiz élgim cihazinda degistirmek istediginiz bir sey var mi?
= Kullanmakta oldugunuz 6lgtim cihazindan farkli bir cihaz kullandiniz
mi? Kullandiginiz cihazlar arasinda nasil farkliliklar var? (avantaj/
dezavantaj)

= Diyabete yabanci birine 6lcum cihazini, hayatinizdaki yerini anlatirsiniz? Neye
benzetirsiniz?

Figure A.2 (continued): Interview guide for patient interviews (Turkish).
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insilin

= Tip-1 diyabetle yasayan biri i¢in instlin ne demektir? Neye benzetirsiniz?

= insulin uygulamasi igin hangi Grant kullaniyorsunuz? (instlin pompasi (tar)/
insulin kalemi) Deneyimlerinizden, dranan kullanimindan ve 6zelliklerinden
bahsedebilir misiniz?

= Bu 0runa ve hayatinizdaki yerini nasil anlatirsiniz?

= Kullanmayi nasil 6grendiniz? Ogrenme ve adaptasyon surecinizi
kolaylastiran ve zorlagtiran seyler nelerdi?

= Faydall buldugunuz &zellikler neler? Gereksiz buldugunuz &zellikler
neler?

= Bu Orana kullanmaniz diyabet yénetiminizde herhangi bir degisiklige
sebep oldu mu?

= Herhangi bir sorun yasadiniz mi? Yasadiysaniz Kisaca anlatabilir
misiniz? Sizi rahatsiz eden, endigelendiren bir sey var mi1?

= Kullandiginiz Grande degistirmek istediginiz bir sey var mi?

= Kullanmakta oldugunuz dranden farkh bir Gron kullandiniz mi?
Kullandiginiz  Granler arasinda nasil farkhliklar var? (avantaj/
dezavantaj)

= Ne zamandir instlin uygulamasini kendiniz yapiyorsunuz?

Kayit
= Tedavinizle ilgili nasil kayit tutuyorsunuz?
= Nelerin kaydi tutulmali?
= Bu kayitlardan nasil faydalaniyorsunuz?
= Kayitlar nasil tutuyorsunuz? Diyabet gunlaga kullaniyor musunuz?
Tedavi siirecine dahil olan kisilerle iliskiler
= Hastaneye ne siklikla gidiyorsunuz? Saglik profesyonelleri ile iletigsiminizden
bahsedebilir misiniz?
= Hangi durumlarda saglik profesyonelleri ile iletisime geciyorsunuz?

= Diyabet tedavinizde/ yonetiminizde saglik profesyonellerinin rolunt
nasil tanimlarsiniz?

= Siz ve ailenizin diger Uyeleri arasinda belli bir is b6lumu s6z konusu mu? Sizin
sorumluluk aldiginiz alanlar neler?

Kritik noktalar, donim noktalari, oneriler
= Diyabetle yagsamda 6nemsenmesi gereken en kritik noktalar neler?
= Kan sekeri hedeflerinin digindaki diger hedefleriniz neler?
= Diyabeti oldugunu yeni 6grenen birine tavsiye verecek olsaniz neler
soylerdiniz?
= Her an yaninizda tagidiginiz, sizin i¢in olmazsa olmaz seyler neler?

= Diyabetle tanismanizdan itibaren, diyabet yonetimi yaklagiminizi, diyabetle
yasayisinizi énemli sekilde degistiren bir sey oldu mu? (dénum noktasi)

Figure A.2 (continued): Interview guide for patient interviews (Turkish).
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Zorluklar, problemler, endiseler, yilginhklar, acil duromlar
= Diyabetli oldugunuzu hatirlatan anlar neler?
= Diyabetle yasamanin en zor yani nedir sizce?
= Diyabetle ilgili sizi en gok endiselendiren veya korkutan sey nedir?
= Sizi en ¢cok yoran, yildiran sey nedir?
= En son yasadiginiz acil durumu anlatabilir misiniz?

Ogrenilenler

= Diyabetin size ogrettikleri neler? Diyabet hayatiniza olumlu anlamda neler
katt1?

Sosyal hayat:
= Sosyal hayat ve arkadaslik iligkilerine etkisi
= Diyabetin okul yagami Gzerine etkisi
= Kamusal alan ve diyabet
= Seyahat, yolculuk ve diyabet

Gelismeler, yeni teknolojiler
= Diyabetle ilgili yeni gelismeleri nasil takip ediyorsunuz?
= Umut verici buldugunuz gelismeler var mi?
= Kullanmay! umdugunuz yeni bir teknoloji var mi? Neden?

Dilekler, hayaller:
= Diyabet ile ideal bir giin senaryosu

= Birlikte yari-mukemmel bir dinya hayal etsek, diyabetin hala oldugu fakat
akliniza gelebilecek her turlt imkana ulasabileceginiz, her tarl olasiligin ve
her turlt teknolojiye erigimin mumkun oldugu. Bu nasil bir dinya olurdu?

Figure A.2 (continued): Interview guide for patient interviews (Turkish).
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INTERVIEW GUIDE
FOR INTERVIEWS WITH RELATIVES OF DIABETES PATIENTS

INTERVIEW STEPS:

1.

a >

Introduction

Explaining the aim of the interview

Asking permission to record the meeting

Conducting the semi-structured interview with the help of guiding questions
Thank you and request to stay in touch

DEMOGRAPHIC INFORMATION:

age

gender

education / employment status

family / number of people living in the household

INTERVIEW QUESTIONS:

Meeting with diabetes

When did you get diagnosed?
When and how were you first told about diabetes?

= What did you feel? How did you react?
= What did you think diabetes was like?
How did you talk about diabetes with your child? How did he/she react?

Defining diabetes and living with diabetes, perception of people with diabetes

Can you briefly explain what type-1 diabetes is?

If I asked you to describe diabetes and living with diabetes in a few words, how
would you explain? What is diabetes like? What is it like to live with diabetes?

= Diabetes management, daily life, routines, impact on problem moments
= Has your conceptualization of diabetes changed over time?
What does the community know about diabetes and the diabetic, how do they
define people with diabetes?
= How should it be defined? How should it be named? (Diabetic, diabetes
patient, diabetic individual, people living with diabetes, people having
diabetes, people with diabetes, sugary, high sugar, sugar child...)

Learning to live with diabetes

Can you tell me about your learning process of living with diabetes?
= Can you tell me about your diabetes education process? How, where,
by whom? How was it, how could it be better? Who played an important
role in this process?
= What are the things that make your life easier and difficult in this
process?

Figure A.3 : Interview guide for care partner interviews (English).
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Life style changes, new routines
= Can you tell me about your adaptation process?
= What has changed in your daily life?
= How did these changes make you feel?

Diabetes management, treatment, key points in the freatment
= Can you describe your daily routine?
= Eating habits, medicine, products and technologies used, exercise...

Blood glucose/sugar, carbohydrates
= How would you define blood sugar? What is it like?
= How does it behave/ act/ move?

= How would you describe its importance for someone living with
diabetes?

= How would you describe the carbohydrate? What is it like?

= How would you describe the relationship between blood sugar and foods, in
particular carbohydrates?

= What are the things that you think affect your child’s blood sugar the most?

= Can you tell me about the ideal scenario for your child’s blood sugar? What is
the worrying scenario?

= How would you define your target/ goal for your child’s blood sugar?

= What are the most important points to pay attention to keep blood sugar as
desired?

Measurement
= What do you use to measure your blood glucose?
= Does your child measure her/his blood sugar by herself/himself? Since when?
= How often do you measure your blood glucose? How does it feel to measure
your blood glucose regularly?
= Can you tell me about your experience with glucose measurement device, the
use and features of it?
= How did you learn to use it? What were the things that made your
learning and adaptation process easier and more difficult? How did you
teach your child?
= Which features do you find useful? Which features do you find
unnecessary?
= Has using this product caused any changes in diabetes management?
= Have you experienced any problems? If you have, can you explain
briefly? Is there anything that worries you?
= Is there anything you want to change in the device you are using?
= Have you used a device other than the one you are using? What are
the differences between the devices you used? (advantage/
disadvantage)
= How would you explain glucose measurement device and its importance in
your life to someone who is a complete stranger to diabetes?

Figure A.3 (continued): Interview guide for care partner interviews (English).
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Insvlin

= What does insulin mean for someone living with type-1 diabetes? What it is
like?

= Which product do you use for insulin application? (insulin pen/ Insulin pump
(type)) Can you tell me about your experience with this product, usage and
features of it?

= How would you describe this product and its place in your life?

= How did you learn to use it? How did you teach your child? What were
the things that made your learning and adaptation process easier and
more difficult?

=  Which features do you find useful? Which features do you find
unnecessary?

= Has using this product caused any changes in your diabetes
management?

= Have you experienced any problems? If you have, can you explain
briefly? Is there anything that worries you?

= Is there anything you want to change in the device you are using?

= Have you used a device other than the one you are using? What are
the differences between the devices you used? (advantage/
disadvantage)

= Does your child apply insulin by herself/himself? Since when?

Recording
= How do you keep track of the treatment?
= What are the things that needs to be recorded?
= How do you benefit from these records?
= How do you keep the records? Do you use a diabetes diary?

Relationships with people involved in the treatment process

= How often do you go to the hospital? Could you tell me about your
communication with healthcare professionals?

= In what situations do you contact healthcare professionals?

= How would you describe the role of healthcare professionals in your
diabetes treatment?

= |s there a certain work sharing between you, your child and other members of
your family? What are your and your child’s responsibilities?

Key points, milestones, recommendations
= What are the most critical points to be considered in life with diabetes?
= What are your goals regarding your treatment other than blood glucose
goals?
= What would you say if you were to give advice to someone whose child is newly
diagnosed?
= What are indispensable things for someone with diabetes?

= Ever since you diagnosed with diabetes, has anything changed your approach
to diabetes management? Any milestones?

Figure A.3 (continued): Interview guide for care partner interviews (English).
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Difficulties, problems, concerns, frustrations, emergency sitvations
= What are the moments that remind you that your child has diabetes?
= What do you think is the hardest part of living with diabetes?
= What worries or scares you the most about diabetes?
= What is the most tiring/ frustrating/ daunting thing for you?
= Can you tell me about the last emergency situation you experienced?

Learnings

= What did you learn from living with diabetes? What are the positive influences
of diabetes on your way of living?

Social life with diabetes:
= Effects on social life and personal relations
= The effect of diabetes on school life
= Public space and diabetes
= Travelling with diabetes

Advences, new technologies
= How do you keep up with new developments in diabetes?
= Are there any developments you find promising?
= |s there any new technology you hope to use? Why?

Wishes, dreams:
= ldeal day scenario with diabetes

= |f we imagine a semi-perfect world together, where diabetes still exists but all
imaginable possibilities would be at hand, and to all kinds of technologies can
be accessed. What kind of world would this be?

Figure A.3 (continued): Interview guide for care partner interviews (English).
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INTERVIEW GUIDE

FOR INTERVIEWS WITH DIABETES PATIENTS

INTERVIEW STEPS:
1. Introduction

2. Explaining the aim of the interview
3. Asking permission to record the meeting
4. Conducting the semi-structured interview with the help of guiding questions
5. Thank you and request to stay in touch
DEMOGRAPHIC INFORMATION:
= age
= gender

= education / employment status
= family / number of people living in the household

INTERVIEW QUESTIONS:

Meeting with diabetes
= When did you get diagnosed?
= When and how were you first told about diabetes?

= What did you feel? How did you react?
= What did you think diabetes was like?

Defining diabetes and living with diabetes, perception of people with diabetes
= Can you briefly explain what type-1 diabetes is?

= |f | asked you to describe diabetes and living with diabetes in a few words, how
would you explain? What is diabetes like? What is it like to live with diabetes?

= Diabetes management, daily life, routines, impact on problem moments
= Has your conceptualization of diabetes changed over time?

= What does the community know about diabetes and the diabetic, how do they
define people with diabetes?
= How should it be defined? How should it be named? (Diabetic, diabetes
patient, diabetic individual, people living with diabetes, people having
diabetes, people with diabetes, sugary, high sugar, sugar child...)

Learning to live with diabetes
= Can you tell me about your learning process of living with diabetes?

= Can you tell me about your diabetes education process? How, where,
by whom? How was it, how could it be better? Who played an important
role in this process?

= What are the things that make your life easier and difficult in this
process?

Figure A.4 : Interview guide for patient interviews (English).
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Life style changes, new routines
= Can you tell me about your adaptation process?
= What has changed in your daily life?
= How did these changes make you feel?

Diabetes management, treatment, key points in the freatment
= Can you describe your daily routine?
= Eating habits, medicine, products and technologies used, exercise...

Blood glucose/sugar, carbohydrates
= How would you define blood sugar? What is it like?
= How does it behave/ act/ move?

= How would you describe its importance for someone living with
diabetes?

= How would you describe the carbohydrate? What is it like?

= How would you describe the relationship between blood sugar and foods, in
particular carbohydrates?

= What are the things that you think affect your child’s blood sugar the most?

= Can you tell me about the ideal scenario for your child’s blood sugar? What is
the worrying scenario?

= How would you define your target/ goal for your child’s blood sugar?

= What are the most important points to pay attention to keep blood sugar as
desired?

Measurement
= What do you use to measure your blood glucose?
= Does your child measure her/his blood sugar by herself/himself? Since when?
= How often do you measure your blood glucose? How does it feel to measure
your blood glucose regularly?
= Can you tell me about your experience with glucose measurement device, the
use and features of it?
= How did you learn to use it? What were the things that made your
learning and adaptation process easier and more difficult? How did you
teach your child?
= Which features do you find useful? Which features do you find
unnecessary?
= Has using this product caused any changes in diabetes management?
= Have you experienced any problems? If you have, can you explain
briefly? Is there anything that worries you?
= Is there anything you want to change in the device you are using?
= Have you used a device other than the one you are using? What are
the differences between the devices you used? (advantage/
disadvantage)
= How would you explain glucose measurement device and its importance in
your life to someone who is a complete stranger to diabetes?

Figure A.4 (continued): Interview guide for patient interviews (English).

155




Insvlin

= What does insulin mean for someone living with type-1 diabetes? What it is
like?

= Which product do you use for insulin application? (insulin pen/ Insulin pump
(type)) Can you tell me about your experience with this product, usage and
features of it?

= How would you describe this product and its place in your life?

= How did you learn to use it? How did you teach your child? What were
the things that made your learning and adaptation process easier and
more difficult?

=  Which features do you find useful? Which features do you find
unnecessary?

= Has using this product caused any changes in your diabetes
management?

= Have you experienced any problems? If you have, can you explain
briefly? Is there anything that worries you?

= Is there anything you want to change in the device you are using?

= Have you used a device other than the one you are using? What are
the differences between the devices you used? (advantage/
disadvantage)

= Does your child apply insulin by herself/himself? Since when?

Recording
= How do you keep track of the treatment?
= What are the things that needs to be recorded?
= How do you benefit from these records?
= How do you keep the records? Do you use a diabetes diary?

Relationships with people involved in the treatment process

= How often do you go to the hospital? Could you tell me about your
communication with healthcare professionals?

= In what situations do you contact healthcare professionals?

= How would you describe the role of healthcare professionals in your
diabetes treatment?

= |s there a certain work sharing between you, your child and other members of
your family? What are your and your child’s responsibilities?

Key points, milestones, recommendations
= What are the most critical points to be considered in life with diabetes?
= What are your goals regarding your treatment other than blood glucose
goals?
= What would you say if you were to give advice to someone whose child is newly
diagnosed?
= What are indispensable things for someone with diabetes?

= Ever since you diagnosed with diabetes, has anything changed your approach
to diabetes management? Any milestones?

Figure A.4 (continued): Interview guide for patient interviews (English).
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Difficulties, problems, concerns, frustrations, emergency sitvations
= What are the moments that remind you that your child has diabetes?
= What do you think is the hardest part of living with diabetes?
= What worries or scares you the most about diabetes?
= What is the most tiring/ frustrating/ daunting thing for you?
= (Can you tell me about the last emergency situation you experienced?

Learnings

= What did you learn from living with diabetes? What are the positive influences
of diabetes on your way of living?

Social life with diabetes:
= Effects on social life and personal relations
= The effect of diabetes on school life
= Public space and diabetes
= Travelling with diabetes

Advences, new technologies
= How do you keep up with new developments in diabetes?
= Are there any developments you find promising?
= |s there any new technology you hope to use? Why?

Wishes, dreams:
= ldeal day scenario with diabetes

= |f we imagine a semi-perfect world together, where diabetes still exists but all
imaginable possibilities would be at hand, and to all kinds of technologies can
be accessed. What kind of world would this be?

Figure A.4 (continued): Interview guide for patient interviews (English).
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Appendix B: Interview transcript samples

Interview Transcript - Diabetes Patient 6

Date: 22.05.2021

Duration: 56 mins

Age: 22

Gender: Male

Education: Bachelor’s degree (medicine) - ongoing
City: Istanbul

Diagnosis age: 6 years old

Life with diabetes: 16 years

E.S.H.: Tesekkiir ederim kayd: baglattim simdi. Soyle ilerleyebiliriz, ilk olarak sizden kisisel birtakim
bilgilerinizi paylasmanizi rica edecegim. iste yas, egitim durumunuz gibi. Hani aragtirma icin gerekli
olan her zaman sordugumuz seyler. Ondan sonra da bir soru seti var éniimde ama daha ¢ok sohbet
havasinda gerceklesecek aslinda. Siz deneyimlerinizi anlattik¢a oradan da yeni sorular ¢ikacaktir. Bu
sekilde ilerleyebiliriz uygunsa.

DP6: Uygundur, evet.

E.S.H.: ik olarak iste yasmizi... Su an bildigim kadariyla zaten tip 6grencisisiniz. Hani kaginci
siniftasiniz belki ondan bahsedebilirsiniz. Nerede yasadiginiz, aileniz belki kisaca.

DP6: Ben 22 yasindayim. 16 senedir tip-1 diyabetliyim. Tip Fakdiltesi’ndeyim. Dordiincti sinifim.
Diyabet alaninda c¢aligmak istiyorum. Tip-1 diyabetimi su anda sensor ve insiilin kalemi ile
yonetiyorum. Istanbul’daym.

E.S.H.: Cok tesekkiir ederim. O zaman ilk olarak diyabetle tanismanizdan baglayabiliriz. O zaman
anladigim kadariyla alt1 yaginda saniyorum diyabetiniz ortaya ¢ikti. Bilmiyorum hatirliyor musunuz o
zamani? Nasil ortaya ¢ikti, hangi stiphelerle, sikayetlerle hastaneye gittiniz? O tan1 alma siirecinizi biraz
anlatabilir misiniz acaba?

DP6: Tabii, alt1 yasindaydim o zaman. Okula yeni baslamistim, ilkokul birinci sinifa. Cok sik tuvalete
¢ikiyordum. Hatta geceleri alima kagirmaya baslamigtim. Basta ailem bunu hani okula basladigim i¢in
strese giriyorum ve bu stresten dolay1 geceleri altima kagirmaya tekrar bagladim diye diisiiniirken sonra
bunlar artt1 siklik olarak. Daha da bdyle artik giin i¢inde defalarca siirekli tuvalete ¢ikip ¢ok fazla su
iciyordum. Bir de {istiine kilo verdigim zaman annem siiphelenmisti iste bir sorun var bir doktora
gbsterelim diye. Sonrasinda Ankara Universitesi’ne gitmistik. O zaman Ankara’da yasiyordum. Ankara
Universitesi’nde tahlil verdim. Aksamina cagirdilar iste, tahlilde sonuclar cok yiiksek cikt1 bir daha
bakalim diye. Gittigim zaman ikinci kan tahlilinden sonra dediler ki evet tip-1 diyabet gibi duruyor bir
yatisinizi yapalim dediler. Ketoasidoz ile gitmistim o zaman sekerim ¢ok yiiksekti. Ketoasidozdaydim.
Beni yogun bakima aldilar. Bir hafta yogun bakimda kaldim. Orada sekerimi diizenlediler. Durumum
stabil hale gelince de servise gegirdiler. Yani toplam yaklasik bir ay gibi bir siire ge¢irdim hastanede. O
siireci ¢ok detayli hatirlamryorum. Alt1 yasindaydim. Ustiinden de ¢ok vakit gecti. O siirecte herhalde
iste diyabeti 6grendi annem. Ondan sonra uygulamalar nasil yapiliyor, insiilindir, kan sekeri
Ol¢timiidiir... Sonrasinda da eve geldim. Yani tanmigma hikayem cok tuvalete ¢ikma, kilo kaybr ile
baslamigti. Sonrasinda da bir aylik bir hastane siirecinden sonra diyabet artik hayatimdaydi, dyle
diyeyim.

E.S.H.: Peki ilk olarak tip-bir diyabet size nasil anlatildi onu hi¢ hatirliyor musunuz acaba?
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DP6: Ya c¢ok hatirlamiyorum aslinda yani... Seyi hatirliyorum insiilin yapilacak bundan sonra dendi.
Ondan sonra, insiilin yapmak istediler. Ben basta ¢ok kargi ¢ikmistim 6zellikle karin bolgesinden
yapilmasina. Ama sonra igte o siire¢ biraz tabii ki bir ¢ocuk i¢in zor oluyor hani. Her giin igne yapmak,
her giin seker 6lgmek falan. Zor bir siirecti. Ama su an doniip baktigimda ne ¢ok hatirlayabiliyorum ne
de o zaman ¢ektigim sikintilar1 ¢ok boyle gliniimiizde sey yapip iliskilendirebiliyorum. Cok iistiinden
vakit gecti, ama zor bir siirectir evet.

E.S.H.: Anladim. Peki su sekilde sorsam, su anda tip-1 diyabeti yabanc1 birine anlatmaniz gerektiginde
tip-1 diyabetin ne oldugunu siz nasil agikliyorsunuz, nasil anlatryorsunuz?

DP6: Yani diyabeti $0yle anlatiyorum; hani viicudumuz insiilin tiretiyor her giin, her an. Kan sekerini
takip ederek kandaki seker oranina bakarak stirekli salgiladig1 bir hormon bu. Ve tip bir diyabetlilerde
o hormon eksik oluyor, iiretilmiyor daha fazla. O hormon eksikliginde tip bir diyabetliler disaridan
kendilerine insiilin vererek telafi ediyorlar, kompanse ediyorlar. Bunun i¢in de giinde bir tane bazal ve
oglinlerle beraber bolus insiilinler olarak aliyorlar. Tabii bu siirecte seker dl¢liimii cok dnemli. Diizenli
olarak gekerlerini 6lgerek buna gore kendilerine bir rota ¢izmeleri ¢ok 6nemli. Tabii secenekler var,
insiilinler ¢ok ¢esitli, 6l¢iim kan sekeri 6l¢iimii i¢in sensorler, dl¢lim aletleri, glukometreler... Cok
secenek var. Bunlar tabii sonrasinda agiklayacaksam uzun uzun onlara da giriyorum. Ama basit¢e bu
yani. Viicut insiilin iiretemiyor, biz de disardan vererek telafi ediyoruz, kompanse ediyoruz seklinde
anlatiyorum.

E.S.H.: Bir de adaptasyon siirecinizi merak ediyorum. Gergi alt1 yasinda tani almis oldugunuz i¢in belki
daha ¢ok o egitim, 6grenme siirecini aileniz yasamistir. Ama hani sizin diyabeti 6grenme siirecinizden
de biraz bahsedebilir misiniz? Belki ne zaman daha ¢ok sorumluluk almaya basladiniz kendi diyabet
yonetiminizle ilgili? O asamalar nasildi1? Onlardan biraz bahsedebilir misiniz?

DP6: Tabii s0yle oldu yani ilk oldugum zaman alt1 yasinda yedi yasinda bir gocuktum. Yani gercekten
higbir seyin farkinda degildim. Idrak edemiyordum. Annem bunu yapacagiz diyordu, ben iste pek
istemesem de tamam yapalim diyordum. Yapryorduk. Hani neyi neye gore yapiyoruz ne olunca ne
yapmamiz gerekiyor ben ¢ok hakim degildim o ilk tan1 aldigim zamanlarda. Sonrasinda yillar i¢inde
iste hem ailem bana anlatt1 hem iste ben kendim tecriibe ede ede 6grenmeye basladim. Sorumlulugu ne
zaman aldim? Ozellikle ilkokulda yine annem ¢ok iistlenmisti sorumlulugu. Kesinlikle hani %90 dan
fazlas1 annemdeydi sorumlulugun. Ortaokulda altinci yedinci simiftan besinci siniftan sonra dzellikle
yavas yavas sorumluluk bana gegmeye basladi. Ben artik hani yemegime gore insiilin yapmay1
o0grenmeye baslamistim besinci sinifta altinci sinifta. Yedinci sekizinci sinifta artik 6glenleri mesela
okula annem gelip gitmiyordu. Ben yemekhanede kendim yemegimi yiyip, ondan sonra insiilini ona
gore ayarlayabiliyordum. Yavag yavas sorumlulugu almaya baglamistim. Lisede de bu gegis siireci
devam etti, sorumluluk artik %50 %60 bana ge¢misti artik. Sekizinci sinif dokuzuncu sinifta. Lisenin
sonlarina dogru artik tamamen bendeydi. Ailemde hi¢bir sorumluluk yoktu. Ben tiim insiilinlerimi
ayarliyordum, sekerimi 6l¢ilip ona gore dnlemlerimi aliyordum. Yani boyle bir siire¢ oldu. Ortaokulda
baslayp liseyi de kapsayan bir gegis siirecinden sonra tamamen bendeydi. Universitede zaten yani zaten
ailemden uzaktayim o yilizden sey olmadi yani tamamen bende su anda.

E.S.H.: Peki bu siiregte siz tekrar ayrica bir egitim aldimiz mi1? Mesela karbonhidrat sayimi egitimi.
Veya bagka tiirlii kaynaklara eristiniz mi? Yoksa aileniz zaten biraz 6grenmisti onlardan m1 aktarildi bu
bilgiler size?

DP6: Soyle oldu. Aslinda ben annemden 6grendim. Dogrudan ben kendim bir egitimi almadim. Hani
annem ald1 egitimi. Annem stirekli doktorlarla konustu, doktorlar hep anneme anlatti bu siirecte. Bana
annem Ogretirdi hani bak bunu yedin bunu yaptik. Bak bunda su var o yiizden boyle yaptik. Bana boyle
yillar igerisinde Ogrete dgrete bana aktard: bilgisini. Ama hani sonugta baktiZim zaman ben lisede
yonetimime, ¢ok eksikmis yani lisedeki yonetimim. Ondan sonra tabii ben kendim de {istiine biraz
egilim gosterdim karbonhidrat sayimi olsun, ondan sonra insiilin dozunun ayarlanmasi olsun. Bir de tip
okudugum igin ekstra bir kendi ilgi alanim oldugu i¢in de iistiine koyunca bilgileri, yillar igerisinde
kendimi daha donanimli bir hale getirmeye ¢aligtim.

E.S.H.: Anladim. Peki tip-1 diyabetle birlikte giindelik hayatimzda degisen seyler ne oldu? Ilk basta
hani adapte olmaniz gereken yeni seyler nelerdi?
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DP6: i1k yillarinda hani ¢ocukken, ilkokuldayken, hani ¢ok dzgiirce arkadaglarim gibi 6zgiirce kantine
gidemiyordum. Ondan sonra iste 6gle yemeklerinde anneme bagimliydim siirekli. Okulda bile. Onlar
tabii biraz beni sey yapti, engelledi ilkokuldaki hayatimda ama hani su anda doniip baktigimda su anki
bana bir etkisi oldugunu diistinmiiyorum bunlarin. Ama tabii ki sosyal olarak birazcik kisitladi. Ama
hicbir zaman kendimi diger insanlardan eksik gérmedim veya Oyle bir sey géormedim sosyal agidan
dezavantajli gormedim. Ozellikle hani zaten bir ¢ocugun da sosyal ¢evresi kendi sosyal sorumluluklari
ozellikle ortaokul lise arasinda gelistigi i¢in ergenlikle beraber o siiregte de kendi insiilinlerimi olsun
diyabet seker sorumluluklarim olsun bunlari aldigim i¢in bu iki sorumlulugun arasinda kendimi
dengelemis oldum. Sosyal agidan ¢ok bir sorun yasamadim. Hala da hani tabii ki diyabet hep hayatimin
bir pargasi, anbean gozetiyorum kolluyorum sekerimi. Sosyal ortamlarda da hani ¢ok zor geliyor ama
bu beni sey yapmiyor engellemiyor hani. Nasil diyeyim, soran oldugu zaman cevabini veriyorum. Veya
bir aktivite yapilacaksa da sekerimi ona gore ayarliyorum ki o aktiviteden geri kalmayayim. Bunlarin
ayarlamasini yapabiliyorum. Genelde boyle ortaokuldan itibaren oldu yani bdyle kisaca.

E.S.H.: Anladim. Bir de su an gézlemledigim kadariyla iste Facebook’ta WhatsApp‘ta Telegram’da
¢ok aktif bir sekilde tip-1 diyabetliler ve onlarin aileleri birbirleriyle iletisim halindeler. Siz de tam
aldiktan sonra bagka tip-1 diyabetliler ve aileleri ile iletisime ge¢mis miydiniz?

DP6: Soyle, ben ilk diyabet tanist aldigim zaman yil 2004 miiydii 2000 6yle bir seydi. Hani internet
yaygin degildi, yoktu. Insanlarin iletisimi biraz daha kisitliydi. O yiizden agikgast bir iletisimimiz yoktu
baska ailelerle. Ta ki Arkadasim Diyabet kampina kadar. O kampa iste yedinci sinifin yazinda gitmistim
galiba. Ilk defa o zaman bagka diyabetlileri gérmiistiim. Hani baktim benim gibi bir siirii diyabetli var,
100 tane. Her yastan insan var. Hani benim igin ¢ok giizel bir deneyimdi o kadar farkli yasta ayn1 seyleri
yasadigimiz, ayni sorunlari sikintilari, ayni sorumluluklari aldigimiz insanlar1 gérmek giizeldi.

E.S.H.: Anladim. Bir de kullandigimiz iiriinlerle ilgili birka¢ sey sormak istiyorum. Su anda sensor ve
pompa kullaniyorum demistiniz galiba degil mi?

DP6: Soyle. Sensor ve kalem kullantyorum.
E.S.H.: Ha kalem. Pardon.

DP6: O da sdyle oldu pompayla denedim aslinda. Once seyden baslayayim, pompa deneyimimden
baslayayim. Ben yillarca insiilin kalemi kullandim, hatta ilk senelerimde siringa kullandim ben kalem
de yoktu. ik 2-3 senemde siringa kullandim. Sonrasinda kaleme gegtik. Kaleme gegti§imiz zaman da
... Bir kapiy1 kapatabilir misin, tesekkiirler. Kaleme gectigim zaman da sdyle oldu. Hani kalem beni
¢ok rahatlatmisti siringaya gore. Cok daha kiigiik tasinabilir ve giizel bir iirtindii. Sonrasinda da 2016
olmasi lazim haziran ayinda pompa denemek istedim. Pompaya gegeyim dedim daha iyi kontrol ederim
diye. Pompay1 yaklasik {i¢ ay kullandim. Bu kullandigim siirede de agikcasi hani benim diyabet
yonetimime daha faydasi oldu mu, olmad1 agik¢asi pompanin. Hani sensoriin oldu, sekerimi diizenli
takip etmemin, siirekli gérebilmemin bir faydasi oldu ama pompanin dogrudan bir faydasi oldugunu
diistinmedim. Ciinkii ben insiilin yapmaktan, o kalemle igne yapmaktan ¢ekinen {isenen bir insan asla
olmadim. 2 dozsa da iki dozu hemen yaparim yani sorun olmaz benim i¢in. O yiizden pompanin bana
¢ok bir faydasi oldugunu diisiinmedigim gibi beni sosyal hayatta kisitliyordu hani. Siirekli iistiinde bir
cihaz var. Teknik aksakliklar oluyor, acaba bir sorun olacak mi1? Teknik aksakliklar oldugu zaman da
pompay1 ¢ikarip kaleme gegmek gerekiyor. Oyle oldugunda da siirekli kalem tagimam gerekiyor
yanimda. Ekstra bir, hem viicudumda bir sey tagiyorum hem kalem tagiyorum. Hani o zaman ¢ok
anlamsiz gelmisti bana bunlar. Sonra dedim ki ben tekrar kaleme doneyim. Ama kaleme doniip sensorii
biraktigim zaman da dedim ki hani ben eskisi kadar iyi ydnetemiyorum bunun en ideali nedir? Insiilin
arti yani kalem artt sensdr dedim. Sensor ¢ok faydali oldu gergekten benim igin ¢linkii siirekli
gorebiliyorum. Yaptigim seylerin sonuglarini gosteriyor bana. Ondan sonra, hani bir goriis sagliyor
insana diyabet yonetiminde. Soyle de bir sey var: Hani parmaktan 6l¢tim yaptigin zaman, glinde bes
kere 6lgtiigliniizde 24 saatte sadece hani bes kere 6l¢lim yapmis oluyorsunuz. Ama sensor kullandiginiz
zaman bir anda o bes 6l¢tim 280 290 6l¢iime ¢ikiyor. Hani 5 dakikada 1. Cok daha fazla bir insana sey
tantyor ogrenme, kendini gelistirme, ondan sonra kendine yeni ¢oziimler {iretme firsati taniyor. O
ylizden sensorii severek kullaniyorum hala. Su anda da {istiimde var. Hani marka falan 6nemli mi sizin
icin bilmiyorum ama sirf sensor diye anlattim.
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E.S.H.: Ozellikleri agisindan aslinda markay1 da sdyleyebilirseniz sevinirim, hatta dzellikle faydali
buldugunuz kullandiginiz 6zellikler var m1? Veya keske sdyle bir 6zelligi de olsaydr dediginiz bir sey
varsa aslinda oda benim i¢in 6nemli.

DP6: Tabii soyle sensorlerle ilgili... Pompayla ilgili, pompada sey kullandim Medtronic 640 kullandim
640G. Hani yazilim olarak giizel bir {iriin ger¢ekten algoritmasi ¢ok giizel ama ¢ok hantal iri kaba bir
cihaz ve sey yok [...] dogrudan bagli degil, bir sey gerekiyor kabloyla bagli. O yiizden biraz
vulnarable... yani seye acik...

E.S.H.: Anladim.

DP6: Disaridan gelecek bir etki ile kopmaya bozulma teknik bir sorun vermeye agik bir cihaz. Sey ise,
sensorlerle ilgili de bu Medtronic {iriinii ile beraber Medtronic sensoriinii kullanmistim. Medtronic’in
sensorii takim olarak ¢ok zor. Hani bayagi mesakkatli bir siiregti iste boyle bir siirii bant1 var,
yapiskanlarini bir alttan geciriyorsun bir {istten takiyorsun zordu. Ve sadece ii¢ gilin. Pardon alt1 glin
oziir dilerim. Sadece alt1 giin sensor. Infiizyon setleri ii¢ giin, sensériin kendisi alt1 giindii. Alt1 giin de
kisayd: ve iki kalibrasyon gerektiriyordu. Bu kalibrasyonlar1 ben basta ¢ok itici buluyordum hani ben
niye siirekli kalibrasyon yapacagim on iki saatte bir sekerimi dlgecegim diye diisiinliyordum. Sonra
dedim ki Libre’te gegceyim. Libre iki hafta siiren, ¢cok daha ufak ve takimi agir1 kolay bir iiriin. Hani kase
gibi bastyorsunuz, kolumda da gostereyim... Kase gibi bastyorsunuz ve direkt hani yapisiyor. Ama
onun da dl¢iimleri ¢ok dogru degil. Hani MARD degeri o kadar diisiik degil bunda MARD degerine
bakiliyor. Hani cihazlarda ne kadar diiserse o kadar kan parmak 6lgiimiine yakin oluyor. Cok basarili
bir cihaz degil dl¢limii. Ama yine de, yine de bana bir goriis sagliyor bir fikir veriyor. Hani ben 200’
gordiigiim zaman diyorum ki bir seyler yanlis ben bir sekerimi 6lgeyim bir 6nlem alayim. O agidan hala
faydasini, avantajlarini koruyor. Iki hafta siiriiyor ama kalibrasyon yapamamak agikg¢asi beni rahatsiz
ediyor. Ciinkii mesela 6lgiiyorum 30 fark var 20 fark var siirekli. Ve bir giin 20 farkla gegiyor. Ikinci
giin dl¢liyorum hala 20 fark var. Hani parmak 6l¢timii 100, bu 80 gdsteriyor. Ve bu sana bir tane 160’a
140, 100’e 80, 60°a 40...

E.S.H.: Pardon sesiniz kesildi, goriintii dondu ama...
DP6: Keske... Su an geliyor mu? Su an...

E.S.H.: Su an diizeldi evet. Evet su an diizeldi.

DP6: Tekrar edeyim mi?

E.S.H.: Son sdylediginizi rica etsem tekrar ederseniz...

DP6: Bu iste yirmilik farki gorerek 100’e 80, 60’a 40... Olgiimler arasindaki farkliliklar, hani diyorum
ki o zaman da keske kalibrasyon 6zelligi olsa da bunu kalibre etsem bu yirmilik fark: da azaltabilirdim.

E.S.H.: Anladim.

DP6: Boyle bir sey olsun. Ama genel olarak memnunum dedigim gibi sensorle olmaktan. Ciinkii bana
da ¢ok sey ogretti hala hani mesela 15 sene gegti simdi diyebetim... 16 sene oldu hala 6greniyorum ben
yani kan sekerime bakiyorum sensérle bu niye oldu diye sorgulayabiliyorum hani bu yiikselisin sebebi
ne? Ona gore siirekli bir énlem aliyorum, bir oyun plani ¢iziyorum kendime. Ciinkii hani her an
degisebiliyor viicudun tepkisi o an farkli oluyor. Ciinkii cok fazla faktor var. Iste o an stresin oluyor
smav stresin oluyor. Hareketsiz oluyorsun, artik viicudun insiiline direng gostermeye basliyor. A¢
kaliyorsun, karacigerin glikoz kullaniyor. O kadar fazla faktdr var ki sekerini etkileyen o anda... Ve
bunlar1 insanin anlamasi imkansiz agik¢asi. Hangisi ne seviyede etkileyecek ne olacak. Sadece fikir
yliriitebiliyoruz. Bu yilizden de bu fikir yiirlitmede ¢ok ¢ok onemli gercekten gorebiliyor olmak. O
trajectory’i, o seyi, ¢ok fayda sagliyor.

E.S.H.: Peki sensor kullanmaya baglamadan 6nce de bir kayit tutma sisteminiz var miydi? Genellikle
bildigim kadartyla hastanelerde verilen Oyle ¢izelgeler oluyor. Veya diyabet giinliikleri kullaniliyor. O
tiir bir sey kullaniyor muydunuz siz de?

DP6: Kullantyorduk. Vard: diyabet giinliigimiiz. Yani sdyle oluyordu, annem ilgileniyordu sekerimle
o zamanlarda. Iste ilkokulda, ortaokulda. Ben ¢ok sey yapmazdim kendi giinliigiimii tutmazdim.
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Sekerim ne yapti ne oldu diye boyle bir dokiim almazdim kendime. Doktora gitmeden dnce annem
mesela bir hafta, bir buguk hafta dokiimiinii alird1. Sonra doktora gittigimizde hani doktorun bir fikri
olurdu nasil gidiyor ne oluyor diye. Yani parmak o6l¢iimiinde hala parmak dl¢limii ile idare etti§im
zamanlar oluyor. O zamanlarda da agik¢ast dokiim almryorum hala. Hani doniip bakmiyorum nasil oldu
diye. Anlik ¢ikarimlar yapryorum, anlik kendime dersler ¢ikariyorum. Yapmiyorum evet. Bu bir hata
bence, herkesin yapmas1 gereken bir sey. Ama ben bunun sadece sensor kullandigim zaman geriye
dontip soyle bir bakiyorum ne yapmisim ne etmisim diye. Sensoriin bir de dyle bir 6zelligi var gercekten
hani gegmise doniik olarak da insanin kendini sey yapabilmesini sagliyor. Bir fikir sahibi oluyor insan.
Giinde 3 kere 5 kere 6l¢miissiiniiz sekerinizi. Orada Tik Tik Tik basiyorsunuz glukometreden ge¢mise
donerek bakiyorsunuz. Ama yine de hani ¢ok bir fikir vermiyor.

E.S.H.: Peki seker ol¢timii ile ilgili, kan sekeri 6l¢timii ile ilgili veya sensoriin kullanimiyla ilgili keske
sOyle bir 6zelligi de olsaydi dediginiz bir sey var mi1? Heniiz mevcut olmayan bir teknoloji de hayal
edebilirsiniz bu noktada.

DP6: Soyle, benim zihni sinir projelerim var tabii yani bu bayagi kafa yordugum igin bu alana. Soyle
ki parmak 6l¢iimii su anda bence ¢ok optimize bir sekilde ilerliyor. Cok yakin 6l¢iiyor, aletler ¢ok hizli
Olciiyor, ¢cok az kanla olgiiyor. Gergekten optimize sistemler. Sensorlerde MARD degeri daha da
diisiiriilebilirse keske. Ciinkii hala 20 30luk fark var. Karar almay1 ¢ok etkiliyor. Ozellikle mesela bu
makas agilabiliyor bazi anlarda. Agildig1 zaman cidden yanlis miidahalelerde bulunabiliyor insanlar. Bu
MARD degerinin cidden diisiiriilmesi ve giivenli bir araliga ¢ekilmesi lazim. Keske tiim piyasadaki tim
modeller Libre gibi hizl bir sekilde takilabilen kii¢iik bir cihaz iiretebilse. Boyle eksik gordiigiim seyler
iste dogrulugu, siiresi... Piyasada su an ii¢ tane ana sensor var. Bir tanesi Medtronic, bir tanesi Dexcom,
bir tanesi de Libre’nin. Libre daha dogrusu. Dexcom hani on giin siiriiyor. Libre 14 giin, Medtronic de
alt1 giin, yedi giine ¢ikt1 gerci. Hani bu siireler uzatilabilir. Bir de boyle seyler var su anda piyasada yeni
yeni ragbet goren deri altina alt1 aylik {i¢ aylik sistemler yerlestiriliyor. Implant. Onlar da 6l¢iim yapiyor,
ama onlar hakkinda ¢ok bir bilgim yok, verileri incelemedim. Ne olabilir? Bagka... Yapiskanlarla ilgili
ailelerin ¢ok seylerini duyuyorum. Kendim bir sorun yagamadim ama hassas cilt 6zellikle cocuklarda
bu ¢ocuk yapiskanlarin 6zellikle yaz aylarinda terlemeye bagli olarak irritasyona sebep oldugu, oradaki
ciltte kizarikliklara ondan sonra lekelere yol agtigina dair birgok sey duydum. Ben ¢ok yagamadim hani
tabii ki leke birakiyor, bant izi birakiyor, ama yikayinca sdyle biraz keseleyince diyeyim artik o zaman
¢ikiyor. Benim ¢ok bu yapiskanlarla bir sorunum olmadi sahsen. Ama ¢evreden duyuyorum. Bir de
maliyet, en Onemli mesele kesinlikle maliyet Tiirkiye sartlarinda. Bu maliyetin ciddi bir miktar
diistirilmesi lazim ¢iinkii bu sistemler hani bir aileye 1000 TL’ye falan mal oluyor bir ayda. Minimum.
Minimum yani. Bir de bunun pompasi var falan derken hani asgari iicreti gegen paralara sadece insanlar
¢ocuklarina bu sistemi saglayip sekerlerini daha iyi yonetmeye calisiyorlar. Ve hani Tiirkiye nin
durumu ortada. Hani asgari iicretle gecinen birgok aile var ve bu diyabet hani dyle bir durum ki hani
insanlarm maddi durumuna bakmiyor. Her kesimden her insana olabiliyor. Oyle olunca da maalesef
bunu karsilayamayan aileler ¢ok biiylik dezavantajli durumda su anda. Keske bu fiyatlar diistiriilebilse,
onlar da faydalanabilse bu imkanlardan ki daha iyi yonetebilsinler yani. Onlar da cabaliyorlar,
goriiyoruz yani ailelerin ¢abalarini. Onlarin en biiyiik destekgisi su durumda su anki teknoloji olabilir.

E.S.H.: Anladim. Peki bir de mevcut iiriinleri ve teknolojileri bir kenara birakip ideal bir seker 6l¢iim,
kan gekeri 6l¢lim senaryosu diigiinsek o nasil olabilirdi yani ger¢ekten biraz ugabiliriz belki bu noktada
hani. Su an mevcut olmayan teknolojileri de konusabiliriz.

DP6: Su anda ona en yakin sey, su anda akademik yayinlar1 da ¢ok okudugum i¢in bu alanda. Su anda
bu durumda yapilan iki sey var agikcasi. Dogrudan sekeri 6l¢iip bunu dijital verilere dokmekten ziyade
bunu dogrudan biyolojik sistemler tetikleyerek hani glikoz responsive insiilin denilen glikoz miktarina
gore kimyasal reaksiyonlarla insiilin salinim1 saglayan glikoz oksitle insiilin salinimi saglayan patchler
iiretilmeye calisiliyor. Hani bizim aslinda bunu dijitalize etmeye ¢alismamiz bence biraz sey zorlama
kagryor. Ciinkii bu biyolojik bir sistem. Biyolojik sistemde hani dijital sayilar yok. Konsantrasyonlar,
yogunluklar var. Hani viicut buna gore tepki veriyor. Belki bunu mimik edebilecek bir sistem
kurulabilir. Onun diginda bir de seyler var tabii ki bizim normal viicudumuzdaki hiicreler, beta hiicreleri
konsantrasyonuna bagli olarak iste kimyasal reaksiyonlar1 var, glikozitler, channel agilimlar1 kapanislar
falan... Ona gore saliyor insiilini. Yine mesela, kok hiicre tedavisi ile kok hiicre ile iiretilecek hiicrelerin
yine bu glikoz miktarina konsantrasyonuna bagli olarak gerekli insiilini saldig1 kapsiillenmis hiicreler
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su anda {retilip implant edilmeye calisiliyor. Hani bence kesin ¢dziim olarak benim gorebildigim
gelecekte bu iki sistem. Onun diginda ama illa bdyle teknolojik dijital bir sistem kurulacak olsa goniil
ister ki keske bunu boyle bir seye kurabilseler sisteme, bir damar igerisinde. Damarin igerisine dogrudan
kan sekeriyle anbean 6l¢lim yaparak bunu dijital bir ortama, iste bir pompa olur bir sey olur aktararak,
anlik kan sekeri degerini. Bu dokular arasi sivilardakini degil de. Kan sekeri degerini damardan 6lgerek
aktarabilecek bir sistem olsa. Ama damara ulagmak ¢ok zor. Hani bir insan damara ulagmasi igin
ozellikle biiylik bir damar1 kesip buna implante etsin. Bir girisim gerekiyor. Operasyona girmesi
gerekiyor. Sonra da bu sistemin tabii ¢ok uzun Omiirlii olmas1 gerekiyor ki siirekli bu girigimsel
operasyon tekrarlanmamasi lazim ki hasta da konforlu bir hayat siirebilirsin. O yiizden ¢ok uzun 6miirli,
damar igerisinde kan sekerini 6lgebilecek uzun 6miirlii bir sistem bence ¢ok ideal olurdu. Ben bu fikri
boyle lisede falan diislinliyordum. Su anda buna yakin bir sey yani diigiiniilmedi yani ¢ok da
gelistirilmedi. Ciinkii dedigim gibi hani hem uzun 6miirlii, enzimatik acidan yeterli olmasi gerekecek
hem de buna dijital ortama aktarabilmek disartya zor. Bir de siirekli damar igerisine girmek gelisimsel
olarak tehlikeli, riskli bir olay. Genel topluluga vurulamayacak bir durum gibi geldi.

E.S.H.: Cok tesekkiir ederim. Bir de seyi merak ediyorum, kan sekeri, besinler 6zellikle karbonhidrat
ve insiilin arasindaki iliskiyi siz kafamizda nasil canlandirarak oturtmustunuz? Ozellikle hani tip egitimi
gormeye baglamadan 6nce nasildi sonra nasil oldu, belki o da degismistir ¢linkii. Onlar1 da sorabilir
miyim?

DP6: Yani sunu, 6nceden de sunu biliyordum, viicudun insiiline kesinlikle ihtiyac1 var. Insiilinden
kacamayiz yani kimse insiilin olmadan bunu devam ettiremez. Insiilin bu viicuda girmek zorunda. Ben
bunu yani ¢ocukken bile kabullenmistim. Lazim ¢iinkii bu ger¢ekten de. Sonrasinda okudugumda ne
kadar dogru bir sey diisiindiiglimii daha iyi anladim tipla beraber. Hani insiilini alacagiz, insiilini neye
gore alacagiz? O anki kan sekerine ve aldigimiz karbonhidrat miktarina gore, besinlere gore daha
dogrusu. Besinler konusunda agik¢as1 dnceden bir yanilgim vardr hani bir seyi ¢ok yersem her tiirlii
yiikseltir gibi diisinliyordum. Sonrasinda aslinda bunun 6yle olmadigini, karbonhidratin ¢ok ¢ok 6nemli
oldugunu... Karbonhidrat sayiminin ¢ok 6nemli oldugunu besinler hakkinda bilgi sahibi oldukca
anladim. Karbonhidrat ¢ok onemli, onun yaninda tabii yaglar ve proteinler de bu isi bozabiliyor.
Dengeyi teraziyi sasirtabiliyor. Proteinlerin 100 gramdan fazla alindiginda iste 1/10’a kadar etkiledigini
o0grendim. Sonra yag iste 4 grami gectigi zaman yine Onemli Olgiide uzattigini ve bu siireci
diizlestirdigini 6grendim. Bir de bunlar1 ben sensérde gordiigiim zaman kendim, ger¢ekten hani bunlarin
etkileri ne, ondan sonra karbonhidratin etkisini yagin, proteinin etkisini gordiik¢e kafamda biraz daha
canland1 bu besinlere, etkilere tepkilerim. Bir de sunu 6grendim yillar igerisinde hani bu insiilin ve
karbonhidrat ve de egzersiz ¢ok dnemli. Insanlarin egzersiz yapiyor olmasi hareket ediyor olmasi
insiiline olan duyarlilig1 artirtyor. Benim insiilin dozlarim ¢ok ciddi diiserdi aktif spor yaptigim
zamanlarda. Duyarlilig1 artardi viicudumun. Egzersiz mesela tipine gore de degistirebiliyor. Bazen bir
egzersizi yapabiliyorsunuz sekeriniz yiikselmeye basliyor ¢ok ilging bir sekilde. Bazen bir egzersiz
yapiyorsunuz pat diye diisiiyor. Ben bunlara eskiden anlam veremezdim sonra iste kitap okudukea iste,
viicudun neye ihtiyaci oldugunu anladik¢a, hangi durumda oksijen kullanip glikoz yaktigini, hangi
durumda az kullandigini anladik¢a yani biraz daha seyi katamda daha netlesti buradaki sey. Goriintii.
Ama, burada bence en Snemli sey tecriibe. Hani bilgi ¢ok dnemli ama bu bilgiyi insan tecriibeyle
birlestirdigi zaman kendine ders ¢ikartabiliyor. Hani, bir musibet bin nasihatten iyidir derler ya hani
gercekten dyle. Insanin dyle bir kere yasamasi gerekiyor. Sekerinin spordan sonra nasil oldugunu, hangi
besinin nasil etki ettigini... Bunu bir de bilgisiyle birlestirdigi zaman ben insanin gergekten daha hakim
oldugunu goriiyorum. Tipla beraber ne degisti onu da s6yleyeyim hizlica. Hani su anda viicudun glikozu
nasil kullandigini nerelerde kullandigini, ne oldugunda nasil tepki verdigini daha iyi biliyorum. Cok ag
kalinca karacigerden saliniyor iste. Spor yaptigin zaman kaslardan gegiyor zaten kana kendi kullaniyor
egzersiz tipine gore. Ondan sonra stres altinda oldugunuzda yine salintyor karacigerden hani kortizol,
adrenalin gibi hormonlarin belli bir etkisi var. Tiim bunlar1 boyle birlestirdigim zaman daha fazla
hayatimla ilgili sey yapabiliyorum. Diyorum sinav stresi yastyorum su an o ylizden boyle siirekli yiiksek
gidiyor sekerim. Veya iste ¢ok heyecanlaniyorum mesela lunaparka gitmistim ¢ocukken sekerim 300
olmustu. Yillar 6nce. Ben o zaman ¢ok sasirmigtim. Asla anlam verememistim. Sonrasinda iste dedigim
gibi doniip baktigimda ¢ok aslinda basit bir sey. Insanin tahmin edebilecegi bir sey, cocukken tahmin
edememisim ¢linkii bilmiyormusum. Bunlar1 gormiis oldum. Bunlarin etkileri ama dedigim gibi
Olciilebilen, sayisal seyler degil. Tamamen insanin hani birazcik bdyle goz 6niinde bulundurarak ufak
tahminler ytiriitebilecegi seyler. Bunlarin dyle major biiylik etkileri yok.
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E.S.H.: Bu noktalara gelmisken aslinda seyi de sorabilirim belki. Yeni tan1 almig birine tavsiye verecek
olsaniz diyabet yonetimi hakkinda ilk Onerileriniz neler olurdu? En ¢ok dikkat edilmesi gereken
seyler... Birazdan zaten sdylediniz aslinda konugmalariniz i¢inde bahsettiniz ama sdyle bir toparlayacak
olursak belki.

DP6: Sik seker ol¢limii, 6zellikle sensor kullanabiliyorsa sensorle baglamasi. Ondan sonra sik seker
Olciimiiniin yaninda karbonhidrat sayimi agirt énemli. Ciinkii sekeri aslinda etkileyen sey besinler,
aldigimiz yiyecekler. O yiizden sik seker 6l¢iimiinii karbonhidrat sayimiyla birlestiren bir insan diizgiin
doz hesaplamalariyla beraber ¢ok giizel yonetebilir sekerini. Buna goniilden inantyorum. Bunun i¢in
zaten aslinda arkadasim diyabet uygulamasini gelistirdim hani gelistirdik. Cilinkii asil temel ihtiyaglar
bunlar. Diizgiin bir karbonhidrat sayimy, iyi bir kan sekeri 6l¢timii ve hesaplamasi sonrasinda aslinda
diyabetin biiyiik yiikii kalkiyor ortadan. Oncelikle sdyleyecegim seyler bunlar. Benim bu dedigim iste
egzersizdir hormonlardir falan bunlar ¢ok ufak seyler bunlarin yaninda. O yilizden derim ki siz bunlarla
baslayin, hani bunlar1 eger iyi yapabilirseniz gergekten, hayatiniza entegre edebilirseniz isin %701
%80’1 cok rahat kafadan ¢oziiliir diye goniil rahatligryla sylerim hani.

E.S.H.: Hazir oraya da gelmisken arkadasim diyabet uygulamasinin hikayesinden de biraz bahsedebilir
misiniz? Nasil ¢ikt1 o uygulama fikri?

DP6: Soyle oldu, ya simdi ben agik¢asi karbonhidrat sayimi konusunda yillarca hani saydim ama bir
hep bdyle bir sey olur ben de rahat hissetmem yani. Derim ya dogru mu saydik ki, yanlig m1 saydik? Bu
ka¢t1? Bu neydi? Falan diye boyle bir sorgularim kendimi. Dedim ki keske bunun bir seyi olsa
uygulamasi. Bunu tabii yillar 6nce dedim. Sonrasinda 2 sene dnce birlikte ¢alistigim hoca sey dedi, bir
iste bolus hesaplama, bolus hesaplayicis1 koyalim siteye dedi. arkadasimdiyabet.com’a. Sonra ben
dedim ki bolus hesaplama ¢ok giizel bir fikir aslinda. Cok basit bir fonksiyonu var. Bu fonksiyona gore
bir uygulama yapalim. Insanlar giiniimiizde telefonlar1 daha ¢ok kullantyor. Direkt telefonlardan girerler
hallederler islerini. Dedim ki hocam dedim ben bunu telefona yapmaya ¢alisayim. Bir tane yazilimci
arkadagim var. O da ¢ok iyi bir yazilimecidir. Ona anlattim. Dedim kanka, dedim bdyle bir fonksiyon
var elimde ¢ok basit bir tane uygulama yapabilir misin, dedim. Ondan sonra o da boyle bir bakt1 falan
yapilir ya bu dedi bunu konusalim seninle dedi. Ta ki ben birka¢ ay sonra arkadagimla konustum iste
dedim boyle bir uygulama yapalim insanlarin igine yarar sdyle faydasi olur bu insanlar1 igte bu kadar
basit bir fonksiyon yapabilseler ¢ok ise yarayacak. Anlattim onun da aklina yatt1 zaten goniillii olarak
boyle bir sosyal sorumluluk projesi tarzi bir igte caligmak istiyordu hep. Tamam yapalim dedi sonra biz
basladik bunu yaptik bu sekilde fonksiyonlu bolus hesaplayiciy1. Sonra dedim ki ya bolus hesaplama
giizel de oraya biz karbonhidrat miktar1 giriyoruz bence isin asil zor kismi orasi. Bence diyabetin
gercekten en zor kismi o karbonhidratin sayildigi kisim. Ciinkii hani her besinin karbonhidratim
bilmeniz, miktarint az ¢ok tahmin edebiliyor olmaniz ve bunlarin matematiksel olarak hepsini toplayip
bir sayrya ulasmamiz gerekiyor. Giinliik yasantida bu ¢ok zor. Hani insanlar genelde yanlis da yapiyor
zaten. Dedim ki bu da yapilabilir aslinda. Hani bir data setimiz ‘database’imiz olsa burada besinleri
secip miktarin girseler bu yapilabilir bir sey dedim. Anlattim bu fikri. Sicak bakti herkes. Hem hocalar
hem yazilimci arkadagim. Sonra iste ben verileri bir araya getirdim. Bizim hocanin ekibindeki
diyetisyen ile bir araya getirdik verileri. Ondan sonra isin yazilim kismi ile ugragtik. Sonra bunlari
birlestirince uygulamada. Su an uygulamada bir insan 6Ztiniinii girip oraya iste alt1 kasik pilav, iste 200
gr yogurt ondan sonra ne biliyim su kadar gram et. Girdigi zaman bir karbonhidrat miktar1 gorebiliyor.
Sonra bu karbonhidrat miktariyla da bolus hesabini yapabiliyor. Su anda ¢ok giizel gidiyor hani en son
giinde 700 kisi kullantyordu her giin. Giizel rakamlara ulastik. Cok mutluyum hani geri doniisler de ¢ok
giizel oldu beni ¢ok mutlu eden tatmin eden sonuglar oldu. Cok mutluyum o agidan da.

E.S.H.: Evet onu da soracaktim. Ozellikle geri déniisler oldu mu? Insanlar nasil faydalaniyorlarmis?
Size bdyle geri doniip yorumlar yaptilar mi1 onu da merak ettim gergekten.

DP6: Sey oldu tabi yani ben hani hep bunu diyordum kendi kendime bu karbonhidrat sayim1 da ¢ok
zor, faydasi olur illaki insanlara diyordum. Gergekten de bekledigimden de fazla sey oldu boyle
insanlarin hosuna gitti. Giizel yanitlar geri dontisler aldik. Cidden insanlar sey yapmislar hani bunu
kullanmaya baglamislar. Iste kullanyoruz ¢ok isimize yaradi diyorlardi. Ben ama tabii hani say1 olarak
gormedigim i¢in bunu kag kisi kullantyor gergekten bir diizenli kullaniyorlar m1 bilmiyordum. Sonra
tabii biz iste istatistiklerimize, kullanim verilerimize baktigimizda gergekten insanlar kullaniyorlar
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diizenli olarak. Hatta bir sey yapayim ne zamandir bakmiyordum. Yani giizel seyler aldik geri dontisler.
Diizenli kullantyor insanlar. Bunlar hep beni mutlu ediyor agikgasi.

E.S.H.: Evet ben de simdiye kadar yaptigim goriigmelerde hep onu duydum gergekten. O diisiince yiikii
insanlar1 yoruyor anladigim kadariyla. Gergekten ekstra ¢ok fazla seyi diisliniip hesaba katmalari
gerekiyor gibi. Onu da sdyleyen baska katilimcilar da olmustu gergekten ¢cok dnemli noktalardan biri
gibi goriiniiyor simdiye kadar gozlemleyebildigim. Peki onun disinda diyabetle yasamanin zor yanlari
olarak gordiigiiniiz baska seyler var m1?

DP6: Var tabii yani. Dedigim gibi bu siirekli insanin sorumlulugunu aldigi bir sey. Anbean sekerinizi
takip etmeniz gerekiyor. Hani sey degil bdyle aman bugiin de salayim. Bugiin de sekerime hig
bakmayayim diyebileceginiz bir giinliniiz yok. Siirekli kontrol etmeniz gerekiyor siirekli bunun
sorumlulugunu, baskisini hissediyorsunuz. Hani ben bunu kendime ¢ok dert eden bir insan degilim asla.
Hig de olmadim. Lanet olsun bugiin de sekerime bakacagim hi¢ demedim. Ama yani ¢evremde de boyle
diistinen ¢ok fazla insan var. Onlar1 da ¢ok iyi anliyorum hani, bunlar niye boyle diye asla bir sey
yapmadim hani bana yabanci gelmedi veya absiirt gelmedi. Biiyiikk bir sorumluluk. Hani
anlayabiliyorum onlar1 da. Zorlugu da sdyle hani, her zaman biraz daha garantici bir insan olmak
zorundasiniz diyabetiniz varsa. Siirekli iste yanimizda meyve suyunuz, instilininiz, her tiirlii ihtiyaciniz
olmak zorunda. Siirekli olasiliklar diislinmeniz gerekiyor. Bir yere gitmeden 6nce benim neye ihtiyacim
olur diye hem kendiniz i¢in hem de sekeriniz i¢in ekstra bir kafa yormaniz gerekiyor. Boyle kafaniza
gore ¢ok boyle spontane hareket edemiyorsunuz. Ama yine de bunlara doniip baktigim zaman sosyal
hayatimda hani kendimi diger insanlardan daha farkli gérmiiyorum. Hani ben tiim bu sorumlulugu
iistlime alip kafa yorduktan sonra aslinda herkesle, cevremdeki herkesle her tiirlii aktiviteyi de yaptim.
Hani kendimi bir seyden de eksik koymadim. Ama zorlugu var m1 kesinlikle var. Bunlara kafa yormak
gerekmesi, siirekli hesap kitap i¢inde olmak... Zor agik¢asi. Yoruyor insani. Ama dedigim gibi oyle...

E.S.H.: Aslinda onu da soracaktim sosyal hayatinizda bir etkisi oluyor mu, kamusal alanda iken farkli
bir etkisi oluyor mu? Veya belki geriye doniip lise ilkokul yillaria baktigimizda okul hayatimizda farkl
etkileri oluyor muydu?

DP6: Ilkokuldan beri, hala da gegerli olmak iizere siirekli soruyorlar iste insiilin yaparken. Bu ne? Ne
yapiyorsun? Aa sende bir sey mi var? Hasta misin falan diye ¢ok soran oluyor. Hala da oluyor. Hep
oldu yani. Ben hayatimda hig insiilin yapmaktan ¢ekinmedim bu arada o birkag yilim hari¢ aligma siireci
disinda. Hani annem gel oglum insiilin yapacagiz dediginde hep gittim. Veya su anda da iste baktim
sekerim 180, dur hemen insiilin yapayim derim. Sosyal acidan da hep boyle insiilin yaptigim igin iste
¢evremde, bir de hi¢ sey yapmam hani ¢ekinmem etmem direk mesela insiilin mi yapacagim, hemen
acarim karnimdan yaparim hani hi¢ diistinmem bile. Sosyal ¢evrem de normal bir sekilde yaptigim i¢in
insanlar hep merak eder o ne falan diye. Ben de anlatirim iste bende tip-1 diyabet var. Bu da insiilin iste
yine yapiyorum falan derim. Bazilar1 daha merakli oluyor tabi iste aa dyle mi? insiilin mi o ne? iginde
ne var? Ne yaptyorsun? Falan filan. Onlara da agiklarim iste az dnce agikladigim gibi iste insiilin yok
ben de bunu bdyle disardan yapiyorum iste sekerimi 6l¢iiyorum diye basit bir sekilde agikliyorum hep
cevreme. Bugiine kadar yiizlerce binlerce kere agiklamisimdir ama bu da benim igin bir yiik veya
sorumluluk veya boyle bir sey degil, sikint1 degil.

E.S.H.: Peki tip-1 diyabetle yasamakla ilgili sizi endiselendiren bir sey var m1 genel olarak?

DP6: Ya endise soyle yani komplikasyonlar var. Diyabet ciddi komplikasyonlar1 olan bir durum. Kot
kontrol edildigi zaman, eger kontrol edilmezse. Ben elimden geldigince iyi kontrol etmeye ¢aligsryorum.
Onlar1 da boyle hani kontrol ettigim siirece iyi gidecegini diisliniiyorum. Ama tabii hem tip alaninda,
isin i¢inde olunca goriiyorsunuz hem de iste okuyunca edince insan endiseleniyor ister istemez. Ben de
endiselendim ama hani bu durumda yapabilecegim en iyi sey sekerimi daha iyi kontrol etmek. Ne kadar
iyi kontrol edersem ben aslinda {istiime diiseni o kadar yapmis oluyorum. Hani bu sekilde ¢ok da
psikolojik olarak kendime yiiklemiyorum, bir yiik edinmiyorum. Isime bakiyorum yani sekerime iyi
bakayim diyorum. Bu sekilde ¢ok da bir kaygim, endisem olmuyor acikcasi.

E.S.H.: Anladim. Peki yakin zamanda hi¢ yasadiginiz acil bir durum oldu mu? Veya en son yasadiginiz
diye sorabilirim belki. Olduysa ondan bahsedebilir misiniz biraz?
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DP6: Olmadi. Ben yani hig ketoasidozla gitmedim hastaneye. ilk tan1 aldigimdan bu yana yani. Hig
bayilmadim. Birkag kere, iki-ii¢ kere, sekerim ciddi diistii. Bayilmadim ama hem ¢ocuktum o yaglarda
o0 yiizden ailem fark etti ve onlar 6nlem aldi. Onlar glukagonu yaptilar iste ylikseltme ignesini. Boyle 2-
3 olay geldi basima ama onlarda da ailem yanimda oldu. Ailemden ayrildiktan sonra da hi¢ bdyle
baskasinin yardimima muhtag olacagim, baskasinin miidahalesine gerek olacak bir durumda kalmadim.

E.S.H.: Bir de biraz daha genel birkag sorum vardi. Geriye doniip baktiginizda tip bir diyabetle
yasamakla ilgili doniim noktas1 olarak degerlendirebileceginiz seyler var mi1? Ya da belki yonetiminizle
ilgili.

DP6: Kamp. Diyabet kampu.
E.S.H.: Ne acilardan etkilemisti?

DP6: Soyle yani orada ben... Ben hep yalniz hissediyormusum aslinda o zamana kadar alti-yedi sene
boyunca. Onu fark ettim. Oraya gittigim zaman 12-13 yasindaydim. Goérdiiglim zaman orada benim gibi
ylizlerce ¢ocugu dedim ki aa ne giizel hani ben yalniz degilmisim hani baska diyabetliler de varmis
dedim. O benim i¢in ¢ok etkileyici olmustu. Bir de orada bagka... Ben hep kesme seker yiyordum
mesela sekerim diistiigli zaman o zamana kadar. Meyve suyu da i¢iyormus insanlar mesela onu orada
ogrendim. Sonrasinda hayatimda hep meyve suyu icerek devam ettim sekerim diistiigii zaman. Cok basit
bir sey aslinda ama benim i¢in hayatimi degistiren bir sey hani. Hep kesme seker yemektense
¢ignemektense meyve suyu igmek ¢ok basit ama etkili bir degisiklik oldu hayatimda. Bir¢ok diyabetli
ile arkadas oldum. Bir siirii ¢6ziimler 6grendim ve hocamla tanigtim hani. Hayatimdaki en biiyiik etkisi
oldu agikcasi. Kendime hani kariyer olarak bir yol ¢izmek agisindan hocanin etkisi ¢ok biiylik iistiimde.
O yiizden benim hayatimi o agidan degistirdi. Diyabet yonetimi agisindansa ne degistirmistir? Sensor.
Sensorii ilk taktigim zaman hani o ylikselip diismeleri gordiik¢e hani ben aslinda hani yemekten once
100 6lgiiyorum yemekten sonra 120 dl¢liyorum ne giizel diyordum. Meger giizel degilmis hani benim
200’e ¢ikip iniyormus sekerim hani. Sensor gosterdi. Oda benim i¢in bir donliim noktasi oldu. Asil o
zaman ben ders ¢ikarmay1 aslinda o zaman 6grendim kan sekeri degerlerimden.

E.S.H.: Anladim. Cok tesekkiirler, bir de diyabeti, diyabetle yagamay bir iki kelimeyle tarif edecek
olsaniz nasil tarif edersiniz onu merak ediyorum. Belki bir seye benzetecek olsaniz yine bu konuda hig
fikri olmayan birinin de kolay anlayacag sekilde.

DP6: Yani diyabet... Hocanin ¢ok giizel bir benzetmesi var: Hani boyle bir evcil hayvan gibi yaninizda
olan bir arkadas gibi. Eger siz onunla ilgilenirseniz hani kedi gibi bdyle uysal ondan sonra
sevebileceginiz tath bir arkadas. Ama arkanizi donerseniz, ilgilenmezseniz de bir anda aslana doniisiip
sizi parcgalayip yiyip bitirebilecek bir arkadas. O yiizden siirekli ilgi isteyen gercekten. Ama ilgi
gosterdiginiz zaman da c¢ok giizel karsiligini yanitim1 aldiginiz hayatiniza normal saglikli bir sekilde
devam edebildigimiz bir durum. Ben de evet dyle goriiyorum.

E.S.H.: Bir de bu konuda da bazen tartismalara, fikir ayriliklarina denk geliyorum. Nasil adlandirilmasi
gerektigi ile ilgili. Diyabetli, diyabet hastasi, seker hastasi, sekerli, fazla sekerli, seker cocuk... Oyle bir
stirli farkli sey var siz o konuda ne diisiiniiyorsunuz veya nasil tariflenmesini tercih ediyorsunuz?

DP6: Soyle, Ben kisisel olarak hastalik kelimesini ¢ok boyle yanlis bulup kendime bir sorun etmiyorum
hani. Bu bir durum yani hani belli hani. Viicudumuzda bir seyler yanlis gidiyor. Ama hastalik kelimesini
de boyle stigmatize edici bir sey de var, etkisi de var bunun da farkindayim. O yiizden hani ben
tanistigim ¢evremdeki insanlara 6zellikle yeni tanili insanlara hasta degil de sen tip-1 diyabetlisin. Bu
viicudunun oldugu... Su an bir durum bu hani tip-1 diyabet. Viicudunun insiilin tiretmedigi bir durum.
Ve sen bunu hani bu sekilde yoneteceksin diyorum. Bunu bir hastalik gibi diisiinme diyorum. Artik
hayatinin bir parcasi. Ama bir hayat bi¢imi, lifestyle, yasam tarzi degil. Yasam tarzi insanin
degistirebilecegi, vazgecip baska bir seye gecebilecegi bir sey. O kadar da boyle polyannacilik yapilacak
bir durum degil. Hani bir yasam tarz1 degil. Ama bence hastalik da degil. Insan1 bdyle her seyden geri
koyan siirekli geri diigiiren bir durum da degil. O kadar stigmatize etmeye de gerek yok. Ben bunu
hastalikla yasam tarzi arasinda bir yere koyuyorum tip-1 diyabeti. O yiizden hani biri bana hani sen
seker hastas1 misin dese asla {istiime alinmam evet derim hi¢ sorun etmem. Ama yeni tanili bir insan
icin zaten o sorumlulugun altina bir de psikolojik olarak hastalik kelimesini, onun ¢agristirdig1 seyleri
o insana yiiklemek istemem. O ylizden hastalik demiyorum tanistigim insanlara. Durum diyorum. Tip-
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1 diyabetliyim diyorum. Neyin var? Tip-1 diyabetliyim. Seker hastasryim demiyorum asla. Diyabet
hastastyim demiyorum. Tip-1 diyabetliyim diyorum. O ne diyor, hastalik m1 diyor mesela. Seker
hastaligi m1 diyor evet diyorum. O kadar da dedigim gibi polyannacilik yapip hayir benim higbir seyim
yok demenin de bir anlami yok.

E.S.H.: Anladim, ¢ok tesekkiirler. Bir de son olarak sunu sormak istiyorum yari-miikemmel bir diinya,
bir senaryo hayal etsek. Diyabetin hala oldugu ama akliniza gelebilecek her tiirlii imkana ve teknolojiye
ulasabileceginiz. Orada durumu nasil tariflerdiniz? Neler olmazdi? Neler daha iyi, nasil olurdu? Yani
her seyi diisiinebiliriz bu noktada.

DP6: Soyle, kademeli olarak diistiniirsek bunun bir tik daha iyisi, miikemmeli, Saglik Bakanliginin ve
SGKnin... Bir takildi ama geliyor mu sesim?

E.S.H.: Geliyor su an evet.
DP6: Geliyor mu su an sesim?
E.S.H.: Evet.

DP6: Tamam. Yani bunun bir tik iyisi iste tilkenin tiim ¢ocuklara bunu bir hak olarak goriip tanimasi
olur ki bence dogru olan da budur. Hani sensoriinii, pompasini verip insanlara gergekten giizel bir
karbonhidrat sayimi egitimi, giizel bir diyabet egitiminin verildigi bir diinya hayal ediyorum. Onun bir
tik 1yisi. Onun bir tik iyisi boyle artik teknoloji bilim olarak da iyilestigimiz bir durumda iste kdk hiicre
tedavilerin gelistigi iste implante hiicrelerin oldugu. Veya iste ne bileyim bdyle patchlerin ¢ikip artik
insanlarin buna kafa yormasina gerektirmeyecek ¢oziimlerin iiretildigi bir diinya olur. Bunun bir tik iistii
de artik hani diyabetin 6nlendigi, var olan diyabetin de hani kiiriiniin saglandig1 bir diinya olur. Tiim bu
dedigim saydigim alanlarda da ¢aligmalar var ama hani su anda ¢ok somut boyle artik igin ucundayiz
biz bitmek iizere diyecegim bir ilerleme de yok ama bir gelisme var kesinlikle.

E.S.H.: Peki pompa kullanmay1 tercih etmediginizi sdylemistiniz. Sey diye de sorsam, hangi durumda
insiilin uygulamast i¢in yeni bir teknolojiyi tercih edebilirsiniz? Su an anladigim kadariyla kaleme gore
yine de daha kompleks kullanilmasi gii¢ baz1 sebeplerden 6tiirii rahatsizlik verici geliyor diye anladim.
Neler iyilestirilirse belki bu tiir bir teknolojiyi kullanabilirsiniz?

DP6: Mesela Omnipod sistemi var patch gibi boyle kablosuz yapistirilan. Ona agikgasi sicak bakiyorum
hani dyle bir sistem olsa kullanirim. Tiirkiye’ye geldi ama 3000 TL 3200 TL m1? Cok ciddi meblaglar.
Hani bunu da 6demek istemiyorum agikg¢asi hani kalemle de idare edebildigim icin. Oyle bir sisteme. ..
Kablosuz bir sistem ¢ok daha cezbedici benim i¢in. Onun diginda daha kolay boyle portable tagiabilen
fiziksel olarak varligini hissettirmeyecek bir sey olmasi ¢ok 6nemli benim i¢in. Cilinkii hani ben onu
hissettigim zaman yaninda gelecek teknik aksakliklari, sorunlari da siirekli kafama takiyorum. Benim
kafamin arkasinda siirekli onun, bir de onun yiikii var. Bozuldu mu? Calistyor mu? Insiilin veriyor mu?
Hani bir de bunlarla ugragmak bana agir geliyor agikgasi. Dedigim gibi, bu engellerin Oniine
gegilebilirse artik asilabilirse o zaman kesinlikle diisliniiriim yani kullanirim da seve seve.

E.S.H.: Anladim ¢ok tesekkiir ederim. Saniyorum genel olarak sormak istedigim birgok seyi sordum
bilmiyorum belki sizin akliniza gelen eklemek istediginiz bir sey varsa...

DP6: Diisliniiyorum...

E.S.H.: Belki hani sizin deneyimlediginiz degil ama etrafinizda gozlemlediginiz énemli noktalar
olabilir. Insanlarm zorluk yasadiklar seyler olabilir.

DP6: Bu... Seyde... hani bunlar teknoloji gelistirme {izerine mi kullanilacak m1 bu konugmalar?
Yoksa...

E.S.H.: Yalnizca hani {irlin anlaminda teknoloji gelistirme olmayabilir. Belki saglik sistemi ile ilgili
miidahale Onerileri olabilir. Veya bilmiyorum yine uygulama gibi, arayiizlerin gelistirilmesi ile ilgili
olabilir. Yani her tiirlii aslinda tip-bir diyabetlilerin yagantisini iyilestirmeye yonelik tasarim miidahalesi
olarak yapilabilecek her seye Onayak olabilir diye diisiiniiyorum aslinda. Yalnizca hani {irlin
anlamindaki teknoloji gelistirilmesi ile ilgili degil.
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DP6: Anladim o zaman sunu da ekleyebilirim hani. Burada aslinda bence hani, diizeltilebilecek,
insanlara katilabilecek en basit ve yapilabilir sey saglik sistemindeki diizenlemeler olur. Eger saglik
sisteminde gercekten diyabetlilerin bdyle bir egitim alabilecegi bir diizen kurulursa diyabetliler
egitimini alir ve ¢ok daha iyi yonetirler. Clinkii biz o kamplarda ¢ocuklara verdigimiz bir hafta egitimle
neler neler yapabildiklerini goriiyoruz. Hani tek yapilmasi gereken insanlara bunun 6gretilmesi. insanlar
bilmedikleri icin zorlaniyorlar aslinda bu kadar cok. Insanlar1 hem bu teknolojik olarak iste bizim
uygulama gibi bir sey yapilsa, kaynak sunulsa. Bu kaynagin yaninda bu insanlara birazcik daha emek
verilerek birkag derste bunlar anlatilsa. Ben inaniyorum ¢ok ¢ok giizel sonuglar alir bu iilkedeki insanlar.
Sorun bunlarin saglanmamasi. Ciinkii ¢ok yogun hastaneler devlet hastaneleri, devlet iiniversite
hastaneleri. Bunlarin yapilmadigim da goriiyorum, duyuyorum. Insanlar ¢aresiz biraz agikgasi. Bu kadar
basit bir adim atilarak aslinda giizel bir gelisme kaydedilir. Teknolojinin yaygilastirilmasi ve
sunulabilir bir hale gelmesi hem ekonomik hem lojistik agidan kesinlikle ¢ok daha sey olur. insanlara
fayda sunar. Bence diyabette en 6nemli temel iki sey bu. Giizel bir egitim alinmasi, bu egitimin de
teknolojilerle desteklenmesi.

E.S.H.: Su anda mevcut dyle standart bir ilk egitim yok santyorum degil mi?

DP6: Soyle yani hastaneye yatan bir cocuk mesela diyabette diyabeti ile yatan normalde egitim aliyor.
Hani hocalar geliyor hizlica bir seyler anlatiyor. Ama bu hastaneden hastaneye ¢ok degisiyor. Hani kimi
hastanede gergekten hocanin vakti oluyor, firsat1 oluyor. Doktor bey veya doktor hanim giizel giizel
anlatiyor nasil bir durum, ondan sonra ne yapmalar1 gerekiyor, nasil karbonhidrat sayacaklar falan
yonlendirmeler yapiliyor diyetisyene yonlendiriyor psikologa ydnlendiriyor. Hani elinden tutuyor
insanin. Ama kimi yerlerde de yani imkan yok. Belki de o giin 200 hasta bakacak. Hani her birine 2
dakika ayirabiliyor zaten. Kendisi de vakit ayirip insanlara egitim veremiyor. Ben seyi duydum,
insanlar1 topluyor bir araya getiriyor herkese ders anlatiyor. Iste sunu yapacaksiniz bunu yapacaksiniz
diye. Ciinkii sartlar o yani oradaki sartlar, kosullar o. Hani bu sartlarin kosullarin iyilestirilmesi
inantyorum hani o insanlarin giizel egitim almasini saglar. Boyle bir durum var evet.

E.S.H.: Cok ¢ok tesekkiir ederim.
DP6: Rica ederim.

E.S.H.: Gergekten benim igin ¢ok faydali bir goriisme oldu, zaman ayirdiginiz i¢in de tekrar gok
tesekkiir ediyorum.

DP6: Ne demek rica ederim.

E.S.H.: Bir de bitirmeden 6nce seyi de sormak istiyorum, bahsettigim gibi bu ¢alismanin bir ii¢iincii
asamasi olacak eger her sey planladigim gibi giderse. Ve tasarimcilar ilk dnce fikirlerini gelistirdikten
sonra dedigim gibi bdyle gruplar halinde tip-1 diyabetliler, yakinlar1 ve tasarimeilar beraber toplanarak
iste aslinda bir diisiince gelistirme seans1 gibi seyler diisiiniiyorum, planliyorum. Oyle bir asamaya daha
katilmak ister misiniz? Tekrar davet edebilir miyim sizi?

DP6: Tabii ben nasil yardimci olabilirsen olmayi ¢ok isterim hani. Sunun da farkindayim, diyabetliler
icin ¢alisanlar genelde zaten diyabetliler veya bu ise girisen insanlar oluyor. Kimse durduk yere sey
yapmiyor. Bir de tip bir diyabetliler var biz onlara bir bakalim demiyor agikcasi. O ylizden ben de
elimden geldigince iste senin projen olur baskasina ne olur yardimci olmay1 ¢ok seve seve isterim.
Ucgiincii asamada da goriisiiriiz umarim, ingallah olur.

E.S.H.: Cok tesekkiir ederim o zaman haberlesmek iizere tekrardan goriisiiriiz cok da memnun oldum.
DP6: Ben de cok memnun oldum hosga kalin.
E.S.H.: lyi giinler.

DP6: lyi giinler.
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Interview Transcript - Care Partner 1

Date: 10.05.2021

Duration: 1.30 mins

Age: 39

Gender: Male

Education: Holding 3 bachelor’s degree, continuing master’s education
Occupation: Teacher

City: Ankara

Children with diabetes: 14 years old, male

Diagnosis age: 7,5 years old

Life with diabetes: 6,5 years

E.S.H.: Baslatiyorum Syleyse kaydi. Tlk olarak kisisel birkag soru sormak istiyorum, yine arastirma igin
onemli oldugu i¢in. Yasiniz, egitim durumunuz, mesleginiz gibi seyleri sorabilir miyim ilk olarak?

CP1: Tabii ki. 39 yasindayim. Soyle, 3 tane lisans mezuniyetim var. Su an dgretmenlik yapiyorum.
Egitim fakiiltesi, elektrik elektronik teknolojisi alanindan mezun oldum. Ayni zamanda elektrik
elektronik miihendisligi, Gazi Universitesi’nden lisans mezunuyum. Su anda Ankara Universitesi
egitim politikas1 anabilim dalinda master yapiyorum. Hatta bu ara tez hazirliyorum, onun igin biraz
uzadi sizinle goriigmem.

E.S.H.: Kolayliklar dilerim.
CP1: Yiiksek lisans tez asamasindayim, ugrastyorum.

E.S.H.: Cok tesekkiir ederim agiklamalariniz i¢in. Bir de ailenizi sorabilir miyim? Sanirim iki oglunuz
vardi degil mi?

CP1: Evet, evet. Ben 2006 yilinda evlendim. Iste ilk oglum 2007 y1linda diinyaya geldi. Ardindan, yedi
yil sonra 2014 yilinda ikinci oglum diinyaya geldi. Ikinci oglum diinyaya geldikten alt1 ay sonra da iste,
ilk oglumun diyabeti ile tanistik. Yani esimle {iniversitede tanigmistik ve ben aslen Mersinliyim. Esim
Ankarali doguma biiytime. Ankara’da ikamet ediyorum. Ankara’da yasiyoruz.

E.S.H.: Cok tesekkiir ederim verdiginiz bilgiler i¢in. Yavas yavas o zaman diyabetle ilgili sorularima
gegebilirim. Aslinda ben de tam diyabetle ilk tanigmamizi soracaktim ilk olarak.

CP1: Evet.

E.S.H.: Ondan biraz bahsedebilir misiniz acaba? Ilk 6nce hani nasil teshis kondu, nasil tanistiniz
diyabetle?

CP1: Tabii. Simdi soyle... Biliyorsunuz hepimiz hayatta seker hastalig1 denildigi zaman hep aklimizda
bir rahatsizlik geliyor. Ozellikle yashlarda oldugu diisiiniiliiyor. Biz ogluma taniy1 7 buguk yasinda
aldik. 2015 yilinda. ikinci oglumuz, ikinci ¢ocugumuz alti aylikken almistik. Subat ayindayd:
tatildeydik. Oglum biraz okula erken bagladi. Normalde 7 buguk yasinda olmasina ragmen {igiincii sinifa
gidiyordu. Yaz tatilde... Pardon subat tatilinde memleketteydik. Orada aslinda hani diyabet belirtilerini
az ¢ok gosteriyordu ama biz iste biiyiimesine bagladik, baska seylere bagladik. Subat ayina bagladik.
Gribal enfeksiyonlarin oldugu déneme bagladik. Ve doktorlar da maalesef ona bagladilar. Ve subat
aymda tam boyle komaya girmeden once teshisini koydular. Yani 7 buguk yasinda.
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E.S.H.: 7 buguk yasindayken. Anladim. Peki ilk nerede iken teshis konuldu? O zaman Ankara’ya...
donmiistiiniiz Ankara’da...

CP1: Tabii Ankara’ya donmiistiik. Subat tatilindeydik. Memlekete gitmistik bir akrabamizin diigiinii
vardi. Iste subat tatilini gecirdik geri memlekete geldik. Ama iste oglumda bdyle bir halsizlik,
yorgunluk, bir kilo kaybi... Bir taraftan boyunun uzamasina veriyorduk ama sonra baktik ki gercekten
cocuk halsiz. Ve iste, baska belirtilerle birlikte Ankara’da teshisini koyduk. Ama soyle diyeyim, ama
ilk doktora gittigimizde teshis koymadi. Biz bu sikayetlerle halsizlik, yorgunluk sikayetiyle ii¢ kez
doktora gittik. Gribal enfeksiyon, iste mevsimsel yorgunluk gibi... Hatta en sonda da bir igte antibiyotik
tedavisi verilmistir. Ama baktik kotiiye gidiyor. Bu diyabetin en son evresi koma haliymis. Yani biraz
daha beklesek maalesef kaybedebilirdik. En son kusmaya basladiktan sonra o6zel bir klinige
gotlirdiigiimiizde de orada teshis ettiler. Hatta orada da aslinda serum verdikten sonra teshisi konuldu.
Biraz zorlu bir siiregti. Ama ¢ok siikiir su an iyiyiz.

E.S.H.: Cok siikiir, masallah. Peki ilk teshisi koyan doktor endokrinolog muydu yoksa...

CP1: Yoo, ¢ocuk doktoru. Ozel... Soyle daha 6nce biz bir 6zel hastanede bir ¢ocuk doktorumuz vard:
aslinda. Begendigimiz takdir ettigimiz bir doktordu ama endokrinoloji uzmani degil. Ondan 6ncesinde
de... Daha 6ncesinde oturdugumuz yerdeydi bu. Ondan 6nce bulundugumuz yerdeki devlet hastanesine
gotlirmiistiik birkag kez. Ama dedigimiz gibi penisilin verdiler en son. Biz almak istemedik. Cok fazla
antibiyotik ¢ocuk icin kullanmayi ¢ok da dogru bulmuyorduk hem esim hem de ben. Oglumun bu
¢ocukluk siirecinde hani ilk ¢ocuk oldugu i¢in biraz daha insan dikkat ediyor yedigine igtigine. Daha
dogal beslenmek istiyor, ilaglardan uzak duruyor. Boyle bir siirecin igerisindeydik ondan sonra hani bir
¢oziimii olmayinca, penisilin de verince artik dedik ki eski doktorumuza bir gidelim dedik. Iyi ki de
gitmisiz, orada teshis konuldu.

E.S.H.: Peki size ilk olarak tip-1 diyabetin anlatildig1 zamani hatirliyor musunuz acaba? Ondan da biraz
bahsedebilir misiniz? Ne gekilde anlatilmistir sizce?

CP1: Tabii simdi, Elif Hanim... Simdi ben 6gretmenim, esim de 6gretmen. Yani su an dgretmenlik
yapiyorum. Ben teknik 6gretmenlik yapryorum. Simdi bizler iste 6zellikle Kasim aylarinda diyabet
farkindalik ay1 oldugu i¢in okulda hem iste milli egitim bakanlig1 hem de diyabet derneklerinin ortak
bir protokolii var. Okulda diyabet programi. Hatirliyorum biz onlar1 6grencilere gosteriyorduk.
Izlettiriyorduk ama simdi cok demek ki hani algida secicilik var ya kendimizde olmadig1 icin cok da
duyarli degilmisiz. Az ¢ok biliyorduk ama hani ¢ocukta olabilecegi hi¢ aklimiza gelmemisti. Ik ben
subat ayinda, okul baglamisti, tatilden sonra, okuldayim, toplantidayim. Esim de teshisinin sonucunu
almis cok morali kotii. Ama seker yiiksek c¢ikti demisti, 485 seker ile karsilasmislar parmaktan. Zaten
direkt iste tiniversite hastanesine sevk edilmis orada. Oradan hizlica gidiyorlar karl1 bir aksam, karl1 bir
giin daha dogrusu. Sabaha kadar ayakta olunca aksam olarak geliyor bize. Karanlik bir giindii o giin.
Bana haber verdi, acilen ben toplantidan ¢iktim ama. Evet sekeri yiikselmis, sanki hani tansiyon yiikselir
sonra geri yerine gelir ya. E ylikselmis anormal bir durum ama normale déner gibi diisiiniiyorduk. Sonra
ben tabii giderek iste gazi Universitesi’nde ilk yatisimiz. Gazi Universitesi’ne ilk gittigimizde
doktorlardan bilgi almaya ¢alisiyoruz nedir ne degildir. Ama ilk basta kesin bilgi de vermiyorlar. Yani
¢ok hani yiiziiniize doktor seyi vardir psikolojisi vardir. Ogretmen psikolojisi olur ya, her bir meslegin.
Yiiziinlize bakarken anliyorsunuz bir seylerin kotli oldugunu. Ama ¢ok detayli soramiyorsunuz iginizi
acitacagini diisiindiigiiniiz i¢in. Biz ¢ok detayli, onlar da ¢ok detayli cevap vermek istemediler hani bu
iste direkt net olarak 6grenmemizi istemediler herhalde. Biz iste diyabet, tipi-1 diyabet denildikten sonra
ben internetten bakmaya c¢alistim. Baktik¢a ¢oktiik. Cok boyle, Tiirkiye’deki durumu i¢ agict degildi.
2015 yilinda hi¢ 6rnek yoktu mesela ¢ocuk 6rnek, cocuk videosu, ¢ocuk iste... Diyabetli bir cocugun
yasantis1 nasil hep onu aradi insan. Hep ben onu sdylityorum hani ¢orabin bir tekini arar gibi. Diyabetli
olan birisini aradik. O giinlerde dzellikle. Oyle bir grenme asamasina ge¢mistik sonra bu siireg bir
hafta hastanede kalma siireci vardi. Tabii ki her giine umutla uyanacagimiza her giine bir felaket ile
uyaniyor gibiydik. Hani bilmiyorsunuz diyabeti. Ilk sunu 6greniyorsunuz: émiir boyu siirecek, su an
tedavisi yok. Ama diyorsunuz ki o an 6grendiniz ya... Ya bu vardir kesin diyorsunuz. Tiirkiye’de olmaz
ama yurtdisinda vardir diyorsunuz. Sonra insiilin alacak deniyor. Nasil alacak, her giin. Dort kez her
yemekte. Oyle hep, boyle bir yikim... Her giin ayr1 bir yikim hastanede. Sonra sag olsun hemsiremiz
bize ilk egitimi vermek i¢in odasina ¢agirdi. Elinde oyuncak bir ayicik. Onun iizerinde. .. Su an tiiylerim
diken diken oluyor. Onun iizerinde igne nasil vurulur... Simdi beni igne tutar mesela. Benim igne
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goriince zamaninda bayilmishigim var. Iste evlilik sirasinda biliyorsunuz test yapiliyor, bir kan alintyor.
Mesela ben onu sedyede vermistim. Ciinkii goriince psikolojik olarak etkileniyorsunuz. Boyle bir
durumdan ¢ocugunuza her giin dort kez igne vurulacak duruma gegiyorsunuz. O giin bize gosterdi, ben
onu gordiim ben dayanamadim. Duramadik yani. Ben odada duramadim daha sonra hazir olmadigimiz
soylediler. Biz o giin ¢ok boyle moralimiz bozuk bir sekilde ¢iktik, ertesi giin tekrar igte. Siire¢ boyleydi.
Cok boyle bir yikimdi bu hafta. Ama sonras1 daha net, daha boyle aydinlik olmaya basladi.

E.S.H.: Aslinda o adaptasyon, iste siz aydinlik olarak tanimladiniz hatta. O siirecin... Bu sikintili
siirecin nasil Odyle rahatladigindan da biraz bahsedebilir misiniz acaba? Hani o asamada neler
kolaylastirict oldu? Adaptasyon siirecinizde zorlastirici, kolaylastirict olan seyler neler oldu?

CP1: Tabii. Ilk simdi sdyle diyorsunuz, belli bir egitim seviyesine sahipsiniz. Hani ulasabileceginizi
diisiiniiyorsunuz ¢ogu yere. Ve hani tedavi sekli vardir diyorsunuz. Bir de hep hani bilimin 1s18imnda
diyoruz ya... Muhakkak bir tezin antitezi vardir. lyilesir. Ve arastirmaya giriyorsunuz. Benim mesela
en fazla yikan durum su olmustu: simdi hastanede endokrin uzmanlar1 var odada, odaya girdigimde
dedim ki yani doktor hanim dedim bunun bir ¢6ziimii muhakkak olmali bir yerlerde. 3 tane endokrin
doktoru var. Benim muhatap oldugum oglum ile ilgilenen. Birbirlerine baktilar ve bana dediler ki yok
ve alisgman lazim. Cok fazla da arastirma dediler. Simdi hani belli bir egitime sahip, iste bu isin
uzmanligini alms kisilerin boyle demesi beni ¢ok tedirgin etti. Yani, ¢ok diplere vurdum diyeyim size.
Ama yine de dyle olmadigini goérdiim. Yani iste ilk basta simdi yeni yeni d6greniyoruz. Simdi sadece
igneden ibaret degil. Iste kan sekerin dl¢iimii, parmaktan kan sekeri dlciiyorsun... Bir de bir elimize
liste verdiler sabah yiyecegi belli. Oglen ne yiyecegi belli. Aksam ne yiyecegi... Ya bunla hayat gecer
mi diye diisiindiim. Yani soyle diyeyim hani tabiri caiz ise, ok mutlu bir ailemiz vardi. Yani ¢ok, nasil
diyeyim eglen... Ben esimle {iniversitede tanigtim. Hani biz evlenirken de boyle sey degildi hani...
Klasik bir evlilik degildi. Mutlu bir evliligimiz vardi hatta hayattan beklentilerimiz, ¢ocuklarla
hayallerimiz... Her sey muhtesem gidiyordu. Ha haha. Mustafa’nin diyabeti ile bir sekilde ¢oktiik. Ve
dibe ¢oktiik. [telefon ¢alar] Pardon... pardon.

E.S.H.: Rica ederim. Buyurun, tabii.

CP1: Kusura bakmayin. Hemen geliyorum.
E.S.H.: Tabii, tabii rica ederim, ne demek.
CP1: Kusura bakmayin.

E.S.H.: Yok ne demek rica ederim.

CP1: Yani diyecegim sey, her sey ¢ok giizel giderken birden boyle bir ket vuruyor hayatiniza. Ve bunun
¢Oziimiinii aramaya calisiyorsunuz. Iste her duyduklarinizla ilgili bir seyler oldugu icin sizi bu derinden
etkiliyor. Hayatinizda hi¢ karsilasmadiginiz. .. iste, ekmekler say1yla, yiyecekler gramla gramajla. Sonra
iste... sucuk kaynatiyor... Sucuk yapacaksin, sucugu kaynatiyorsunuz mesela. Yagini almak i¢in. Simdi
bize hep boyle sdylendigi i¢in onu yiyemez, bunu yiyemez. Iste bir hani nasil diyeyim dogum giiniinde
yilda bir kez pasta yiyebilir gibi tabirler, ibareler. Bizi ¢ok dibe vurdurmustu. Ben mesela sunu yaptigimi
hatirliyorum. Mesela eve bir tansiyon aleti, iste bir sicaklik dlger... Iste, kiyma makinasi. Yani diger
diger boyle iste saglikla ilgili cihazlar almaya basladim. Sey gibi diisiindiim: benim oglum artik hasta,
ve ben ogluma evde bakim yapmak zorundaymm. Iste yiyecegi yemekleri gok iyi segmem lazim. En
basitinden yani bir kiyma aliyorsun ya, benim onu evde yapmam lazim. Yagdan armdirmam lazim gibi
diisiiniiyorsun. Ama bunlarin hepsi dogru bir bakis agist degilmis sonra d6grendim. Nasil 6grendik?
Sonra aragtirmaya basladim ben devam ettim. Ya bu bdyle olmamasi gerekiyor. Yani bugiine kadar dyle
kotii bir sey olmus olsaydi ben duyardim. Herhalde insanlar bir sekilde bunu giindeme getirirlerdi.
Ciinkii benim zihnimdeki diyabet ¢ok kotiiydii. O anki diigiinsenize... Her seyiniz degisiyor, cocugunuz
giinde dort kez igne vuruluyor. Iste parmagindan siirekli kan sekeri dlciiliiyor. Yemeklerini gramajla
yapiyorsunuz. Yemeklerinde o kadar yag kullanmiyorsunuz. Yani sdyle sOyleyeyim abartisiz
sOyliiyorum, ben 15 kg verdim bir ay igerisinde.

E.S.H.: Ooo...

CP1: Bir ay icerisinde ¢iinkii yemek yiyemiyorsunuz. Sabah kalkiyorsunuz ¢ocugunuz igne yapiyor,
0glen igne yapiyor, aksam igne yapiyor, yatarken igne yapiyor. Biz o ilk giinler su an yine burnumun
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diregi sizlad1 derler ya... Ilk giinler mesela gocuk yemek yiyordu lavaboya gidiyorsun, boyle igini
bosaltiyorsun geri geliyorsun. Hicbir sey yokmus gibi davrantyorsun. Sonra seye bakmaya bagladim.
Iste yabanci dil etkisi gergekten gok 6nemli. Ben iyi ki diyorum, hep diyoruz ya egitim igin ikinci dil,
ikinci dil. Mesela ben bu ikinci dilin saglik agisindan da ¢ok faydasini gérdiim. Ve ben yurtdisi sitelerine
gezmeye basladim. Baktim ki hayir boyle degil, Tiirkiye’deki gibi degil durum. Ve bir tane diyabetli
video yoktu Tiirkiye’de. Hani diyabetli olup da nasil oldugunu gosteren. Yurtdisinda baktim boyle degil
insanlar karbonhidrat sayiyor, protein sayiyor, yag sayiyor. Yani bunlar yiyebiliyor aslinda. Bunlarin
insiilinle karsilagtirmasi yapildiginda ¢ok rahatlikla hayatta yani diyabet ile beraber mutlu bir sekilde
gidilebiliyor. Bir de mesleki olarak ben otomasyon sistemleri ile ugrasiyorum. Yani otomasyon
sistemleri biliyorsunuzdur belki. Elektrik elektronik de iste bir fabrikanin kendi basina hani birey
olmadan ¢alisan olmadan tiim isleri yliriitebilmesi gereken bir sistemi biz programlayabiliyoruz. Simdi
oglumun iste disaridan... Kendi viicudundaki otomasyon sisteminde bir bozukluk var ve hep aklima o
gelmisti benim iste: Biz disaridan bir otomasyonu nasil saglayacagiz? Ve yurtdisina baktigimda instilin
pompalar1 var, sensorler var. Ama Tiirkiye’de yok. Kimse bilmiyor. Bakiyorum sitelere, sitelerde
genelde su paylasiliyor: Aksam kan sekerin kag? Sabah kan sekerin ka¢? Ne kadar yedin? Ne yedin?
Bunlar paylasiliyor. Sonra biraz daha derinlemesine baktiktan sonra ¢ocuklarin diyabet yonetimlerini
gordiim. Mesela oradan sonra hayatimiz aydinlanmaya basladi. Yani ¢ocuklar her seyi yiyor,
karbonhidratlari say1yorlar bir sekilde. Ama bu ¢ok uzun siirmedi inanin. Yani, yedi giin hastanede yatt.
Kabus gibiydi. Ciktik, bir yaklasik on giin daha kabus gibiydi. Yani bir ay igerisinde toparlanmaya
basladik artik. Yani kendi kendimizi bulmaya bagladik. Ben Mustafa’ya da ben o videolar1 seyrettirdim.
O videolar seyrettikten sonra Mustafa’nin da psikolojik gelisimini, yani psikolojisindeki diizelmeyi net
gordiim. Ve sunu soyledim ben belki hani birilerinden duymugsunuzdur, iste bir derneklesme siirecine
girdik. Bir dernek bagkanligi yaptim. Tirkiye’de teknolojiyi tanittik. O siirecin baslangici suna
dayaniyor. Ben Mustafa’ya videolar1 izlettim ve dedim ki oglum bak Tiirkiye’deki hi¢bir diyabetlinin
videosu yok. Ve bilmiyoruz. Ve ben 0yle hikayeler okuyorum ki, yani nasil diyeyim... Bagimdan asag1
kaynar sular dokiiliiyor. Insanlar sakliyor diyabetli oldugunu. Kimse bilmesin istiyor. Ozellikle kiz
¢ocuklari. Mustafa’ya soyledigim suydu, oglum dedim birlikte bir video ¢ekelim. Bunun
yapilabilecegini gosterelim. Biz seyleri burada biraktik artik yani biz her seyi yemeye basladik. Ve
karbonhidrat saymaya bagladik. Ben iste bilgisayarda bir program hazirladim. Programla degerleri
saytyorum, iste orada hazir hesaplar yapiyorum. Ve Mustafa her seyi yiyebildigini gordiik¢e daha ¢ok
mutlu oluyor. Ve bunun videosunu ¢ekecegiz. Ve Mustafa’nin sdyledigi sey suydu: Baba ben Ingilizce
bilmiyorum dedi. Yani, ya... Ingilizce video izleyince Ingilizce cekilecegini diisiindii. Yani oglum
dedim Tiirkge gekecegiz. Yani sen anlatacaksin. Inanin o videoyu gektik, “tip-1 diyabetle bir giin”.
YouTube’da bulabilirsiniz.

E.S.H.: Evet evet.

CP1: O video yayinladik, patladi. Yani soyle patladi. Herkes bana ulagmak istiyor. Herkes nasil
yapiyorsunuz? Nasil yiyor? iste Mustafa kek yiyor, onun yaninda lahmacun yiyor, meyve yiyor her seyi
yiyebiliyor. Nasil yaptyorsunuz bunu diye. Iste insanlar, 6zellikle anneler ddnmeye basliyorlar. Sonra
tabii ki iste sensor siireci basladi. Tiirkiye’de yoktu. Yurtdiginda da biliyorsunuz 2010 baginda siraya
giriliyordu. Herkese vermiyorlardi. Biz birkag iilkeden siraya girdik. Freestyle Libre, 6zellikle. Siraya
girdik ve sira bize Hollanda’dan ¢1kti. Oradaki akrabalar vasitasiyla Tiirkiye’ye getirdik ve Tiirkiye’de
yaklasik soyle diyeyim {i¢ ay sonra insiilin pompasini taktik. Dordiincii ayda da sensorii taktik. Ondan
sonra hayatimiz tamamen giizellesti, degisti diyebilirim. Ben burada... Anlatacagim ¢ok sey var siz...

E.S.H.: Araya ben sorularimi sikistirayim. Ama ¢ok tesekkiir ediyorum gergekten ¢ok detayli ve akict
bir sekilde anlatryorsunuz. Cok tesekkiirler. Soylediklerinizden yakaladigim birkag sey iizerine sormak
istiyorum. ik basta oglum hasta gibi algilamistim diye bahsetmistiniz, anladigim kadariyla ¢ok hizli
degismis zaten o. O doniim noktalarindan biri anladigim kadartyla zaten bu yurtdisindaki videolara,
imkanlara, teknolojilere ulasmaniz, anlamanizdi. Onun i¢in en kritik nokta doniim noktasi oldu herhalde
degil mi? Yaklasiminizi, bakis a¢inizi degistiren.

CP1: Tabii. S$oyle... En 6nemli burada kritik noktamiz dedigim... Hayatimizda boyledir. Hani Google
aramalarina baktigimiz zaman aklimiza gelen bir seyin benzeri var mi diye bakiyoruz. Veya nasil diye
bakiyoruz. Iste diyabette de biz ilk iste internete girdigimizde tip-1 diyabet yazdigimizda 2015 yilinda. ..
Iste suna bakabilirsin mesela eger hani bir analiz yapabiliyorsan Google’da. 2015 éncesi tip-1 diyabetli
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cocuklarla ilgili bir tane video yok. Yani nasil besleniyorlar? Ne yapiyorlar? Bununla ilgili hi¢bir video
yok. Simdi biz o videolar1 gordiikten sonra aa bu yapilabiliyormus. Her seyi yiyebiliyormus algis1 bizi
tamamen degistirdi. Kusura bakmayin kapi ¢aliyor seni de boliiyorum ama...

E.S.H.: Yok, rica ederim, ne demek.
CP1: Hemen doniiyorum.

E.S.H.: Tabii.

CP1: Tekrar kusura bakmayin.
E.S.H.: Yok, rica ederim, ne demek.

CP1: Ya dedigimiz gibi o iste ilk o videolar. Oglumun yasit1 videolar 6zellikle. Ve sunu ¢ok hani bizim
gibi diisiinen insanlarin oldugunu biz video ¢ektikten sonra anladik. Oglumun videosuyla bera... Hala
YouTube kanali var oglumun. Oradan mesajlar altyoruz. Yani diyabet olduktan sonra bu videoyu
goriince rahatladim. Iste sizin videolar1 goriince ¢ok rahat hissettim kendimi. Bizi karanliktan
kurtardimiz. Aydinligimiz oldugunuz, gibi. Yani biz de ayni seyi yasamistik aslinda. Biz de yabanci
videolar izledigimizde bu da boyleymis diyebilmistik. Doniim noktamiz o diyebiliriz aslinda.

E.S.H.: Anladim ¢ok tesekkiirler. Bir de su anda ben farkli farkli sekillerde adlandirildigini gériiyorum.
Iste diyabetli, seker ¢ocuk, diyabet hastasi, diyabetli kisi gibi. Siz bunlardan hangisinin kullanilmasini
daha uygun oldugunu diisiiniiyorsunuz? O konuda da birkag tartismaya da rastladim. O ylizden sizin de
fikrinizi merak ettim.

CP1: Yani soyle Tiirkiye’de aslinda tartigmanin olmasinin en biiyiik nedeni daha diyabetle ilgili alginin
tam oturmamasi diye diisiiniiyorum. Ben diyabetli olarak bakmakta fayda oldugunu diigiiniiyorum.
Soyle ki, biz iginde bulundugumuz durum itibari ile diyabeti bir hastalik olarak gormiiyoruz. Ama
bundaki en biiyiik etken sensor ve pompay1 kullanabilmeniz. Ama inanin kullanilmadiginda bir hastalik.
Ve ilerisi daha biiyiik bir hastalik. Yani diyabet bir durum ama diyabetin yonetilmemesi durumunda
ortaya cikan ¢ok hastaliklar var. Yani kalp damar hastaliklarindan tutun da uzuv kaybina kadar biitiin
hastaliklarin sebebi olabilecek bir potansiyele sahip. Diyabetli bir birey iyi diyabet yonetimi
saglamazsa. Ama iste mesela ben literatiirde, yabanci literatlirde hi¢ diyabet hastalig1 bir disease hani
Ingilizce olarak... hep diabetes olarak... diyabet durum olarak ifade ediliyor. Seker hastaligiyla zaten
hi¢ karsilasmadim. Bizdeki hani Tiirk¢e karsiligi maalesef bu. Bu da genelde hani biling olay1 diyoruz
ya. Seker hastaligi, genelde yaslilarin agiz aliskanlig1 gibi bir sey olarak goriiniiyor. Bunun mesela
bilmiyorum bu arada evdeyiz bu yemekte programlari var yemekteyiz programi falan var bilmiyorum
seyrediyor musunuz arada. Karsilasabiliyorsunuzdur. O aslinda toplumun bir seyini de gosteriyor.
Algisini da gosteriyor. Yasl kadinlar benim sekerim var diyor yemek yemezsem sekerim firlar diyor
mesela iste. Veya mesela sekerle alakasi olmayan seylerde ifade... Hani agiz aliskanligi olmus.
Yaslaninca bir kez eger sekeri yiiksek bir sekilde duyduysa onu kendine hemen yapistirtyor bende seker
var, seker hastaligr var. Ama bu degil diyabet. Onun i¢in seker hastalifiyla Tiirkiye’de kullanilan
anlamryla, bence cok iliskili degil 6zellikle tip-1 diyabet. Diyabetli demek en mantiklis.

E.S.H.: Bir de bu siiregte, ilk asamada o6zellikle, gilinliik hayatinizda degisen seyler neler oldu? En
onemli degisikliklerin hangi anlamlarda oldugunu merak ediyorum.

CP1: Ya, soyle. ilk basta hani ilk... Diyabet oldugumuzda ¢ok rahatsiz olmustuk gergekten. Bir yere
giderken. .. Ciinkii bir yere gittiginizde birilerinin ikram etmesi. .. Bir ¢ocuga, 7 buguk yasinda olmustu.
Bir parka ¢ikarttiginizda bir arkadasinin bir ey ikram etmesi. Iste okula giderken acaba kantinden ne
alacak korkusu i¢imizdeydi. Ama inanin diyabet olduktan sonra bizim hani sosyal yasamimizda bir fark
olmadi ¢ok fazla. Ve bu fark olmadigini da iste sosyal mecralarda paylagmaya ¢alisiyoruz. Ciinkii biz,
ben diyabet dernek baskanlig1 yaptigim siirecte cok karsilagtim. Sokaga ¢ikartmayan ¢ocuklarini, iste
¢ocuklarini gezmeye gotiirmeyen ve kimseyi misafir kabul etmeyen ¢ok aileler var. Bunalima giren,
iste bayramlardan nefret eden... Ozellikle ramazan, seker bayramindan nefret eden aileler. Ciinkii
biliyorlar ki o donemde yeme igme daha bol, daha fazla ve ne yapacaklarini bilmiyorlar. Biz hi¢ dyle
bir durumla karsilasmadik. Sadece rutinlerimizdeki fark su: Mesela bir yere giderken aklimizda hep
insiilin kaleminiz, yedek olarak tabii ki. insiilin pompamiz var ama bu tabii ki bir yere gitme, bir tatilden
bahsediyorum. Yanimiza iste almamiz gereken parmak 6l¢iim yedek stripleri. Daha sonra iste yanimiza
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almamiz gereken pompanin set rezervuari. Yedek sensor gibi malzemeler artik bizim yanimizda olmasi
gereken bir durum. Bu bizim i¢in bir farklilik oldu. Yani diyabet ekipmanini yanimizda barindiriyoruz.
Ve iste gittiginiz yerde de aileleri goriiyorum ben ¢ok tedirgin oluyorlar. Iste tasima, insiilin tasima
cantalartyla organ tasir gibi gidiyorlar. Bu aslinda dogru bir yaklasim degil. Biz ¢ok uzun siire bir tatil
icin ¢ikmayacaksak ¢antamizda tasiyoruz. Biliyorsunuz iste, normal insiilinler ¢antada bir aya kadar
muhafaza olabiliyor. Yani oda sicakliginda. O aile bilmedigi ya da tedirgin oldugu i¢in maalesef yani
seyahatte bile ¢ok biiyiik tedirginlikler yasiyorlar. Iste buz kaliplarmin arasina koyup onu muhafaza
edip, onu ayr1 bir ¢antada tastyip. Bunu nereden biliyorum, bazen sehir disindan oglumu gérmek
istiyorlar. Nasil yapiyorsunuz diye tamigmak istiyorlar. Iste bazen eve davet etmek durumunda
kaliyoruz. Bir bakiyoruz iste bir tane insiilin ¢antalar1 var buz kaliplar1 arasina koymuslar bize alelacele
organ tagir gibi bana dolaba koyar misiniz diyorlar. Boyle aile ¢ok fazla ama. Diyabetin negatif etkileri
diyebiliriz. Ama biz de sadece yanimizda bulundurmak zorunda hissediyoruz. Yani bu kadar.

E.S.H.: Bir de giindelik, giinliik rutinini de sorabilir miyim oglunuzun? Su an giinliik rutininde diyabetle
iliskili olarak neler yapiyor?

CP1: Simdi sdyle, simdi Elif Hanim. ilk basta yani nasil diyim... Universitenin verdigi uzmanlarm
verdigi egitimle soyle... Yani detayl bilgi sahibi oldugunuzu diisiiniiyorum. Iste sabah ¢ocuk normal
sartlarda yedide ya da altida kalkmasi gerekiyor. Sonra 3 saat sonra ara verelim, sonra 12’de tekrar ana
6giin, 3 saat sonra bir daha ara 6giin, tekrar aksam, yatmadan dnce yine bir ara 6giin, sonra yatis. Inanin
¢ogu aile boyle devam ediyor. Ama biz insiilin pompas1 ve sensor kullandigimiz i¢in oglum bizle. Bizim
nasil bir seyir izliyorsa yasantimiz oglumun da ayni sekilde. Mesela, gecen hafta iste canli dersleri vardi.
Hocanin dersleri 8:10’da basliyor. Atryorum iste simdi 20 dakika once kalkiyor. Kahvalti yapiyor,
istemezse yapmiyor. Veya iste cani yapmak istiyorsa yapiyor. Bir sekilde devam ediyor. Yemek ne
zaman hazir olursa bizle beraber yemek yiyor. Simdi ben de dgretmenim esim de dgretmen. Hepimiz
boyle odalara ayriliyoruz canli derslerde. Ders igin. Bazen boyle bir is hengamesi oluyor. Ve bu arada
su olmuyor yani. Simdi ben diyabetli ailelerden gordiigiim i¢in, ya oglumun yemegi hazirlanacak. Saati
geldi. Yok, Mustafa istiyorsa ge¢iyor mutfakta dolaptan buldugu bir sey varsa eger yiyebiliyor. Bu hig
fark etmez. Bir puding de olabilir veya iste baska bir sey de olabilir. Yani rutini normal. Bir kendi
yasitin1 normal diyabetli olmayan bir ailede nasilsa onda da ayni rutinler var. Sadece, alt1 giinde bir
sensOr degisimi zamani var. Sensor bittigi zaman sensor degisiyor. Ayn1 zamanda set rezervuarinin da
ii¢ glinde dort giinde bes giinde... Yani bes giinde bir degisme siiregleri var. Bu bittiginde zaten alarm
veriyor. Oglum bunu da kendi kendine... Sensorde biraz takmasi problem oluyor, destek oluyoruz ama
setini kendisi ii¢ giinde bes giinde bir degistiriyor. Oyle bir rutinimiz var.

E.S.H.: Su anda peki kullanmakta oldugunuz iirtinler neler? Onlar1 da sorabilir miyim? Pompa ve sensor
kullantyorsunuz galiba. Hangi tiriinleri kullaniyorsunuz?

CP1: S$dyle, Medtronic 640G sensérlii insiilin pompasi kullantyoruz. Iste bunlarin set rezervuarlari var.
Ayni pompanin sensdriinii kullandigimiz i¢in onun iizerinde transmitter var. Medtronic Firmasinin
sensoriinii ve pompasina kullaniyoruz.

E.S.H.: Tani aldiktan sonra yaklasik 4- 5 ay i¢erisinde mi kullanmaya bagladiginizi sylemistiniz, yanlis
hatirlamiyorsam?

CP1: Soyle, tabii tabii. Simdi sdyle bizim. ilk pompamiz yine Medtronic firmasinin ama sensérsiiz bir
pompastydi. Ciinkii soyle bir durum s6z konusuydu Tiirkiye’de. Medtronic’in sensorlii insiilin pompast
randimanli degildi. Bir de SGK’nin $6yle bir hatasi vardi, sensorlil insiilin pompasindan aldiginiz zaman
sizden hani liiks kullanima sokarak o pompayi set rezervuarlarindan da ¢ok ytiksek para aliyordu ve
geri 6deme kapsamina almiyordu. O nedenle biz ilk basta sensorsiiz bir pompa art1 yurtdigindan da
‘Freestyle Libre’ getirdik.

E.S.H.: Anladim. Peki bu teknolojilerin kullanmaya baslamaniz nasil etkiler yaratti sizin diyabet
yonetiminizde? Onlar1 da sorabilir miyim?

CP1: Tabii, tabii.
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E.S.H.: Bir tane videonuza rastlamigtim sanirim ilk basta kaydi Excel {izerinden tutmaya baslamissiniz.
Hala tutuyor musunuz bilmiyorum ama orada da pompanin ciddi bir degisiklik yarattigini sdylemissiniz.
Onlardan da biraz bahsedebilir misiniz acaba?

CP1: Tabii, tabii. Simdi Elif Hanim normal bir diyabetli tanisi... Ben iiziiliiyorum, iiziildiigiim i¢in
destek olmaya ¢alistyoruz bir sekilde topluma da elimizden geldigince tecriibelerimizi paylasarak bir
seyler anlatmaya calistyoruz. Ilk basta iste bir kan sekeri cetveli var. Her diyabetli ailenin. Simdi biz
ben iste sayisal alandayim, elektrik elektronikteyim ve verinin ¢ok 6nemli oldugunu biliyorum. Veri ne
zaman onemlidir, analiz edebilirsen. Eger analiz edemiyorsan senin oraya kaydettigin bir sayinin hi¢bir
anlami yok. Tirkiye’de sdyle bir yol izleniyor. Herkese bir kagit veriliyor. O kagitta ¢ocuklarin,
biliyorsunuz sabah yemek yemeden dnce kan sekeri olgiiliir, yedikten sonra... Aglik tokluk seklinde.
Yani diyabetli bir gocugun giinde en az sekiz kez sabah yemeginde 6gle yemeginde aksam yemeginde
aclik tokluk ikiser olmak {izere sekiz tane. Yatarken 6l¢iiliir. Bir de saat gece ii¢ 6l¢limii olur. On iki ve
ii¢ 6l¢timii. Tiim oOl¢iimleri cetvel seklinde yazarsiniz ki o 6l¢iimlerden de insiilin miktarinin ne kadar
oldugunu ayarlarsiniz. Ciinkii soyle, viicut biiyiidiikge miktar degisiyor. Simdi, bu yazimlarda genelde
aile zaten eger egitim seviyesi asagilardaysa yani ¢ok iyi degilse bunu analiz edemiyor. Doktorun da o
cetvele bakarak ben bir sey algilayacagini ¢cok sanmiyorum. Sadece sunu diyebilir. Diisiikse eger ya
burada neden diistii, daha sunu yapabilirdiniz diye. Noktasal bazi seyler soyleyebilir. Ben bunun igin
ilk basta dediginiz gibi bir Excel tablosu olusturdum. Excel tablosunda tiim degerlerini girerek nerede
ne eksiklik oldugunu gorebiliyordum. Olusturduktan sonra ben bunu yine sosyal medyada yaydim.
Bunu isteyen doktorlar, diyabet hemsireleri ayn1 zamanda diyabet diyetisyenleri de bu cetveli istediler.
Onlara da bu noktada géndermis bulundum ve ¢ogu kisinin igine yaradigim diisiiniiyorum. Bu parmak
dl¢iimiiyleydi. Iste teknoloji kullandigimiz zaman o kadar giizel ki. Biz su an hicbir sekilde higbir veriyi
tutmuyoruz. Neden ¢iinki sistem zaten kaydediyor. 24 saat boyunca bizim sekerlerimizin ne oldugunu
kaydediyor. Bizim ortalamamizi, maksimum degerimizi, minimum degerimiz, standart sapmamizi...
Bunlarm hepsini veriyor. Simdi ben bazen diyorum ki iste eger istatistik biliyorsaniz yani azicik bu
konuda doktora m1 yapiyordunuz elif hanim?

E.S.H.: Evet doktora yapiyorum.

CP1: Doktora asamasinda veri analizi yapmigsinizdir. Simdi standart sapmadan daha yeni yeni bahseder
oldu insanlar. Ben anlatmaya ¢alistyorum. Bir ¢ocuk iste diyabetli bir cocugun sekerinin 80 90 olmast
¢ok Onemli degil. O 80- 90 araliginda degismis mi? Maksimum minimum ne olmus? Bunlari
hesaplayabilirse eger aile gocugunun diyabetini gok daha iyi gétiirebilir. Onceden ben bunu Excel’de
yapmaya ¢alistyordum. Ama simdi pompa bunu sensorlii pompa daha dogrusu. Sensérii bunu yapiyor,
tlim analizleri yapiyor. Ve benim ne kadar insiilin goénderdigimi de hesapliyor. Bu bakimdan daha iyi
bir otomasyon sistemine doniistiirebiliyoruz. Yani sensér ve pompa olmadan 6nce tamamen yorucu,
insan1 bunaltici, sanki bir ddev yaparcasina... Siirekli bir kayit gerektiriyor ve takip gerektiriyordu. Ama
insiilin pompasi ve sensor de ¢ok rahatlikla zaten cihaz bu analizleri yapiyor, yapmis oluyor, bdyle bir
rahatlig1 var tabii ki.

E.S.H.: Peki siz tekrardan o verilere bakarak bazi kararlar altyor musunuz? Atryorum iste su zaman
sunu yemis, soyle bir etki yaratmig. Ona gore... Hala o siire¢ devam ediyordur sanirim.

CP1: Tabii, tabii. S6yle devam ediyor. Simdi biiylime devam ettigi i¢in... Oglum su an on ii¢, on dort
yasina girecek ve inanilmaz bir degisim var. Iste boyu uzuyor. Iste kilosu artiyor. ister istemez ihtiyaci
da artryor. SOyle soyleyeyim Elif Hanim, yani bizim mesela ilk baglarda kullandigimiz toplam iinite 20
iinite. Hatta iste ilk baglarda 10-15 {inite. Sonra, bu kilosuyla beraber ¢ok orantili bir sekilde gitti. Ornek
veriyorum, oglum eger 40 kiloysa 40 kg’in iizerinde, pardon, 40 iinitenin {izerine ¢ikmamustir insiilin
miktar1. Ve iste yabanci ben basininda, yabanci basin derken yabanci makaleleri takip ediyorum.
Yabanci yazilara da bakiyorum. Orada 6zellikle bitytime hormonlari, growth hormon dedikleri biiyiime
hormonlarinin insiilin ihtiyacini arttirdigindan bahsediyordu. Ben buna yillar 6nce bakmistim ama su
anda daha fazla detayli arastirmalar da yapiyorum. Ciinkii tam Mustafa biiylime ¢aginda. S$imdi, daha
once iste 40 kiloysa 40 iiniteydi. Su an mesela Mustafa 60 kg. Ama 100 iiniteyi gegtigi zamanlar oluyor.
Yani devasa bir artig var. Bunun nedeni de biiyiime hormonlar1 ¢ok hizli bir sekilde artiyor. Mesela ben
Mustafa’nin boy 6l¢iimiinii kapiya yapiyorum, altyorum. inanin simdi daha énceki boy 6lgiimiinde
mesela, yilda belki iki santim uzanmis ama su an bir ayda bir buguk santim uzama var. Yani bu
uzamanin nedeni biiyiime hormonlari. Ve bunun i¢in de insiilin gerekiyor. Ve ben bunu seyden ¢ok
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rahat gorebiliyorum. Insiilin pompasindan bu ayarlari ¢ok rahat yapabiliyorum. Artiginin normal
oldugunu goriiyorum. Simdi ama iste igne kullanan ailenin bunu takip etmesi ¢ok zor. Ve ergenlik
doneminde cok sikinti yasiyor diyabetli aileler. Iste sensér, pompa kullanimi, bu verilerin analiz
edilebilmesi bizi daha bdyle esnek yapiyor ve rahatlatiyor.

E.S.H.: Peki karbonhidrat sayimin1 siz yine takip ettiginiz yabanci kaynaklardan mi1 6grendiniz? Yoksa
ayrica o konuda bir egitim aldiniz m1?

CP1: Soyle. Simdi Elif Hanim, soyle bir durum var. Hani, diyabetin bireysel olma durumu aslinda
karbonhidrat sayiminda kendini gosteriyor. Simdi standart bir karbonhidrat sayim1 yaparsa eger aileler
dogru bir sonuca ulasamryor. Tabii ki yine ii¢ asag1 bes yukar1 benzer. Ben ilk baslarda, ilk baglarda
hem Tirkiye’deki hem yurtdigindaki yabanci sitelerdeki karbonhidrat sayimi siteleri, seyleri var,
programlar var, siteleri var... Cok giizel veriler var. Yani, s0yle diyeyim, bazen iste bir karbonhidrat
saymmini veren bir site bazi yiyecekleri bulundurmayabiliyor. Mesela yabanci bir iilkede Tiirk
yemeklerini bulmak ¢ok zordur. imam bayildi yazsaniz bulamazsimz. Ya da iste dyle bir ibare yok.
Ama bazi seylerde yurtdisinda gergekten daha iyi analiz edilmis yiyecekler var. Ama bunun yaninda da
bireysel tecriibe de ¢ok dnemli. Sundan kaynakli, biliyorsunuz mesela kimimiz siit i¢tigi zaman siit
midesine rahatsizlik verir laktoz alerjisi vardir. Veya iste kimisi yumurta yediginde farkli bir tepki verir.
Mesela kiminin yag toleransi daha iyidir yani yagl yiyecekleri daha iyi sindirir, kimisi sindiremez.
Simdi, bu ¢ok &nemli. Iste insiilin pompasindaki bizim onu gorebilmemiz sensdrdeki o verileri
karsilastirabilmemiz oglumun yiyecegi yemeklerin bizim verdigimiz degerlerle uyusup uyusmadigini
cok net gorebiliyoruz. Ozellikle proteinli ve yagh yiyeceklerden. Yani protein ve yagh yiyeceklerde ne
kadar siirede sindiriyor ve etkisini ne zaman ne kadar siirede gosteriyor? Bunu cok rahatlikla
gorebiliyoruz. Bu egitimi tabii ki maalesef doktorda almadik. Ya da iste bir diyabet diyetisyeni bize bu
egitimi vermedi. Sadece iste gazi Universitesi’nde ilk teshis konuldugunda bize karbonhidrat sayimi
konusunda bir liste verilmisti. iste degisim nasil yapilir? Iste bir dilim ekmek yiyecegine sunu yiyebilir.
Sunu yiyecegine bunu yiyebilir seklinde. Genel hatlariyla bir egitim verildi. Onun disinda ¢ok detayli
verilmedi. Ama ben sunu diyorum iste gazi Universitesi’nin diyabet ekibi gercekten iyi. Sizin hani sey
degil, baz1 bakis agis1 soyle, goriiyoruz duyuyoruz. Diyabetli aileyi kendi soylediklerinin disina
¢ikarmiyorlar. Ama biz diyabet ekibimizle iletisim halindeyiz. Yani hani biz sekerlerimiz de ¢ok iyi
oldugu i¢in ne yaptigimizi nasil yaptigimizi sdyledigimizde yani bunu hem saygiyla karsiliyorlar, hem
bu noktada bizi destekliyorlar. Ciinkii bunun tek bir yontemi yok. Yani hicbir diyetisyenin size giinliik
yediginiz yemegin nasil etki edecegini net olarak sdylemesi miimkiin degil. Ama size sunu sdylemesi
bence c¢ok degerli. Her besinin, mesela proteinin yagin karbonhidratin kan sekeri degerlerini
yiikseltebilecegini ve bunlarin belirli degerlerinin oldugu konusunda sizi uyarmasi. Sizi bu konuda
orneklerle aydinlatmasi bence ¢ok degerli.

E.S.H.: Bir de sey soracaktim ozellikle bu kan sekeri, besinler ve insiilin arasindaki iligkinin nasil
kavramsallastirildig: ile de ilgileniyorum. Ciinkii herkes kafasinda sanirim farkli bir sekilde onu
oturtuyor ve iste farkli sekillerde sistematize ediyor. Siz acaba o iliskiyi boyle... Belki de yabanci birine
anlatacak olsaniz nasil anlatirsiniz diye sorabilirim. O iligkileri kafanizda nasil kurguladiniz, nasil
oturttunuz?

CP1: Yani soyle. Simdi, Tiirkiye’deki aslinda karmaganin en biiyiik nedeni su... Hatta ben bununla ilgili
birkag tane diyetisyenle de tartismak durumunda kaldim. Aslinda amacim bunlarla tartigmak, onlarin
meslegi ile ilgili hani mesleki alanlarma miidahil olmak degildi. Ben sadece her zaman sunu
sOylilyorum. Tecriibelerimi konusuyorum. Ve tecriibelerim ¢ocugum i¢in kullandigim tecriibeler. Yani
ya da yasadigim tecriibeler. Bu bir denek degil, benim cocugum. Veya iste, ben bir seyleri
denemiyorum. Ben saglikli olmasi i¢in bir seyler yapiyorum ve bunlar1 paylasiyorum. Burada da
Tiirkiye’deki en biiyiik sikintilardan bir tanesi ve su an yavas yavas degisiyor, sadece karbonhidrat ile
ugrastyor insanlar. Aslinda karbonhidrat en basit olani. Ve insanlar1 igne kullanmaya iten ve iste daha
once basinda s6ylemistim ya, sucugu kaynatin demelerine neden olan, salataniza yag dokmeyeceksiniz
demelerine neden olan... Ciinkii isin icerisine protein ve yag girdiginde karbonhidrat sayimlari sasiyor.
Yani istediginiz gibi olmamis oluyor. Aslinda belki dogru sayiyorsunuz. Ama bu diger degiskenler isin
icerisine girdiginde, fonksiyon tanmimlarsak eger diger degiskenlerle beraber fonksiyonu
tanimladiginizda farkl bir insiilin salinimi ortaya koymaniz gerekiyor. Mesela ben drnek verirken sunu
sOylilyorum, 6zellikle yagli yemeklerde. Mesela eliniz normal bir kir oldu, elinize gamur bulasti. Elinizi
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sadece suyla yikamanizda bir sikint1 yok. Rahatlikla ¢ikartabilirsiniz. Hem de ¢ok kisa siirede. Ama
yagli bir yiyecek bulastiginda dyle miimkiin degil. Hemen degil. Artik ne yapmamiz lazim biraz deterjan
ve biraz daha ovusturmaniz lazim. Eger bu yag daha farkl: bir yag olsa mesela, motor yagiysa, gres yagi
bilir misiniz bilmiyorum arabalarda kullanilan... Gres yagiysa ¢cok ugrasmaniz lazim. Simdi viicut da
dyle bir sey. Ornek veriyorum mesela bir margarin tiiketen bir diyabetli cocugun inanin 10 saat sonra
sekeri tavan yapar eger farkinda degillerse. Iste veya bir tereyag tiikketen bir gocugun sekerinin bir 4-5
saat sonra yiikseldigini goriirler. Veya iste 6rnek veriyorum, mesela biz hani Tiirk kiiltliriinde vardir
hem yagli hem de gliitenli yiyecekler tiiketmek. Mesela mangal. Mangal kiiltiirii var hepimizde. Simdi
ilk basta iste diyetisyenlere kars1 da paylasiyoruz ya. Bir cocuk o kadar et yer mi? Ya kardesim diyabetli
olmasam, benim ailem hi¢ bana karismadi bu noktada. Biz alt1 kardesiz. Benim dort tane ablam bir tane
abim var, yegenlerim var. Yani sofraya oturdugunda 200 gr mu1 et yiyeceksin, 300 gr mi, hi¢ kimse
saymiyor ve gayet de sagliklilar. Higbir saglikli, hani diyabetle karsilasmayan ailenin de saydigim
diistinmiiyorum. Mesela bir mangalda ¢ocuk 300 gramdan fazla, pardon 100 gramdan fazla yemez
diyorlar. Inanm bunu sdyleyen diyetisyenler var. 100 gramdan fazlasi bir 6giinde fazla. Ya tamam evet
olabilir ama simdi hayat bu degil. Hayat bazen zorluklarla miicadele etmektir. Evet bazen bazi seyleri
asir1 kacirdigimizda bunu tolere edebilmektir. Diyabette de biz iste et yedigimizde ne yapiyoruz, ona
uygun bir insiilini yaymamiz gerektigini biliyoruz. Veya iste sadece protein yedigimizde bu proteine
direkt, pardon karbonhidrat tiikettigimizde direkt gonderecegimizi biliyoruz. Hatta sdyle diyeyim gecen
Medipol hastanesi bir egitim veriyormus bizi davet ettiler. Biz orada bir karsilastirma yaptik isterseniz
size onu gonderebilirim.

E.S.H.: Cok sevinirim.

CP1: Simdi iste dedigimiz mesela karbonhidrat miktari ¢ok fazlaysa eger, belli bir seyin iizerinde ise
ve insiilin de sizin kullanacaginiz normal 6giiniin tizerindeyse bu insiilinin belli bir miktarini yaymaniz
gerekecektir. Ciinkii midenin sindirecegi miktar belirlidir. Ve ¢ok yiyorsam onu bir siirece yayacaktir.
Onu siirece yayiyorsa benim de instilini belli bir siirece yaymam lazim. Yani iste bizim kafamizdaki
oOyle iste insiilin, karbonhidrat, protein, yag olusumu... Ve insiilin eslesmesi bu sekilde.

E.S.H.: Cok giizel, ¢ok giizel...

CP1: Soyle soyleyeyim, mesela sunu da ornek veriyorum. Diyorum ki, hani iste aileler genelde
¢ocuklarini sekerlerini 150 iken, 200 iken yemek yedirmeye bagliyorlar. Bu dogru bir karar degil. Bir
¢ocugun sekeri 200 iken eger yemek yerse karbonhidrat saysan, insiilin duyarlilik faktorii de bilsen,
karbonhidrat-insiilin oranini da bilsen ¢ocugun sekerini normal aralifa getiremezsin. Bu, Elif Hanim
suna benziyor. Hep bu 6rnegi veriyorum. Mesela diyorum ki, bir otobiisle gidiyorsunuz. Otobiis 50
kisilik ve siz ti¢ kisisiniz. Ve {i¢ kisi bir durak geldiginde ii¢ kisinin o arabadan inmesi ¢ok rahattir. Yani
hemen inersiniz. Ama diisiiniin, ¢linkii ben {iniversite okurken yasadigim zamanlar oldu. 50 kisilik
otobiise 100 kisiyi sigdirdiniz. Yani damarlarimizda normalde 100 mg Seker varken 200 mg seker
koydunuz. Sonra siz o 200 kisiyi bir durakta indirebilmeniz i¢in ¢ok beklemeniz lazim. Bazen
kagirdigimiz oluyordu arkadan sofore bagiriyorsundur inemedim diyorsun. Ciinkii bu kadar hani kan
sekeri yogunken instilinin de etkisi ¢ok diisiiyor. Ve senin karbonhidrat sayimini kargilagmiyor. Ondan
sonra da diyor ki ben daha 6nce saymigtim ama olmustu simdi neden olmadi. Olmaz. Yani senin sekerin
200 iken instilinin etkisi farkli, senin sekerin 100 iken insiilinin etkisi farkli. Ama bizim yaptigimiz ne?
Ayni karbonhidrat say1yoruz. Iste bu degiskenleri iyi analiz edersek bence dogru bir diyabet ydnetimi
saglariz.

E.S.H.: Verdiginiz rnekler gergekten harika. Ozellikle elden yag temizleme &rnegine bayildim. Cok
giizel. Cok tesekkiir ederim.

CP1: Rica ederim.

E.S.H.: Bir de kullandigimiz iiriinlerle ilgili de biraz daha detayli sorular sormak istiyorum izninizle.
Kullandiginiz iirtinlerde karsilastiginiz birtakim problemler oldu mu? Pompa veya sensorde.

CP1: Tabii, tabii. Ya sOyle, ornegin iste ilk 6zellikle pompay1 kullanirken mesela pompalarin setleri
var. Setlerinin viicuda girdigi noktalarm sdyle silikon bir yapist var. I¢inde igne var. Mesela zamaninda
iste bu aslinda sosyal medyadaki gruplar var ya Facebook, Instagram‘daki iste diyabet gruplari. Iste
bizim de bir grubumuz var. Belki biliyorsunuzdur.
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E.S.H.: Evet, tip-1 diyabet tecriibeleri. ..

CP1: Tip-1 diyabet tecriibeleri evet, evet. O bizim kurdugumuz iste ilk kurdugumuz grup su an 16.000
kisiye ulasti. Mesela ben o grupta gercekten giizel seyler paylasiliyor. ilk énce hep ben paylastyordum
ama simdi herkes paylasiyor. Hatta ben ¢ok az paylastyorum. Istedigim amaca da ulastim. Yillar 6nce,
yanlis hatirlamryorsam 2016 yilindaydi, simdi aileler mesaj atryor diyor ki gonderiyoruz gonderiyoruz
insiilini gitmiyor. Mesela tikaniklik yapabiliyor. O cihaz viicuda giren noktasinda tikaniklik yapabiliyor.
Ve bir siire sonra bizde de yapmaya basladi. Daha sonra baktik ki igne uglarinda, hani ignelerin uglari
sOyle ac1l1 kesiliyor ya bir egim olmasi gerekiyor. Tikaniklik yapan uclarda bdyle diiz kesilme var. Diiz
kesildigi i¢in mesela uglarda tikaniklik yaptigindan dolayr ¢ocuklarin sekerleri 200’lere 300’lere
¢ikiyor. Biz bu durumu firmaya... Ik énce orada paylastik. Sonra firmaya bildirdik. Ama en biiyiik
sikint1 da su. Maalesef hep yabanci kaynakli firmalar oldugu i¢in ¢éziimler ¢ok sonra geliyor. Mesela
biz o sorunun nedenini bildirmemize ragmen s6yle diyeyim size yaklasik yedi ay sonra firma o setleri
toplatma karar1 aldi. Ama ¢ok sonra. Avrupa’daki kararla Tiirkiye’de toplatildi. Buna benzer iste sensor
takiyorsunuz, taktiginizda mesela 6l¢lim yapmayabiliyor. Veya taktiktan sonra yapiskani ¢ikabiliyor.
Mesela yapiskan ¢ikmamasi igin ek iiriinler kullantyoruz. O plasterler var ya. Ya da iste kas band1
dedigimiz bantlar. Hem gorsel olarak giizel gosteriyor, biraz sik duruyor. Ayni zamanda da o sensoriin
uzun siire kalmasini sagliyor. Veya iste kablo ¢ok nadir olsa da, yani biz bunu bir kere yasadik, baglanti
noktasindan ¢ikabiliyor. Oyle durumlarla karsilasabiliyoruz. Ornek veriyorum, mesela Tiirkiye’de su
an en fazla neye ihtiya¢ var? Pompa kullananlar 6zellikle. Medtronic Pompas1 kullananlarin tasima
aparatlar1 var ya bele takilan, simdi o tasima aparatlarini mukavemeti ¢ok diisiik. S6yle diyeyim, bizim
bu dordiincli pompamiz. Yani dort kere o takildigi yerden kirildi. Ve iiriinde hata oldugu i¢in, yani
kullanici hatasi degil tirtinde hata oldugu i¢in dordiinde de degistirdiler. Ama mesela ben Amerika’da
bir site var. Bu sitede bunun metalini yapnmuslar, ¢ok da bdyle sik duruyor kullamgh. Insanlar onu
kullaniyor mesela. Cok da uzun siire pompaya zarar vermeden. Ciinkii o bizim i¢in ¢ok krymetli. O
iirtinil insanlar uzun siire kullanabiliyor. Bir de sey var mesela Tiirkiye’de biz hani bir seylere degerli
olanlara kilif yapmay1 seviyoruz ya. Biz de en ¢ok sorulanlardan bir tanesi oglumun sitesinde kilif
soruyorlar mesela. Cok iiziicii. Cep telefonuna her tiirlii kilifi bulabiliyorsunuz ama iste o pompalara, o
Olciim yaptigimiz, parmak Ol¢iim cihazlart var ya. Parmak 6l¢iim cihazlarina kilif bulmakta ¢ok
zorlaniyoruz, neredeyse yok yani. Mesela biz bir kilif, yani kilifin1 bir sey paylastigimizda abartisiz
sOyliiyorum yani bir yirmi kisi soruyor nereden aldiniz diye. Yok ama ortada yok. Yani biz onu yillar
once bir yerden almisiz veya yurtdisindan getirtmisiz. Degerli oldugu igin koruma ihtiyact duyuyoruz
ama Tiirkiye’de mesela boyle bir iiriin yok. Onunla ilgili bir tiriin gelistirilirse gergekten hem faydali
olur hem de insanlarin talebi olan yani talebinin oldugu bir {iriin diyebilirim kiliflar.

E.S.H.: Bu da ¢ok kiymetli bir bilgi oldu tesekkiir ederim.
CP1: Onemli degil.
E.S.H.: Peki yine pompa ve sensorde 6zellikle faydali buldugunuz 6zellikleri de sorabilir miyim?

CP1: Simdi, sensordeki faydali olan kisim su. Simdi Elif Hanim diyabet dyle bir sey ki, hani parmak
dl¢iimlere neden biz karsty1z? Iste ben parmagimdan 6l¢tiim 100 mg. Ama 10 dakika sonra sekerimin
50’ye diiseceginin garantisi veya diismeyeceginin garantisi yok. Veya 10 dakika sonra 200’e
¢tkmayacaginin bir seyi yok, yani garantisi yok. O nedenle sensdrlerin sdyle bir 6zelligi var: Bize bilgi
veriyor. Diyor ki ylikselis bagladiginda mesela sekerim 122 oldugunda alarm ¢aliyor. Sekerin yiikseliyor
diyor. Ne yapiyoruz biz? Hemen insiilin gonderebiliyoruz. Ve bizi hiperglisemi dedigimiz yiiksek
sekerden koruyor. Veya tehlikeli olan ve bizi yani ¢ok rahatlatan. Anneleri babalar1 gece yaris1 kalkip
seker olgmekten kurtaran olay... Diiserken mesela ¢ok risklidir, biling kaybi hatta oliimle bile
sonuglananlar var. Cok agir hipoglisemi yasarsaniz. Mesela diismeden Once bizi uyariyor. Ve
gerektiginde insiilini kesiyor. Yani viicuda insiilin gitmesini engelliyor ve diyor ki sekerin diisiiyor,
karbonhidrat az. Cok basit. Yani, mesela sekerin diismeden dnce uyardig1 igin bir meyve suyu igtigin
zaman gekerin korunmus oluyor. Yani hayatta kalmani sagliyor. Bu 6zellik ¢ok ¢ok giizel. Pompanin
en giizel 6zelligi de biraz dnce bahsettim, yani, iste normal igne kullanan ¢ocuklarin muhakkak rutin bir
beslenmesi olmak zorunda. Sabah erken kalkmak zorunda, aksam ge¢ saatte yeme igmeyi kesmesi
gerekiyor ama insiilin pompasi kullanildig1 zaman gocuk istedigi zaman kalkiyor. Mesela bugiin tatil,
oglum 10:30°da kalkt1. Bizimle kalkt1. Inanin gerekirse bire kadar yatabilir. Esneklik sagliyor. Veya iste
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protein, yag, karbonhidrat istedigini istedigi sekilde yiyebilir. Ve yayma dedigimiz 6zellik pankreasi
taklit eder bir gekilde insiilin verdigi i¢in diyabetli aileler i¢in bence vazgegilmez bir 6zellik diyebilirim.

E.S.H.: Cok tesekkiirler. Saniyorum sizin kullandiginiz 640G’ de diisiikte duraklatma var. Yiiksekte yok
degil mi yanlis bilmiyorsam.

CP1: Soyle. Diisiikte duraklatma 6zelligi insiilini kesen bir 6zellik. Yiiksekte bolus verme, insiilin
gonderme 6zelligi. 640 G’de diisiikte duraklatma var ama yiiksekte insiilin gonderme gibi bir 6zellik bir
kapal1 dongiisii yok.

E.S.H.: Onda siz kendiniz zaten miidahale ediyorsunuz uyari geldigi anda.

CP1: Evet tabii, tabii. Soyle diyeyim, ben size yani kisaca aslinda ben meslegimden dolay1 biraz daha
bu ise vakifim. Biz mesela diisiikte duraklatmay1 da kullanmryoruz. Ciinkii diigiikte duraklatma biraz da
sOyle, biraz 6nce bahsettim ama. Hani diyabetle yeni tanisan, diyabeti bilmeyen, biraz daha boyle risk
¢ok riskli goren aileler i¢in 6nemli. Ama $0yle sdyleyeyim mesela bizde gece diisiikte duraklatma var
ama Ornek veriyorum 60 olunca duraklatiyor. Yani kimi aileler mesela 80’de 90’da duraklatiyor.
100°de. Asagida. Bazal ayarlarimiz ¢ok iyi. Bazal ayarlarimiza giivendigimiz i¢in. Bir de ben sundan
dolay1 rahatsizlik duyuyorum. Teknolojinin eksik tarafi su. Sensorlerde hata olabiliyor. Mesela,
karsilastigimiz sikintilardan bir tanesi de bu. Biz mesela biliyoruz az ¢ok sensorden yanlis 6l¢tiigilinii
de. Sensorden... Bazi noktalarda daha iyi sonucu karsilastirabiliyoruz. Mesela sensér sonugta bir
algoritma kuruyor, sekerinizi bir sekilde dl¢tiigiinii iddia ediyor. Ama drnek veriyorum sensor ¢ikmig
olabilir, sensoriin algiladigi o hiicrelerde problem olmus olabilir. Mesela sekerin 60 olmadan da 60 gibi
gosterdigi zaman insiilininizi kesiyor. E simdi sekerin zaten yiizlerde. Insiilini kesince bu sefer
hiperglisemiye neden oluyor. O nedenle ben hani diyorum ki ¢ok asagi olursa her haliikarda tamam
kessin, yanlis da olsa. Ama 80’lerde 90’larda dokunmasin ¢iinkii, biz karbonhidrat sayimimiza
insiilindeki, bazal insiilinimize, bolus insiilinimize giivendigimiz i¢in diyoruz ki bu sekilde bir sikinti
olmaz. Eger dl¢iiyorsa da yanlis 6l¢iiyordur diyerek ¢ok fazla diisiikte duraklatmay1 da kullanmiyoruz.

E.S.H.: Anladim. Bir de oglunuz siz ve esinizin arasindaki is boliimii bu diyabet yonetimi anlaminda
nasil onu da sorabilir miyim? Neleri su an oglunuz iistleniyor?

CP1: Evet. Soyle, simdi iste gecen Medipol’de de bir sunum yaptigimizda aslinda is boliimiine gore
yapmistik. Mesela ozellikle bazallar bende. Simdi bazal ayarlar1 biraz dnce bahsettim ya, biiyiime
hormonlar1 su bu gibi etkenlerden dolay1 bazali degisebiliyor. Bazal ayarlarini su an tabii ki her
yaptigimi ogluma anlatiyorum ¢iinkil ben hep su kanidayim: Diyabet evet hepimizin bir sorunu ama
oncelikle oglumun sorunu. Yani oglum bunu tek basina idare edebilmek zorunda. Bu bdyle yani. Bunu
kabul etmemiz lazim. Biz anne baba olarak destek olmak durumundayiz. Yani biz hangi noktalarda
destek olacagimizi bilirsek onun iizerinden yiik almaktan ziyade ona bu isi 6gretmek, bu kiigiik
yasindaki is yiikiini hafifletmek... O nedenle bazallarini ben yapiyorum ama yaparken anlatryorum.
Bolus konusunda da kendisi yapiyor. Ama mesela yemek iste, daha ¢ok esim mutfakta ve yemek
hazirladiginda sunu soylityor: Oglum bu yemek yagli veya iste oglum bak burasi 30 karbonhidrat
olabilir. Ama genel sayimini oglum yapiyor. Ilk basta tamamen esim yapiyordu. Ve oglum iste asama
asama Ogrendi. Mesela su an rahatlikla tatile gonderebiliyoruz bizsiz babaannesinde anneannesinde
kalabiliyor. Arkadaslariyla disarida durabiliyor. Disarida istedigini yiyebiliyor. Bu noktada hani siirekli
bdyle aile igerisinde herkesin her konuda bir vakiflig1 var ama dedigim gibi yemek konusunda annesi
destek oluyor, bazal konusunda ben. Bir de kiigiik oglumuz var biliyorsunuz. Mesela o da biliyor
karbonhidrat sayimimi. Ciinkii hani sadece hazir bir bilgi vermekten ziyade biz hep 6gretici olmaya
calisiyoruz. Yani bu olay sbyle yapilir ya da iste bunun bilgisine buradan ulasabilirsin. Bak eger
ulasamazsan iste elinde telefon var internet var bir sekilde bir yere gittiginde de okulda da rahatlikla o
bilgiye ulasip yapabiliyor. Ama soyle diyeyim yas: ilerledikge su an bizim elimiz g¢ekiliyor. Daha ¢ok
ona biraktyoruz.

E.S.H.: Anladim. Bir de size sey soracaktim yine bu {irlinlere geri donecegim ama onu sormayi
unutmusum. Diyabete yabanci birine pompanin sensoriin hayatinizdaki yerini anlatacak olsaniz neye
benzetirdiniz? Onu da soracaktim, ¢ok da giizel benzetmeler kullandiniz o yiizden 6zellikle bunu da
sormak istedim.

CP1: Sesiniz gelmedi ama... duyabiliyor musunuz...
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E.S.H.: Evet, evet ben duyabiliyorum. Siz duyabiliyor musunuz?

CP1: Tamam, tamam. Su an evet duyuyorum. Ya simdi soyle diyeyim hani halk arasinda var ya elim
ayagim, elimiz ayagimiz diyoruz ya.

E.S.H.: Evet, evet.

CP1: insiilin pompasi1 ve sensdr gergekten bizim mutluluk kaynagimiz. Bir de yani insiilinin kendisi.
Ben iste aileler maalesef diyabet oldugunda veya diyabeti bilmediginde bir ilag olarak bakiyorlar iste
biraz daha uzak durmaya ¢alisiyorlar acaba kullanmadan nasil olur diye diisiiniiyorlar ama. Hani sonugta
bilimsel olarak bakildiginda bugiine kadar maalesef kesin bir ¢6ziim yok o nedenle insiilin bizim nasil
diyeyim... Hayata yon verebildigimiz bir can suyumuz diyebilirim. Ornek veriyorum mesela pandemi
donemi. Pandemi donemi ¢ocuklar disariya ¢ikamryorlar, hareketleri kisitli. Simdi ben goriiyorum
paylasimlarda, iste evin igerisine trambolin almiglar. Bakin, ben egitimci olarak sunu goériiyorum ve
yanlis oldugunu diisiiniiyorum: Evet diyabet bir rahatsizlik, spor hepimizin hayatinda olmasi lazim ama
evde bir ¢ocuk diyabetli diye ¢ocuga evi, yani... Diyabetli olmadan bir trambolin alabilirsin. Ama
diyabetli diye trambolin alip da kardesleri varken o gidip tramboline ¢ikip kan sekerini diisirmek i¢in
ugrasirken diger kardeslerinin oturarak televizyon seyretmesi veya bir sey yapmamasi bence psikolojik
olarak yikim diye diistiniiyorum. Yani biz spora 6nem veren bir aileyiz. Yani olmas1 gerekiyor. Ama
zaman zaman biz de tabii ki asir1 kilolarimiz hani, fazla kilolarimiz... Asir1 demiyim ama fazla
kilolarimiz olabiliyor. Ama diyabetli bir ¢cocugun spor yapmasi gerektigini, insanlarin spor yapmasi
gerektigini diisiinmemiz lazim. Iste insiiline gelecek olursam simdi bu pandemi déneminde aileler
¢ocuklarini kosturuyorlar, iste trambolin aliyorlar ama insiilin elimizde ya bizim. Ya insiilin miktarimizi
artiriyoruz. Insiilin miktarmi arttirdigimiz zaman kan sekerimizi normale gekiyoruz. Veya iste spor
yaptig1 zaman insiilin miktarimiz1 azaltiyoruz. Ve kan sekerimiz yine normale doniiyor. Yani aslinda
bizim elimizde diyabete kars1 bir silah gibi. Cok dnemli. Pompa da ayni1 sekilde sensor de ayni sekilde.
Yani sensor, pompa bizim can suyumuz, bizim kurtaricimiz. Iste oglumun 6zgiirliigii diyebiliyorum.
Mesela kimi aile sunu sdyliiyor, ya iste cocugun viicudunda bir pompa var sensor var. Simdi ben onlart
takmadig1 zaman ¢ocugun elinden 6zgiirliiglinii aliyorum. Ciinkii disar1 arkadaslariyla rahat rahat
¢ikamryor. Bir igte bir dogum giiniine gidip rahat rahat yemek yiyemiyor veya arkadaslariyla bir partiye
gidemiyor. Onu bos ver akrabalarina gidemiyor insanlar. Ama sensorle pompaya baglandig1 zaman
kimine gore 6zgiirliigii kisitlantyor, bana gére tam tersi. Cocuguma ben dzgiirliik veriyorum. Ozgiirliik
vaat ediyorum. Onu taktig1 an disarda her seyi yapabiliyor. Istedigi yere gidebiliyor, istedigi her seyi
yiyebiliyor. Dedigim gibi insiilin 6ncelikle ¢ok 6nemli bizim i¢in. Arkasindan da insiilin pompasi ve
sensOr bizim mutluluk kaynagimiz. Yani ben mesela 15 Temmuz darbesi oldugu zaman var ya...
Etimesgut tarafinda oturuyoruz, bu taraf da gok tam hareketli olan bir yerdi. Inanin ilk dolaba gittim
baktim insiilin var m1 diye. Sundan dolay1 yani ¢ok siikiir bir sey olmayacagini yani insan biliyor ama
savagta, kitlikta, zor durumda mesela su an pandemide bile aklimizda su var, hani yasaklanirsa ister
istemez yurtdisindan gelmezse ne yapabiliriz? Ciinkii yok, o olmadig1 zaman bizim hayatimiz gergekten
¢ok riskli. O nedenle ben hem insiiline hem insiilin pompasini bizim moral motivasyon kaynagimiz,
oglumun da 6zgiirliik kaynagi diye bakiyorum.

E.S.H.: Cok tesekkiirler. Peki bu iiriinlerde yine pompa ve sensorde keske olsaydi dediginiz 6zellikler
var m1? Keske soyle bir sey de yapabiliyor olsaydi. Hatta veya sensor ve pompa diye sinirlandirmayarak
sey diye de sorabilirim yani mesela 6l¢iimii, kan sekeri 6l¢iimiinii keske su sekilde yapabilseydik veya
insiilin uygulamasini keske soyle yapabilseydik dediginiz...

CP1: Simdi soyle, yani simdi elektrik elektronik¢i olarak bu isin igerisindeyim. Ben daha onceki is
tecriibelerimin bir tanesinde Argelik AS.’ye de calistim ben bulasik fabrikasinda. Simdi az ¢ok ticari
olarak da insanlarin bakis acisini biliyorum. Ben biraz da bu isin ticari oldugunu diisiinliyorum. Yani
hani tamamen ticari degil tabii ki. Sonugta hani Allah razi olsun bdyle bir {irlin ¢ikarmalar1 ¢ok giizel.
Ama bir taraftan da bu caligmalarin bir ekonomik degeri var. Bu ekonomik degeri ¢ikartmak
durumundalar. Ve ben basamak basamak gelistigini diigiiniiyorum ama iste keske biz bu isi ileri diizeyde
kontrol edebilecegimizi diisiindiigiim i¢in ben diyorum ki keske biraz daha kullaniciya agabilselerdi bu
profilleri. Yani ben daha iyi bir yayma diizeni yapabilseydim. Mesela, soyle diyeyim size, oglumun
mesela yemek saati yok. Yemek saati olmadig1 i¢in mesela yemek 7°de yedik, 10°dan sonra birden pat
diye bir akraba geldi elinde bir paketle geldi bir seyler daha getirdi, onu da yiyor oglum. Yani yemesi
gerekiyor ayni bizim gibi yiyor. Mesela o durumda bizim iste insiilin pompasina miidahalemiz biraz
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daha zorlagtyor. Ciinkii ikinci bir yemek i¢in insiilin gondermemiz gerekiyor veya yaymamiz
gerektiginde daha 6nce bir yayma yaptiysak eger o yaymay1 yapamiyoruz. Yani lizerine bindiremiyoruz.
Ne yapmamiz gerekiyor, onu kesiyoruz tekrar bir hesap tekrar devam ettiriyoruz. Ama bu mesela iste
ikinci bir profil ekleme durumu olmus olsayds, hani ikincil yemek {iglinciil yemek seklinde. Bu aslinda
otomasyon olarak yapilabilir. Yapilabilecegini inantyorum. Hatta ¢ok giivenli bir sekilde yapilabilir.
Bunlar saglanabilirdi. Daha iyi bir kullanic1 meniisii yapilabilirdi. Onun disinda iste sensorler daha iyi
Ol¢tim... Yani simdi bazilarinda 6zelligi var ama, mesela cep telefonuyla uyumlu olmus olsaydi. Mesela
640 G ile oyle bir durum sz konusu degil. Sadece cihazin kendi {izerinde bir yazilim var, cihazin
disinda bir cep telefonuna gitmiyor. Ama 780 ¢ikti, yeni ¢ikan versiyonunda bu ozellik var. Ha
diyecegim ozellikle insiilin pompasinda bizim ¢iinkii yeme aligkanliklarini en iyi kontrol edebilecek
olan aile. Tabii her aileye agilmasi gerekir mi biraz soru isareti. Ama aileye 6zel meniilerin daha esnek
kullanilabilecegi bir alan yapilabilirdi. Mesela benim diisiincem o. Bir de su, mesela mini bazal
pompalar olabilirdi. Veya mesela giinliik pompalar. Sundan dolay1 diyorum, ebat1 biiyiik pompanin,
ozellikle geng kizlar mesela elbise giymek istiyor o elbiseyle olmuyor maalesef. Yani igerde bir yerde
olmasi lazim. Kizlar en ufak bir seyde bunu daha ¢ok takint1 haline getiriyor. Erkekler o kadar degil de.
Ben de oglumdan dolay1 diyorum. Ozellikle bir de okuldaki ergen gocuklarla kars1 karstya geldigimiz
icin. Estetik kaygis1 kizlarda biraz daha erken bagliyor. Erkeklerde biraz daha ge¢ oluyor. Ama yine de
ben diyabetli olmayan bireyler kadar 6zgiir olmalar taraftar1 oldugum i¢in syliiyorum. Mesela iste kiz
bir abiye giyecek, erkek bir takim elbise giyecek. Bir davet var yemek var iste biiylik bir cihaz yerine
patch daha kiigiik gilinliik hani kullan atlar var ya.

E.S.H.: Evet.

CP1: Belli bir insiilin miktarini alan ve o giin ne kadar olabilir, insiilini biliyorsunuz aslinda ¢ok kiigiik
bir miktar1 hani ben yiiz {inite diyorum ama inanin 100 dedigim sey belki 10 damla, belki 15 damla.
Yani kiigiik bir ebat1 olmus olsa, taksa viicuduna giinliik istedigi yere gitse ¢ok kullanisli olur. Ve ¢ogu
aile insiilin pompasini bu yiizden takamiyor. Cok biiyiik tastyamaz... Daha tasinabilir daha ergonomik
bir yapisi olsa ben ailelerin higbirinin buna, tabii ki maliyet dnemli ama, yani su an maliyeti yetip de
sicak gozle bakmayan bir kisinin en biiylik korkusu ¢ok biiyiik tasryamaz... Tasiyamaz kaygisi. Kiiciik
giinliik patchlere dontistiiriilebilir.

E.S.H.: Evet bahsettiginiz kaygilara ben de ger¢ekten ¢ok fazla rastladim. Bu da bence ¢ok degerli bir
oneri. Cok tesekkiirler.

CP1: Evet.

E.S.H.: Bir de tedavi siirecine saglik profesyonellerinin nasil dahil oldugunu merak ediyorum. Siz su
anda diizenli olarak {i¢ aylik kontrollere mi devam ediyorsunuz acaba?

CP1: Evet, evet. SOyle yani normalde prosediir, gerekli prosediir tip-1 diyabetli birey her zaman diyabet
hemsiresi ile iletisim halinde olabiliyor. Yani diyabet hemsiremizin, diyabet diyetisyenimizin telefon
numarast bizde var. Ulagabiliyoruz. Ama her {i¢ ayda hem hemoglobin A1C. Ayn1 zamanda iste diyabet
bir otoimMiin rahatsizlik oldugu i¢in buna kardes rahatsizliklar var. Mesela iste hasimato, daha sonra
¢olyak... Bunlarin olma riskleri var. Bunlarla ilgili testler de yapiliyor ii¢ ayda bir. Kontrol ediliyor bir
de iste cocuk oldugu i¢in gelisiminde bir sikint1 var mi. Biliyorsunuz eger iyi yonetilmezse diyabet bazi
gelisimsel sikintilara da neden olabiliyor. O nedenle ii¢ aydan {i¢ aya gidiliyor. Ama mesela su pandemi
doneminde biz yaklagik bir buguk yil gitmedik. Bunun aslinda rahatlig1 nereden kaynaklandi? Yine
sensor ve insiilin pompasindan. Ciinkii biz orada hemoglobin A1C’mizi hesaplayabiliyoruz. Ve zaten
goriiyoruz yani, aslinda hesaplamaktan ziyade ben giliniimiin 24 saatini goériiyorum. Ve yani yine
diyorum ya, tabii ki saglik danisanlarinin olmasi bizim i¢in biiyiik bir nimet ama diyabeti bir sekilde
kavradigimizdan dolay1 mesela ben bugiine kadar higbir bazal ayarin1 doktora ayarlatmadim. Higbir
bolus ayarin1 doktora ayarlatmadim. Yani ilk doktordan ¢ikarken tabii ki onlardan yararlandim yani
sOyle. Insiilin pompasi haricinde. ik ¢ikarken bize ne olacagini, insiilin kalemi ile nasil yapilacagini
sOylediler ama onun disindakileri ben kendi basima, kendi iste ilk 6nce bireysel daha sonra... Su an
oglumun boluslarini ¢ok rahatlikla ayarlayabiliyor. Kendi basimiza ayarladik. Ama tabii ki bunda tabii
ki en biiyiik destek¢imiz sensor ve pompa. Yani geri doniit alabiliyoruz, yanlisimizi bulabiliyoruz. Ve
hani doktor yani ailelerin en fazla ihtiyag duydugu, doktora ihtiya¢ duydugu nokta su: Bazal ve
boluslarinda problem yastyorlar. Ve ister istemez bir endokrin uzmanindan destek almak durumunda
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kaliyorlar. Bir de biliyorsunuz bu sensorler, sensor degil de pompa, doktor onayiyla raporuyla oluyor.
Eger doktor onay vermezse alamiyorsunuz. Oyle hani benim param var alayim diyemiyorsunuz.
Muhakkak onay vermesi lazim doktorun. O agidan da bir diyabet ekibi ile hareket etmekte fayda var.

E.S.H.: Bir de size genel, daha genel bir soru olacak bu ama diyabetli yasamda dnemsenmesi gereken
sizce en kritik noktalar neler diye sorsam. Belki hani yeni tam1 almis birine tavsiyeler gibi de
diisiinebiliriz bunu.

CP1: Soyle, diyabet ve tan1 alindiginda bence hep diyorum ya iste sayfamizda da... Bilimin 15181inda
gitmek gerekir diye sdyliiyorum. Oncelikle eger kesin tip-1 diyabet tanist konulduysa bununla insiilinle
bas edebilecegini insanlarin ya da ailelerin 6grenmesi lazim. Sahip olduklar1 ekonomik durumu iste
buna ¢6ziim olacagini vaat eden kigilere harcamamalar1 lazim. Ben, benle iletisime gegen herkese bunu
tavsiye ediyorum. Iyi bir diyabet ekibi ile hareket ettiginizde aslinda ekonomik olarak da rahatlamis
oluyorsunuz. Yani sémiiriilmiiyorsunuz. Ciinkii umut diinyas1. Insan gocugunda bdyle bir rahatsizlik
duyunca bu umut, yani ¢ocugunu iyilestirecek umuduyla ¢ok yiliksek meblaglarda para harcayan
insanlar1 biliyorum. Ya olmadigi halde. Yani sunu anlarim, evet g¢oktur parasi her yere harcayabilir.
Ama kit kanaat yetistirmesine ragmen ekonomik kaynaklarini anlamsiz yere vaatler veren, bos vaatler
veren insanlara harcamak yerine bunu teknolojiye harcamalar1 gerektigini diisliniiyorum. Yani iste
insiilin kullanilarak diyabetle bas edilebilir. En azindan mesela sensér ekonomik olarak evet devlet
karsilamiyor ama ben olsam eger ekonomik olarak her ay karsilayamayacak durumda olsam inanin en
azindan ayda bir hafta takarim. Veya olmad iki ayda bir kan sekerlerimi goriiriim ¢ilinkii o bana bir
izlenim yaratir. Hani biraz 6nce bahsettik ya bireysel 6zellikler...Mesela benim viicudumda nasil etki
ediyor? Veya iste karbonhidratlar, su karbonhidratlar bana nasil etki ediyor? Mesela kimileri diyor ya
ben sunu yiyince sekerim firliyor. Acaba neden? Iste bu teknolojilerle en azindan her ay 24 saat
kullanmasak dahi iki ayda bir, ii¢ ayda bir belirli araliklarla takarsak eger, bunlari kullanirsak ben
diyabeti daha iyi yonetebilecegimizi diistiniiyorum. Tabii ki diger saglikli beslenme, spor yapma, tamam
bu diyabetli aileye verilecek Oneri olmamasi lazzim. Yani bu herkes i¢in gecerli. Ben de saglikli
beslenmek zorundayim. Ben de spor yapmak zorundayim. Ben de sigara alkol gibi viicuda zarar veren
iirtinleri tiiketmemek veya az tiikketmek durumundayim. Ama diyabetli bir ailenin insiilinin mucizesine
inanmas1 ve bunu nasil kullanmasi gerektigi konusunda da teknolojiden destek almasi gerektigini
sOyleyebilirim.

E.S.H.: Tesekkiir ediyorum. Bir de birazcik zorluklar, endiseler ¢ok kisa onlarla ilgili birkag sey sormak
istiyorum. Yavas yavas benim de sorularimin sonuna geliyoruz, sizin de bayagi vaktinizi aldim bu arada.
Umarim bir 10 dakikaniz daha vardir. Eger bir mahsuru yoksa birkag sorum daha var.

CP1: Tabii ki. Ingallah faydali olabiliriz

E.S.H.: Cok ¢ok faydali oldu benim i¢gin gercekten bu tecriibeleri dinlemek. Oglunuzun diyabetli
oldugunu size hatirlatan bazi anlar oluyor mu? Onu da merak ediyorum. Boyle 6zellikle hani onu
hatirlatan birtakim anlar oluyor mu?

CP1: Ya... ik baslarda mesela, su an o kadar degil, su an inanin hani tabii ki vardir ama boyle beni
kafamin bir yerinde? Yok. Mesela ilk baglarda ozellikle sensér ve pompa kullanmazken inanin ben
okulda ders anlatamiyordum. Niye ders anlatamiyorsun? Sdyle, anlatryorsun tabii ki ama aklimda hep
su var. Sekeri kag acaba? Acaba ka¢? Telefonuma bakiyorum, esimden mesaj gelecek mi? Iste onlar da
tokluk-aglik sekerleri. Yani 24 saat boyunca olan sekerler degil. Acaba hipoglisemi oldu mu korkusuyla
hep basbasaydik. Sonra mesela survivor o yillarda ¢ok boyle revactaydi, oglum yedi yasindaydi.
Survivor‘1 ¢ok izliyor. Oraya gitmek istiyor. Mesela aklima gelenlerden bir tanesi, ya gidemez... Yani
iste mesela arada izledigim zaman o anki o sahne aklima geliyor, o anki hani boyle bir yiireginiz burulur
ya... O burukluk mesela aklima geliyor, yapamayacagi... Hani yapamayacaktan ziyade, orada mesela
bana biri psikolojik olarak bir ¢okiintii olmustu beni etkilemisti. Onun diginda pilot olmak istiyordu ilk
basta oglum. Neyse ki o ¢ocukluk seyiydi. Meslek olarak biliyorsunuz pilotluk askerlik disinda her
meslegi yapabiliyorlar. Bu giizel bir bakis agis1. Veya iste giizel bir durum. Ilk iste pilotluktan
bahsederken ondan iste vazgecti, o benim bazen bir aklima gelir. Onun disinda ¢ok, hani topluma
girdiginde ya diyabetli bu gibilerinden bir sey olmuyor yani. Ciinkii yapamadig1 bir sey yok. Giizel
sonuglar aliyor. Mesela iste gegen sene lise sinavina girdi ¢ok giizel bir sonug aldu.
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E.S.H.: Tebrik ederim, ne kadar giizel.

CP1: iste %0,1°lik dilime girdi. Ve Ankara’y1 biliyor musunuz bilmiyorum.
E.S.H.: Az ¢ok biliyorum.

CP1: Siz istanbul’da. ..

E.S.H.: Istanbul’da yasiyorum ama Eskisehirliyim aslinda.

CP1: Evet su an Atatiirk Anadolu Lisesi’nde. Ankara’nin en iyi liselerinden. Yani ¢ok iyi bir yere girdi.
O bizi mutlu ediyor, o kendini de mutlu ediyor aslinda. Hani yapabildigini goriiyorum. Ve beni en ¢ok
mutlu eden seylerden bir tanesi ¢ok duydugum i¢in ve oglumda duymadigim i¢in. Mesela sunu hig
sormadi ben neden diyabet oldum? Onun aksine kiigiik oglum ben niye diyabet olmuyorum diye
yakintyor. Ciinkii seyi goriiyor iste oglum paylastyor video bir sekilde diyabeti ile ilgili hi¢bir sey engel
degil. Ve sey goriiyor abisini biraz daha popiiler goriiyor. Iste telefon agiyorlar oglunuzla goriisebilir
miyiz diyorlar. Veya iste bir canli yayima katilabilir mi diyorlar. Diyabet daha bdyle pekistire¢, olumlu
bir pekistire¢ olmus oluyor. Ama oglumdan sunu duymadim ben, neden oldu, neden diyabet oldum
s6ziinli duymadim. Bir de mesela beni hani bazen {izen o... Soyle diyeyim, hi¢ olmadik yerden bazen
bir strip ¢ikiyor. Veya aksam bakiyorum oglum iste kan sekerini 6l¢miis, cihaz orada agik durunca boyle
bazen bir durakstyorum yani hani insanin gziin dalar ya. Oyle bir dalip gider ya... Bazen o bizi etkiliyor
ama hani bu bazen memlekete gidince sokakta oynadigin eski mahalleyi goriince de hiiziinleniyorsun.
Hani buna benzer bir hiiziin. Yoksa, ¢ok biiyiik bir kaygi degil.

E.S.H.: Anladim. O zaman anladigim kadariyla sosyal hayatinda arkadaslik iligkilerini etkileyen bir
durumda degil diyabet su an oglunuz igin.

CP1: Yok, degil. Kesinlikle degil. Soyle diyeyim, simdi Ramazan ayindayiz. Simdi ben zamaninda, su
an tutmuyorum orug degilim su an. Ama iste zamaninda orug tutuyordum, biliyorum onun psikolojisini,
okuldaki psikolojisini. Arkadaslarin tutuyor senin de tutman sana gurur veriyor. Bir zorunluluk olarak
degil de o psikoloji. Mesela oglum ilkokulda, pardon ortaokulda da ayni1 sekilde orug tutmak istediginde
biz destek olduk orug tuttu. On on bir giin kadar oru¢ tutmustu. Mesela her Ramazan orug tutmak
istediginde orug tutuyor. Mesela gecen giin sitede arkadaglariyla iftar yapacaklarmis, yine tuttu orucunu.
Iste sitenin bahgesinde iftarin1 agti. Yani inanin yapmak istedigi her seyi biz yapmasi i¢in elimizden
gelen destegi veriyoruz ve yapiyor. O nedenle sey yok yani su ana kadar dyle karsilas... Sen diyabetsin,
bunu yapamazsin olay1yla hi¢ karsilagmadi.

E.S.H.: Cok giizel. Bir de sizi endigelendiren, korkutan seyler var mi1? Bu konu ile ilgili. Hipoglisemiden
bahsettiniz, santyorum ailelerin en ciddi endisesi bu anlamda oluyor. Onun disinda boyle iste sizi
endiselendiren, korkutan bir sey var m1?

CP1: Soyle iste simdi her anne babayr muhakkak iste evladindan ayr kaldiginda bir endise sarar.
Bakkala gonderirken bile araba mi1 ¢arpacak acaba? Biiyiik boyle bir kayg: vardir ya. Panik durumu.
Benim bireysel olarak en biiyiik korkum, korkularimdan bir tanesi mesela iiniversiteye gittiginde iste
bir arkadas ortami olacak. Kendisi olacak. Iste mesela simdi akrabalarimza gidiyor ama sonucta
tanidiginiz insanlar, giivendigimiz insanlar. Hani bir pompada alarm oldugunda miidahale edebilecek
birileri, destek olabilecek birileri. Ama iliniversiteye gittiginde acaba sikint1 yasar mi1? Ama hep aklimda
da su var, teknoloji daha da gelisecek o zamana kadar. Daha rahat olacagini diistiniiyorum. Ama aklimda
tabii ki acaba... Hani simdi anne baba olunca yanimizda olunca rahatlikla kontrol edebiliyorsun. Mesela
biz biraz once bahsettigim gibi yavas yavas elimizi ¢ekmeye bagladik. Eskiden hep suydu: Oglum
sekerin ka¢? Oglum sekerin kag? Oglum kag oldu sekerin? Yani hep bdyle bir soru vardi. Simdi mesela
biz bunu biraktik neredeyse. Ben bazen gidiyorum yatarken pompasindaki degerlere bakiyorum nasil
gitmis, igte ortalamasi ka¢ olmus. Ciinkii ergenlige de girmeye bagladi. Siirekli boyle onun pesinde
gitmek, siirekli sekeri ile ilgilenmenin sikacagini diistiniiyorum. Ciinkii onun artik bas etmesi gereken
baska problemler var. Baska kendini kesfedecek bagka alanlar var. Bu alanda da biraz uzak durmaya
calistyorum ama yine de hani su an yine de goriiyorum sekerini ben. Universiteye gidince anne baba
olarak ya acaba ortalamasi kag oldu, ya da iste bu endige var. Onun diginda ¢ok biiyiik bir endisemiz
yok.
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E.S.H.: Peki bu yeni gelisen teknolojilerde bdyle 6zellikle umut verici buldugunuz birtakim gelismeler
var m1?

CP1: Yani s0yle, iste 780 G’nin varlig1 bence giizel. Arti, iste bu yapay pankreas ¢aligmalar1 var yine
diyabetli aileler tarafindan gelistirilen. .. Tiirkiye’de kullanan arkadaslarimiz da var. Ama ben hani s6yle
su an i¢in ¢ok gerekli gdrmiiyorum ama biraz dnce bahsettigim gibi bizim kullanimimizda daha boyle
esnek davranabilmemizi saglayacak teknolojilerin gelisecegini goriiyorum. Bir de yani ebatlarim
kiigiilteceklerini  diisliniiyorum. Ebatlar1 kiiciildiikce daha biiyikk bir esneklik saglayacagini
diisiiniiyorum. Ayni zamanda insiilin énemli biliyorsunuz. Insiilinin etki etme hiz1 teknoloji ne olursa
olsun degismedigi siirece belli rutinleri tekrarlayacak. Su an mesela FIASP denilen yurtdisinda satista
olan bir insiilin var, hizli etki eden insiilin. Onu da kullandik biz. Yurtdisindan temin ettik kullandik.
Ama sundan dolay1 kullanmay1 biraktik. Ciinkii yurtdisina bagimli kalmak gergekten problem. Yani
etkisi homolog kadar ge¢ degil ama ¢ok ¢ok da arasinda fark yok. Bir sekilde ona alisinca yeme
aligkanliklarini, rutinlerinde yaymayi da degistirmek gerekiyor. insallah ilerleyen zamanda hizl etki
eden insiilinler Tiirkiye’de de satista olursa bu teknolojideki gelismenin, instilindeki geligmeyle birlikte
¢ok daha iyi bir diyabet yonetimi saglayacagini diistiniiyorum.

E.S.H.: Cok tesekkiirler. Son bir iki sorum kaldi. Bir sey soracaktim genel olarak diyabet ve diyabetle
yasamay1 yine bu konuya yabanci birine anlatacak olsaniz nasil tarif edersiniz? Bir iki kelimeyle neye
benzetirsiniz diyabetle yasamay1?

CP1: Ya s0yle hani sunu soyliiyorum ben. Tabii ki teknolojiye ulasanlar i¢in sdyliiyorum. Ya bir
diistiniin, bu bir rahatsizlik, aslinda bir hastalik degil. Ger¢ek anlamda hastalik degil. Hani normal sartlar
altinda bahsettigimizde. Eger senin teknolojin varsa viicuttaki bir eksikligi disaridan tamamlamis gibi
oluyorsun. Bu iste g6zii miyopsa eger teknoloji de varsa bir gozliik takarak bundan kurtulabiliyorsun.
Dabha iyi goriiyorsun. Ve islerini ¢ok iyi yapabiliyorsun. Ama miyop olan birisinin gozliige ulasamamasi
¢ok kotii bir durum. Diyabetli bireyler de ayni. Bu eksikligimizi disardan tamamliyoruz. Yani insiilin
pompasi ve sensorle yagamak su anki teknolojiyle belki biraz kaba gelebilir ama biz hayatimizi normal
bir sekilde siirdiirebilmek i¢in bu cihazlardan destek aliyoruz ve bu cihazlarla eksigimizi kapatmis
oluyoruz. Hastalik durumu s6z konusu degil. Agr1 durumu s6z konusu degil. S1z1 durumu s6z konusu
degil. Yani saglikli yasanabilecek ve sensor, insiilin ve pompayla hayatimizi giizel gecirebilecegimiz
bir durum olarak tabir edebilirim ben diyabetle yasami.

E.S.H.: Cok tesekkiir ederim. Sonunda da sunu sormak istiyorum. Yar1 miikemmel bir diinya diistinsek,
diyabetin hala oldugu fakat her tiirlii teknolojiye, iste su an mevcut veya diisiinebildigimiz her tiirlii
teknolojiye ulasabildigimiz. Bu tiir bir senaryoda nasil bir diyabetle yasam diisiiniilebilir sizce? Yani
her seyin miimkiin oldugu bir senaryo tasarlasak.

CP1: Simdi hani yeni teknolojiler aslinda biraz giizel seyler vaat ediyor. Hani insan insiilinine yakin bir
insiilin kesfedilmesi. Ve bu insiilinin yani miikemmel 6l¢iim yapan sensdrle, mitkemmel bir sekilde
viicuda verilecegi bir diinya. O zaman hani yine ayni sekilde belki tam bir gozliik karsilig1 olabilir bu.
Simdi biraz daha boyle drtiismeyebilir belki o 6rnek ama hani farkli pompa, sensor. .. Biiylik veya biraz
kaba gelebiliyor ama insiilin dedigimiz o hormon ¢ok fazla biiyiik bir hormon degil. Yani ¢ok fazla yer
kaplayacak bir hormon degil. Aslinda su an tam insanlarin verim alamamasinin nedeni de sensor
teknolojisinin de tam iyi olmamasi. Yani iyi bir kan sekeri dlgen sensorle iyi bir insiilin birlikte
kullanildiginda miikemmel bir yasam olabilir diye diisinliyorum. Yani her seyin oldugu bir yerde
diyabetin yine bir sikint1 olacagini diisiinmilyorum. Daha rahat, daha kolay, hani bir ¢ip gibi. Bir ¢ip
takilaraktan iyi bir kan sekeri dl¢limii ve kan sekerine uygun insan insiiline yakin bir insiilinle iyi bir
diyabet yonetimi saglanabilir.

E.S.H.: Cok ¢ok tesekkiir ederim, ¢ok faydali oldu gercekten benim i¢in bu goriisme. Tim
aktardiklariniz ¢ok krymetliydi. Cok tesekkiir ederim boyle zaman ayirdiginiz igin.

CP1: Rica ederim.

E.S.H.: Son olarak size sunu sormak istiyorum: Ben ¢alismamin ilerleyen asamalarinda bu topladigim
verileri, diyabetliler ve diyabetli yakinlarindan topladigim verileri tasarimcilara iletecegim ve onlar bu
veriler iizerinden fikir gelistirmeye baslayacaklar. Daha sonraki asamada da tasarimcilar ve diyabetli
diyabetli yakinlarini bir araya getirecegim bir ¢alisma daha yapmak istiyorum. Bu gelistirilen fikirler
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iizerinden bir fikir aligverisinde bulunabilmek, iste sizin gibi tecriibeli kisilerin fikirlerini alabilmek igin.
Oyle bir asamada da tekrar sizinle iletisime gegebilir miyim? Boyle bir asamada katki vermek ister
misiniz acaba?

CP1: Tabii ki, tabii ki. Eger diyabetli bireylere destek olabilecek onlarin diyabeti de daha iyi
yonetebilecekleri imkanlar sunacak bir girisimin igerisinde her tiirlii olmaya varim. Destek olurum,
sikint1 olmaz. Ben de tesekkiir ediyorum ilginiz i¢in. Bu konuda bilimsel ¢aligmalara fikirlerimi dahil
ettiginiz i¢in ben de onore oldum diyebilirim. Cok tesekkiir ediyorum

E.S.H.: Ben de ¢ok tesekkiir ediyorum. Esinize ve ogullariniza ¢ok selamlar. lyi giinler dilerim. Hosca
kalin, goriismek iizere.

CP1: lyi giinler. Giizel gelismeler duymak istiyorum insallah, haberlerinizi alirim.
E.S.H.: Umarim. Haberlesmek tizere. Hoscakalin.
CP1: Insallah. Kolay gelsin. lyi giinler.

E.S.H.: Size de iyi giinler.
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Appendix C: Narrative document

PROBING METAPHORS
10 INSPIRE DESIGN

Designers Exploring Metaphors in Narratives of Diabetes

Narrative document
November 2021

Figure C.1 : Narrative document.
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HELLO!

Thank you so much for kindly accepting my invitation to take
part in this study.

The attached document contains a selection of narratives
related to living with type-1 diabetes. These narratives were
elicited from conversations | participated in online communities
of diabetes and conversations | had with patients, care partners
and a healtcare professional.

I've conversed with them about their experiences of living with
type-1 diabetes, but my focus was to elicit narratives rich in
metaphors believing that looking into metaphors in user
narratives can contribute to designers in constructing their
users’ worlds and may facilitate idea generation towards
developing design proposals that could possibly fit into the
world of users and contribute to their living.

Figure C.1 (continued): Narrative document.
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About the task

You are invited to consider these narratives, and metaphors
used by narrators as a window opening to the world of people
living with diabetes and as a stimulus for the design ideas that
might improve life with diabetes.

exploring and analyzing narrators’ metaphors:

While reading about the experiences of narrators, you are
asked to pay attention to the metaphorical expressions used to
talk about diabetes, different dimensions and periods of living
with diabetes, concepts and technologies related to its
treatment, and relationships relevant to life with diabetes.

As you go through the narratives, | kindly ask you to:

+ Underline the words, concepts that comes from a domain
other than the present one (source domain vocabulary).

+ Identify patterns of explanations carried from a familiar
source domain to a present concern (entailments), and
explore metaphorically generated perceptions and actions.
- How source domain‘s terms organize and influence
narrator’s current perception? What are the highlighted
and hidden aspects of the present phenomena?
- What are the behavioral consequences? What actions
follow from the use of the identified metaphors?

generating design proposals:

As you explore narrators’ use of metaphors, hopefully you will
become familiarized with their worlds, and able to get behind
the kinds of explanations that are not obvious on the surface,
and so see opportunities of proposals for design.

You are invited to:

» Note down the questions that you want to ask the narrators
to confirm or modify your conceptions of their world?
» Propose design ideas (can be a product, system, service,
practice or something else that might contribute to their living)
- What do you imagine could prevent something
undesirable from happening to the narrators?
- What do you imagine that could improve narrators’ living
with diabetes?
« Highlight metaphorical expressions that give you an idea for
a design, and match each proposal with the part you take as
an inspiration source -if there is an identifiable connection.

Proposals may range from novel verbal explanations of the life
with diabetes, sketches or illustrations with verbal
explanations. You can use the blank parts of the narrative
pages. Feel free to use the extra pages at the end.
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This would give me valuable information on the research
questions | am trying to explore. At some point | hope to
discuss with you whether and how these narratives of diabetes
and metaphors narrators use inspired you to think of new
design ideas.

Thank you for sparing time for this research.

Elif Sen Himaki

Figure C.1 (continued): Narrative document.
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Before you start reading the narratives of diabetes, you may
read the introductory explanation below and watch the
attached videos. You will also find a document that explains the
key terms related to diabetes treatment used by narrators to
accompany the narrative document.

Please feel free to contact me anytime you need assistance.

ABOUT TYPE-1 DIABETES

Type-1 diabetes is an autoimmune disease occurs when some
or all of the insulin-producing cells in the pancreas are
destroyed. This leaves the patient with little or no insulin. And,
insulin is the hormone that is required for the body to use the
blood glucose. Without insulin, glucose accumulates in the
bloodstream rather than entering the cells. As a result, the body
cannot use this glucose for energy, and the high levels of
glucose that remain in the blood cause excessive urination and
dehydration, and damage tissues of the body, and can cause
serious health problems if not controlled.

Type 1 diabetes is a chronic condition requiring extensive
changes in life habits and entailing life-longing care practices
(Silva et al., 2018). Patients require lifelong insulin therapy to
help manage their blood sugar levels. And they should be
checking their blood glucose levels continuously as monitoring
and tracking the biochemical levels is a key action to prevent
and control diabetes and other related illnesses. Therefore,
various health measurement devices and systems, and insulin
application technologies are in use.

ABBREVIATIONS
DP: Diabetes Patient

CP: Care Partner (Care partners in the participant group were
parents of diabetes patiens)

HP: Healthcare Professional (Healhcare Professional in the
participant group was a pediatric endocrinologist)

G: Group conversation

U: Unit

You can find information related to the participants at the end of
the narrative document.

Figure C.1 (continued): Narrative document.
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NARRATIVES OF TYPE-1 DIABETES

DIYABETIN KAVRAMSALLASTIRILMASI

U1-DP6: Vicudumuz insilin tretiyor her gin, her an. Kan
sekerini takip ederek kandaki seker oranina bakarak strekli
salgiladigr bir hormon bu. Ve tip bir diyabetlilerde o hormon
eksik oluyor, uretiimiyor daha fazla.

U2-DP6: O hormon eksikliginde tip bir diyabetliler disaridan
kendilerine insilin vererek telafi ediyorlar. Kompanse
ediyorlar. Bunun icin de glinde bir tane bazal ve 6gunlerle
beraber bolus instlinler olarak aliyorlar.

U3-HP1: Kalici oldugunu da aslinda belli bir asamada
sOyleriz ¢ocuk ve aileye. Ama hemen arkasinda tip-bir
diyabetin  karmasik bir problem olmadigini, insilin
hormonunun fizyolojik bir sekilde yerine koyarsak tim tip-bir
diyabetlilerin normal ve basarili bir Smr strdurebileceklerini
sdylerim.

U4-G: Sorulardan bikmis bizimki, bir gin tahtaya cikmis,
baslamis anlatmaya; “Arkadaslar, benim vicudumdaki
insulin makinesi bozuldu, hemsire abla bana kolumdan
insulin veriyor, ondan revire gidiyorum ben”.

U5-G: Tip-1 diyabet denen, elimizi kolumuzu baglayan,
hayatimiza biz istemeden girmis bir hastahgimiz var. Onu
sadece bilgi inang ve kararllikla yenebiliriz.

U6-G: Cogu zaman zorlansam da onunla yasamaya, dost
olmaya mecbur oldugum yol arkadasim.

U7-CP3: ... Hocayi bilirsiniz. Onun bir benzetmesi vardir. O
der ki: diyabet bizim bir arkadasimiz gibidir. Her zaman
yanimizda olur. Ama nazli bir arkadastir. Hep suyuna gitmek
lazim. Birazcik kizdirirsan sana iyi davranmaz. Sen ona iyi
davrandigin siirece o senin en yakin arkadasindir gibi bir
benzetme yapar. Yani diyabetle yasamak da budur
gercekten. Hani siz gerekliliklerini yerine getirir, gercekten
hani yapmaniz gereken yapip maksimum dikkat ettiginiz
slirece ufak bir arkadasinizdir.

U8-DP6: Hani bdyle bir evcil hayvan gibi yaninizda olan bir
arkadas gibi. Eger siz onunla ilgilenirseniz hani kedi gibi
bdyle uysal ondan sonra sevebileceginiz tatll bir arkadas.
Ama arkanizi dénerseniz, ilgilenmezseniz de bir anda aslana
doénuslp sizi parcalayip yiyip bitirebilecek bir arkadas. O
ylzden sirekli ilgi isteyen gercekten. Ama ilgi gdsterdiginiz
zaman da c¢ok glizel karsiligini yanitini aldiginiz hayatiniza
normal saglkli bir sekilde devam edebildigimiz bir durum.
Ben de evet dyle gbriyorum.

U9-DP6: Bunu bir hastalik gibi disinme diyorum. Artik
hayatinin bir pargasi. Ama bir hayat bigimi, lifestyle, yasam
tarzi degil. Yasam tarzi insanin degistirebilecegi, vazgecip
baska bir seye gecebilecegi bir sey. O kadar da boyle
polyannacilik yapilacak bir durum degil. Hani bir yagam tarzi
degil. Ama bence hastalik da degil. Insani béyle her seyden
geri koyan surekli geri diistren bir durum da degil. O kadar
stigmatize etmeye de gerek yok. Ben bunu hastalikla yasam
tarzi arasinda bir yere koyuyorum diyabeti. Tip-1 diyabeti.
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DIYABET iLE YASAMAYI KAVRAYIS

U10-DP1: Hayatin boyunca inslline bagimli olarak yasamak
olarak soyleyebilirim.

U11-G: Manuel araba kullanmak diyordum ben.
U12-G: Cambazlik. Denge.

U13-HP1: Yani bir ‘challenge’ gibi dusundlebilir diyabetle
yasamak aslinda. Bir meydan okuma. Ama bir savas degil.
Yani bir zorlukla bas etmek...Hani bir meydan okuma, bir gli¢
gosterisi falan gibi... Yani bu yani da var diyabetin tabi. Ama
bir taraftan da evet yani bu elimizde olan bir sey, hani tamam
bir meydan okuma ama bizim gug¢lerimiz buna yeter. Bunu da
iceren bir meydan okuma yani dyle sdyleyeyim.

U14-CP4: Ne kadar da cocuk 6mir boyu bunu kendi
cekecek olsa da...

DIYABET VE BIREY

U15-CP2: Amcamin kizinda diyabet ¢ikti. 12 yasindaydi o
zaman.

U16-CP2: Ama o dénemde benim kizimda seker yoktu.
U17-CP4: Cocugunuz tip bir diyabet dedi.

U18-DP4: O da dedi ki hani ben su an teshis koyuyorum tip-1
diyabetsin dedi.

U19-DP6: Ben de anlatirim iste bende tip-1 diyabet var.

U20-DP4: Bana agikgasl diyabetli demek daha dogru
geliyor. Ben diyabetliyim. Bir yagsam tarzim bu benim.
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DIYABETIN ORTAYA CIKISI / TANI

U21-DP6: Yani tanisma hikayem c¢ok tuvalete ¢ikma, kilo
kaybi ile baslamisti. Sonrasinda da bir aylik bir hastane
slirecinden sonra diyabet artik hayatimdaydi, éyle diyim.

U22-HP1: Cunku tipi-bir diyabet ansizin ortaya ¢ikan bir
problem oldug@u i¢in genellikle insanlar blyuk bir saskinlik
yasiyorlar...Semptomlarin bagladigi andan geriye sararak
neler oldugunu anlatmaya ¢aligiyorum. Birinci seyim budur.

U23-CP5: En sonunda ama cocuk artik boyle hareket de
etmeyince aldik gotlrdik biz... Onun Uzerine kan testi
yapildi tabii ki. Biz iste cigerinde enfeksiyon falan mi var diye
beklerken sekeri 500, sekeri var bu ¢ocugun dediler. Ama
daha once dedigim gibi tecrlibemiz yok o ylzden ben
zannettim ki bir anlik bir ¢ikig, bir sey oldu, hastalik oldu
vesaire. Gegcecek bir seymis gibi algilamistim. Daha sonra
tabi detaylarini 6grendik.

U24-CP1: Her sey cok guzel giderken birden bdyle bir ket
vuruyor hayatiniza.

U25-CP6: Yani hi¢ bilmedigimiz bir seyle karsi karsiya... Bir
de evladimiz olunca tabii ki

U26-CP1: Yani diger diger bdyle iste saglkla ilgili cihazlar
almaya basladim. Sey gibi dusindim: benim oglum artik
hasta, ve ben ogluma evde bakim yapmak zorundayim.

U27-CP1: Biz iste diyabet, tip-1 diyabet denildikten sonra
ben internetten bakmaya calistim. Baktik¢a ¢coktuk.

U28-CP1: Ve bunun ¢dzimilnl aramaya calisiyorsunuz.

U29-CP4: Dedim ki oglum bak endiselenecek bir durum yok.
Sonucta kontrol altina alinabilen bir hastalik... Tamamen
yedigine ictigine dayali, tamamen saglikla alakali bir durum.
Hani yedigin ictigin seyler senin tamamen saglikli
tliketebilecegin seyler.
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DIYABETLE YASAMA ADAPTASYON

U30-CP8: Aslinda asil egitim evde basliyor. Eve ciktiginizda
sudan ¢ikmis balik gibisiniz.

U31-CP8: Burada hep hemsireler gelip insilin dozajini
ayarliyor, yemek hastaneden geliyor. Ama eve cikinca bir
hafta sonra siz bas basasiniz... O hastalikla diyelim... ve
ondan sonra asil stre¢ basliyor. Yani o ilk zamanlar ¢ok zor.

U32-DP1: Hayatim daha dizenli oldu aslinda. Gergekten
dogru. Diizene sokuyor seni mecburen ama gtizel de oluyor

U33-DP1: Bunu ben &greniyorum, iyi gidecek. inecek,
cikacak, dusecek... Bir sekilde 6greniyorum yani.

U34-CP1: 2015 yilinda hi¢ 6rnek yoktu mesela ¢ocuk érnek,
cocuk videosu, cocuk iste... Diyabetli bir cocugun yasantisi
nasil hep onu aradi insan. Hep ben onu soyliyorum hani
corabin bir tekini arar gibi. Diyabetli olan birisini aradik. O
glinlerde ¢zellikle.

U35-CP8: Ama neden oldugunu, iste nasil ilerleyecegimizi,
slire¢ nasil devam edecek bilmiyoruz. Insilin ignesi, insilin
kalemi gérmemisiz, igne gérmemisiz. Yani hayatimiza hi¢
seker 6lcmemisiz parmagimizdan vesaire...

U36-CP5: Hem uyku dengemiz ¢ok bozuldu, hem
hayatimizin butlin diizeni bozuldu.

U37-DP1: Oradaki doktor beni ¢ok rahatlatti. Hem diyabet
hemsiresi hem de doktorum ¢ok rahatlatti beni. Bunun bir
yasam bicimi oldugunu aslinda onlar bana anlattilar... Tip bir
diyabetin maalesef tedavisi yok. Ama iste séyle yapman
lazim. Beslenmene dikkat edersen, sekerini diizenli 6lgersen
hi¢ korkulacak bir sey yok. Bu bir yasam bicimi.

U38-CP2: Ondan sonra, bunu yasayan bir tek biz degiliz.
Gruplardakilerle de artik telefondan gériismelerimiz... Yani
bir aile seyine dondi. Kardes gibi, hepimiz ¢ok samimi
olmaya basladik. Biz kendimizce WhatsApp gruplari kurduk
diger ailelerle. Clnkl aileniz sizi anlamiyor. Basina
gelmeyen kisiler bunu anlamiyor. Ama yanindaki arkadasin
seni ¢ok iyi anliyor. Seninle sabaha kadar o da bekliyor
clnka.

U39-CP3: Yani egitimle ve bagka ailelerle tanismak... Ve bu
camiadaki insanlarin icine girmekle c¢ozuliyor bu is. [...]
Cunkl ayni dili konusuyoruz. Ayni seyleri yasiyoruz. Ayni
seyleri paylasiyoruz.

U40-CP5: O yizden bence gruplarla tanismak yani benim
hayatimda gercekten pozitif bir yere sahip. Ama hani koru
koérine onlari da dedigim gibi... Cunkid herkes bir sey
soyluyor. [...] O ylzden hani gruplardakini de yine bir
slizgecten gecirerek... Ama sonugcta bir fikir veriyor bana. O
yuzden ¢ok 6nemli.
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DIYABET TEDAVISIiNIi KAVRAYIS/ ANLAMLANDIRMA

U41-HP1: Tip-1 diyabette glikozu sirekli hisseden ve ona
gobre insllin salgilayan bir hicre fonksiyon digi kalinca, ki
otomatik olarak ayarlanmasindan yoksun kalmak anlamina
geliyor bu, surekli glikozu normal tutmaya calismak baya
rutinleri olan bir sey.

U42-HP1: Yani en O6nemli konu insilini fizyolojik olarak
yerine koymak. Bunun icin de iki tane farkh insulin
kullaniyoruz. Birisi hizli kana karisan, giinde U¢ defa
yemekten 6nce. Bir de yavas kana karisan, aksam ya da
sabah. Genellikle aksam. Bunlari kullanmayi &6gretiriz
Oncelikle ve bununla ilgili bir alisma sirecinin oldugunu...

U43-HP1: Yani bunun icin de diyabetin bir matematiginin
oldugunu... insiilin dozlarina karar vermek igin karbonhidrat
sayimini 6grenmeniz lazim, belli formiller var bunlari
kullanmaniz gerekiyor, insilini yemekten 10 dakika énce
yapmaniz lazim...

U44-G: Sevgili anneler... gcocuklarimiza asla ve asla “hasta”
kelimesini yakistirmayalim, hele hele bazen “seker hastasi”
deniliyor ya, hi¢ hoslanmiyorum. Goézi bozuk c¢ocugun
g6zIluk takmasi gibi, insulin makinesi bozuk ¢ocugun insulin
hormonunu karsiliyoruz hepsi bu.

U45-CP1: Mesleki olarak ben otomasyon sistemleri ile
ugrasiyorum. Yani otomasyon sistemleri biliyorsunuzdur
belki; iste bir fabrikanin kendi basina hani birey olmadan
calisan olmadan tim isleri ylrGtebilmesi gereken bir sistemi
biz programlayabiliyoruz. Simdi oglumun iste disaridan,
kendi viicudundaki otomasyon sisteminde bir bozukluk var
ve hep aklima o gelmisti benim iste. Biz disaridan bir
otomasyonu nasil saglayacagiz?

U46-DP3: Yani karbonhidrat giriyorum, insilin makinem var,
insdlini génderdigim zaman karbonhidratlarin etkisi azalyor
gibi. Boyle bilmem &yle hayal ediyorum.

U47-DP6: Hani insllini alacagiz, insilini neye gore
alacagiz? O anki kan sekerine ve aldigimiz karbonhidrat
miktarina gore, besinlere gdre daha dogrusu. Besinler
konusunda agikc¢asi 6nceden bir yanilgim vardi hani bir seyi
cok yersem her turli yukseltir gibi distniyordum.
Sonrasinda aslinda bunun 6yle olmadigini, karbonhidratin
cok cok 6nemli oldugunu... Karbonhidrat sayiminin ¢ok
6nemli oldugunu daha besinler hakkinda bilgi sahibi olduk¢a
anladim. Karbonhidrat ¢ok énemli, onun yaninda tabii yaglar
ve proteinler de bu isi bozabiliyor. Dengeyi teraziyi
sasirtabiliyor. Bir de bunlari ben sensérde gérdigiim zaman
kendim, gercekten hani bunlarin etkileri ne ondan sonra
karbonhidratin etkisi ne yagin, proteinin etkisini goérdikce
kafamda biraz daha canlandi bu besinlere, etkilere
tepkilerim.
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U48-G: Insdlinle karbonhidrat alimi arasinda denge yoksa ya
ylkselir ya diser arkadaglar. Bunu ¢ok iyi dizenlemek lazim.
Yani bir terazinin iki kefesi gibi distinin. Agirlk kadar karsi
tarafta yik olmasi lazim. Insilin ve karbonhidrati mutlaka
dengede tutacaksiniz ve dozunu ona gdére yapacaksiniz.
Diyelim ki, sabahleyin siz cocugunuza normal insulin dozunu
yaptiniz, iki yapiyordunuz her glnku gibi iki yaptiniz ama
hazirladiginiz kahvaltidan ¢ocuk daha az yedi. Istahi yoktu.
E ne olacak bu sefer arkadaslar, insulin dozu fazla gelecek,
karbonhidrat bunu karsilamadigi icin disusler géreceksiniz.

U49-G: Unutmayin, bu bir maraton kisa mesafe kosusu
degil.
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TEDAVI HEDEFLERININ TANIMLANMASI

U50-HP1: Egzersizine, yemene igcmene, her seyine dikkat
ettikten sonra bununla gayet glzel bir sekilde yasayabilirsin
falan bu sekilde beni ¢ok rahatlatici konusturdular ikisi de,
hem hemsire hem de doktorum.

U51-HP1: ikinci ana 6ge ise icinde merkezi yerin
beslenmeye ait oldugu glnlik yasam dlzeni vardir diyabetin
aslinda... Gunlik yasamin diyabete uygun bir sekilde
organize edilmesi. Glinde U¢ ana 6gln, gerekmedikce ara
0gun alma, uyku saatlerin dizenli olsun, yeterli uyu, glne iyi
basla, ondan sonra &gunlerini atlama, insulin dozlarini
atlama, gibi bir hayati kurgulamak vardir...

U52-HP1: Kullandigim sey eslesme kelimesi. Yani en 6nemli
konunun instilinin etkisiyle besinlerin etkisini eglestirmekten
gectigini... Insilinin etkisi ile besinin etkisinin kafa kafaya
gitme lafini kullaniyorum. Kolkola, yanyana gitme. Bir de
biraz sematize ediyorum. Besinlerin ¢odunlugunun etkisi
cami kubbesi gibi. Mesela meyveler minare gibi. Bizim de
insulin blylk 6lctide Cami kubbesi gibi. Yani bakin 6niinde
arkasinda kalmasin.

U53-G: Burada temel felsefe su: ne kadar karbonhidrat, o
kadar insulin. Teraziyi denk tutacaksiniz. Bunun icin de
karbonhidrat insulin oranini 6grenmek zorundasiniz. Son
derece kolay.

U54-G: Ama tabii seker degerleriniz 6nemli... Ortalamanizin
iyi olmasi tek basina yeterli degil. Asiri yliksek ve agsiri duslk
degerler gorenin de ortalamasi normal ¢ikar. Bizim amacimiz
surekli olarak sekeri uygun araliklarda tutmak.

U55-CP3: Simdi bizim ideal sinirlarimiz, aglik kan sekeri hani
yaklasik 80-100 civarinda aclik sekeri bizim icin ¢ok ideal,
tokluklarda hani maksimum 150-160’a gérmek istiyoruz.
Tabii gun i¢cinde bu dalgalanir. Bizim igin en guzel aralik
budur. Hani 160 bile degil. 100-140-130 iyidir.
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DIYABET iLE BASA CIKMA: BASARI VE BASARISIZLIGIN
TARIFLENMESi

U56-G: Biz diyabeti yenenlerdeniz. Kizim bugin 9 yasinda,
0 c¢ok bilingli, kendini bilen, kendi diyabetini simdiden
ybnetebilen bir genc kiz adayi.

U57-DP6: Ne kadar iyi kontrol edersem ben aslinda ustime
diseni o kadar yapmis oluyorum... Isime bakiyorum yani
sekerime iyi bakayim diyorum.

U58-G: Kendi telefonunda surekli oélgimleri géren kizim,
okulda benimle konusmaksizin kendi kan sekerine
mudahale etmeyi daha iyi 6grendi. Yiyeceklerin etkisini izledi
ve diyabetini yonetmekte ustalasti. HA1C sonugclarimizda
gozle gérunir, dramatik bir diizelme oldu.

U59-HP1: ince is yani var tip bir diyabet yénetiminin.
Anlatabiliyor muyum? Yani 6lcmek, tartmak, dogru doz
yapmak bunun etkisini gérmek, gruplamak, notlar almak vs
filan. Bir sonu¢ cikartmak bunlardan...Kayit tutmak veriler
lzerine dusunmek cok kritiktir diyabette. Insanin tip bir
diyabet yonetiminde ustaligini gelistirmesi diye bir kavram
var. Ustaligi gelistirebilmesi icin 6nce temel bir bilgiye sahip
olmasini lazim. Diyabet matematigini bilmesi lazim. Ve sonra
kendi deneyimleriyle kendi ustaligini gelistirmesi gerekiyor.

U60-DP2: Ama sekerim artik daha dlzgun ¢izgide
ilerliyordu. Ani ¢ikis diigus yoktu.

U61-DP2: Eti’'nin bir karam ¢ikolatasi vardi séyle uzun. O
cikolata mesela normalde 15-20 karbonhidrata tekabdil
etmesi lazim yanlis hatirlamiyorsam. Hani herkes 15-20
karbonhidrat ile dengeliyor. Ama benim o dénem yedigim
zamanda 60 karbonhidrat girmedigim slrece
dengeleyemiyordum. Sekerimi cikartiyordu. Bakin dort
katina yakin bir insilin oranina girmem gerekiyordu. Ve ben
bunu deneyerek 6grendim. Her zaman hani insdlini
dengelerim, bu sefer olmazsa bir dahaki sefer dengelerim
diyerek yedim.

U62-CP5: Bir 6rnek veriyorum mesela, makarna bizde ¢ok
dusuklere sebep oluyor. Normalde 75 gramini 15
karbonhidrat alirken, ben 100 gramini hatta bazen 120
gramini 15 karbonhidrat sayiyorum. Ona ragmen bile
disuklik yasadigimiz oluyor. Bu sekilde hala tam
oturtamadigim besinler var.

U63-CP2: Mesela Maras’'tan bir kadin ile géristyordum.
Kadini  hic tanimiyordum. Yeni evliydi. Sekerlerini
ayarlayamiyordu. Onunla birebir sabahlara kadar sekerlerini
beklemigligimiz vardir.

U64-HP1: Sabah kalkti kan sekerine bakacak, bolus
hesaplayacak, onu yapacak, sonra ne oldu... bazen hizli
dusuyor bazen yavas dlsuyor... Bu sey bu rutinler biktirici
olabiliyor. Zaman zaman basarili olamamanin getirdigi
karamsarlik duygulari. Ergenlik caginda cok. Ya bu isi
yapamiyorum ben, iyi gitmiyor falan.

notes and design ideas

Figure C.1 (continued): Narrative document.

198




U65-DP2: istanbul'a bir gezi igin gittik. Ve benim o giin yolda
sekerimin bir aksiligi tuttu.16 paket meyve suyu ictim sekerim
dlzelene kadar. Hani bir 2 saat i¢inde falan 16 paket meyve
suyu ictim. Devamli benim sekerim hani cok disusli, ¢ok
disuk. Hep 30-40, 30-40. Hig yukselmiyor.

U66-DP2: Benim sprite’a hemen insilini 15 dakika 6nceden
girmem lazim ki kana girdigi gibi durdursun insulin. Ama hani
onunla pizzayr ayni anda girdigim zaman pizzanin 30
Unitesinin gitmesi sprite’in  kana girmesine yetismedi.
Dolayisiyla hani daha ilk baglangigta 180-190'a ani firladi.
Sonra inslin etkilediginde de ani bir disus yasadi.

U67-DP2: Yani benim HbA1c ortalamam o dénem 6.4°dU.
Yani baktiginiz zaman ¢ok iyi bir ortalama. Ama benim
sekerim ¢ok diisme yasiyordu. Ve libreyi taktiktan sonra fark
ettik ki o seker 6lctimleri arasindaki 2-3 saatlik arada sekerim
yiksek cikisa gecip ani disusler yasiyormus. Hani A1C’m
cok iyi gbzikse de aslina baktigimiz zaman arka planda ¢ok
sikinti yasiyordum.
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DIYABETLE BASA CIKMA: YARARLI BULUNAN YAKLASIMLAR,
DAVRANISLAR VE STRATEJILER

U68-G: Cogunlukla hem iradeniz hem de kendinizin
dimende oldugu bir yasam seklini iyi tanimlamaya ve
konumlandirmaya ¢zen gésterin yeter. Yoksa dipsiz kuyudan
cikmak pek de kolay olmazOSXO

U69-HP1: Ama hep seyin Ustinde dururum yani,
gunumuzde tip bir diyabetli cocuklar saglikl yasayabiliyorlar.
Okumalari evlenmeleri arkadas edinmeleri meslekleri ile ilgili
hicbir sorun olmadigini, ama bunun tamamen tabii buylk
6lcude diyabete iyi bakmakla ilgili oldugunu ve sonunda bir
yerde de seyi geciriyorum yani diyabet olduktan sonra
diyabetle barisik bir hayat organize etmenin en 6nemli
gérevimiz oldugunu ve bunun bir tlr diyabetle arkadas olmak
gibi isimlendirilebilecegini. Arti diyabet ydnetimini bir stres
kaynagi haline getirmeden yola devam etmek oldugunu ve
aslinda insanin arkadaglarina 06zenli olmasi gibi kendi
diyabetine de 6zenli olmayi anlattigini séylerim.

U70-DP6: Anbean gdzetiyorum kolluyorum sekerimi.

U71-G: Benim kizim 4 aylik tani. Gézlemleyebilmek icin gece
3 e kadar bekliyor ve saat basi kalkip bakiyorum. Sekeri
ancak gozlemleyerek karakterize edebilirsiniz.

U72-G: Kisi kendi tip-1 diyabetinin karakterini bildikce
diyabeti ydonetmek daha da kolaylasiyor&X

U73-DP5: Oranlarimda en ufak bir oynama oldugunda artik
boyle kafay! kullanarak bdyle bir tik asagi bir tik yukan
deneysel olarak artik ¢oztimltyorum.

U74-DP6: 16 sene oldu hala 6greniyorum ben yani kan
sekerime bakiyorum sensdrle bu niye oldu diye
sorgulayabiliyorum. Hani bu yiikselisin sebebi ne? Ona gére
surekli bir énlem aliyorum, bir oyun plani ¢iziyorum kendime.
Cunkl hani her an degisebiliyor. Vicudun tepkisi o an farkl
oluyor. Cunkl cok fazla faktdr var. Iste o an stresin oluyor
sinav stresin oluyor. Hareketsiz oluyorsun, artik viicudun
insuline diren¢ godstermeye bashyor. Ac¢ kaliyorsun,
karacigerin glikoz kullaniyor. O kadar fazla faktor var ki
sekerini etkileyen o anda... Ve bunlari insanin anlamasi
imkansiz acikgcasl. Hangisi ne seviyede etkileyecek, ne
olacak. Sadece fikir yirutebiliyoruz. Bu ylzden de bu fikir
yuritmede ¢ok cok dnemli gercekten gorebiliyor olmak. O
trajectory’i, o seyi, cok fayda saglyor.

U75-DP6: Tabii bu sirecte seker dlcimu cok dnemli. Duzenli
olarak sekerlerini Glgerek buna goére kendilerine bir rota
cizmeleri cok 6nemli. Tabi secenekler var, insllinler ¢ok
cesitli, 6lcim kan sekeri 6lctimu icin sensorler, 6lgum aletleri,
glukometreler...

U76-G: Kan sekeri yukselmeleri ve hipolar meydana
gelecektir. Bu diyabet canavarinin dogasidir. Bu oldugunda,
saylyl tedavi edin ve devam edin. Kendinizi suclu
hissetmeyin. Bu kétu bir is yaptiginiz anlamina gelmez.
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U77-HP1: Yani diyorum ki eger glikozunuzu 70-180
araliginda, hedef aralik diyoruz biz buna, tutarsaniz arabayi
duz yolda kullaniyor gibi olursunuz. Yani daha az gticle gider
araba. Kolayligi anlatmak icin soylliyorum. Ama yukselirse
glikozunuz bir yokus olusur ve sonra yokus diklesir bunun
geregini yapmazsaniz. Kan sekeri dusukltklerini de hendek
gibi anlatiyorum. Yani sik sik diserse dyle arabalar hendege
girip cikar ya onun gibi benzetmeler yapiyorum. Biraz
canlansin filan diye. Seyi sdylerim yalniz, kendiniz
ybnetirseniz yani arabay! kendiniz kullanirsaniz daha rahat
edersiniz. Biliyorsunuz bunu hani araba kullananlar bilir,
baskasi araba kullandigi zaman o da kullanmaya devam
ediyor gibi bir hisle giderler. O ylzden kendiniz kullanin. Yani
kendiniz 6grenin, yapin vs falan diye. Bunu genelde
soylerim.

U78-DP2: Yeni tanilarda her zaman sey derim: "insiilin
kalemini takmayi, pompa takmayi, nasil insilin girecegini
falan hepsini 6nce kendin 6gren. Bunlarda kendin ustalas.

U79-G: Sabah evde kahvalt, arkasindan Humalog. O
zamanlar ne yiyecegini tam kestiremedigimizden, insulini
yedikten sonra hesaplayip yapardik; hatta buna da hesabi
kesmek derdik, Nitsa’nin karni doyunca “hesabimi kes”
derdi!

U80-DP6: Sik seker dlctim, 6zellikle sensor kullanabiliyorsa
sensorle baglamasi. Ondan sonra sik seker Olcimunin
yaninda karbonhidrat sayimi asiri énemli. CUnki sekeri
aslinda etkileyen sey besinler, aldigimiz yiyecekler. O
yizden sik seker O&lciminid karbonhidrat sayimiyla
birlestiren bir insan dlzgin doz hesaplamalariyla beraber
cok glizel yonetebilir sekerini. Buna génulden inaniyorum.
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DiYI[BETlE BASA CIKMA: ZORLUKLAR, PROBLEMLER VE
ENDISELER

U81-CP1: Bir cocuk iste diyabetli bir cocugun sekerinin
80-90 olmasi ¢ok 6nemli degil. O 80-90 araliginda degismis
mi? Maksimum minimum ne olmus?... Onceden ben bunu
Excel'de yapmaya calisiyordum. Yani sensér ve pompa
olmadan 6nce tamamen yorucu, insani bunaltici, sanki bir
O0dev yaparcasina... Surekli bir kayit gerektiriyor ve takip
gerektiriyordu. Ama insilin pompasi ve sensbérde ¢ok
rahatlkla zaten cihaz bu analizleri yapiyor yapmis oluyor,
boyle bir rahath@: var tabii ki.

U82-CP4: Sensorler, bu libre sensérler mesela, su kola
takilan cihazlar falan herkesin imkani olsa da onu ¢ocuguna
kullandirabilse. Yani herkes hayati tozpembe yasayabilir.
Belki hayatima, eski hayatima geri donls yapabilirim diye
disuniyorum.

U83-HP1: S0yle, normalde biz tip bir diyabetli olmayanlar...
beslenme glinliik hayatimizda ¢ok énemli bir yere sahip. Her
seyi disunmeden... Belli olcllerde dusliniyoruz ama
yiyoruz iste. Yani besinlerle olan iliskimizde araya giren higbir
negatif bir sey yok gibi. Gocuklari en ¢cok zorlayan sey hep bir
dusinerek yemeleri, ya da insllin yapmadan serbestce
yiyememeleri. Cunkl biz onlara sdyliyoruz yani ne kadar
karbonhidrat aliyorsan o kadar insilin yapman lazim. Bu
onlari zorluyor yani zaman zaman.

U84-HP1: Toplumun algilamasi ile ilgili problemler var o da
bir yik onlar icin. Ama orada ilerledik, eskisi gibi degil artik.
Ama yine de 6zellikle kizlar agisindan bir sey bu, basgka turlu
bir ylk. Onlarin varolusunu negatif yerden etkileyen bir sey
mi diye dustnduklerini gérebiliyorum.

U85-CP5: Hep o amca teyze diyabeti ile karistiriyorlar
maalesef. Yani surekli séyledikleri su: surada bir amcamiz
vardi, sunu yemis, diizelmis; ya bir teyzemiz vardi onu yemis
dlzelmis. Israrla bunu anlatmaya calisiyorum. Ve surekli
“dizelir’ iste. “Yasl kiglk duzelir’. Onlarninki daha c¢ok
aslhinda bir iyi niyet belirtisi ama gercekten cok zorluyor
insani. CUnku zaten bir seyle micadele ediyorsunuz
sonrasinda da bunu bagka birilerini anlatmak zorundasiniz.
Bu cok zorluyor beni.

U86-G: Diyabetli cocugu olmayanlar icin bir parantez acalim;
gece uykusu neden bizim icin kabustur? Neden bu kadar
korkariz? Hepimiz bdyle miyiz? Evet evet hepimiz bdyleyiz..
Mazur g0riin biz diyabetli ¢ocuk annelerini, gulnlik
hayatimizda bazen daha sinirli, bazen daha alingan, bazen
daha kirilgan olabiliyoruz...Belki de yillardir kesintisiz gece
uykusu uyuyamadigimiz icindir; belki de yillardir teyakkuzda
yasadigimiz icin, alarm c¢almasa bile kendiligimizden
uyandigimiz, strekli kus uykusunda oldugumuz icindir. Belki
yorgunuzdur, belli etmemeye c¢alisiyoruzdur, gugcliyliz ya
hani, herkes dyle biliyor... kim bilir...

U87-G: Bir de seker sabit degildir; dengede tutmak zordur.
Kendinizi sartlamayin illa bu degerde kalacak diye.
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U88-CP2: Evet, surekli dalgalanmalar tehlikeli geriye dénik
olarak. Ama, bu sekilde ufak tefek olaylar da her gin
basimiza gelecek seyler yani.

U89-CP5: Benim icin kizimin sekerleri dalgali deniz gibi.
Oyle soyleyeyim size. Pompadan sonra biraz daha
sakinlesti... Igneyleken 0Ozellikle daha bdyle dalgalanmasi
coktu. Hipolar 6zellikle ¢cok fazla yasiyorduk. Pompada daha
az yasiyoruz hipoyu.

U90-DP6: Dedigim gibi bu sirekli insanin sorumlulugunu
aldigi bir sey. Anbean sekerinizi takip etmeniz gerekiyor.
Hani sey degil béyle aman bugiin de salayim. Bugiin de
sekerime hi¢ bakmayayim diyebileceginiz bir ginlnlz yok.
Surekli  kontrol etmeniz  gerekiyor.  Sirekli  bunun
sorumlulugunu, baskisini hissediyorsunuz.

U91-DP6: Zorlugu da soyle hani, her zaman biraz daha
garantici bir insan olmak zorundasiniz diyabetiniz varsa.
Surekli iste yanimizda meyve suyunuz, insilininiz, her tirli
intiyaciniz olmak zorunda. Sirekli olasiliklari disinmeniz
gerekiyor. Bir yere gitmeden 6nce benim neye ihtiyacim olur
diye hem kendiniz icin hem de sekeriniz igin ekstra bir kafa
yormaniz gerekiyor. Boyle kafaniza gore ¢ok bdyle spontane
hareket edemiyorsunuz.

U92-DP6: Ama yine de bunlara dénip baktigim zaman
sosyal hayatimda hani kendimi diger insanlardan daha farkli
gérmiyorum. Hani ben tim bu sorumlulugu Ustiime alip kafa
yorduktan sonra aslinda herkesle, cevremdeki herkesle her
turlu aktiviteyi de yaptim. Hani kendimi bir seyden de eksik
koymadim. Ama zorlugu var mi kesinlikle var. Bunlara kafa
yormak gerekmek. Sirekli hesap kitap icinde olmak. Zor
acikcasl. Yoruyor insani.

U93-G: Sekeri fazla diye yapilan insilin ile seker diyelim
120’ye geldi ama daha yapal yarim saat oldu. Bu demek ki
1.5 saat daha dlsus devam edecek. Biz burada yemek igin
hesap yapar ve tekrar yedigine gore insulin yaparsak fazla
insilin vermis oluruz ve bu hipoya sebep olur. [...] Clnki
aslinda biz 6l¢time goére davraniriz ama bilmedigimiz sekerin
0 anki gidisatidir.

U94-DP6: Ya endise sdyle yani komplikasyonlar var. Diyabet
ciddi komplikasyonlari olan bir durum. K6t kontrol edildigi
zaman, eger kontrol edilmezse. Ben elimden geldigince iyi
kontrol etmeye calisiyorum. Onlari da bdyle hani kontrol
ettigim sirece iyi gidecegini distniyorum.

U95-CP4: Yani iste herkesin yasadigi olaylar: inigler, ¢ikislar.
Inigler, cikiglar. Yani endiselendiren tek sey bu. Bazen
yliksek cikiyor mesela, bazen dusik ¢ikiyor. Yani ortalarda
seyretmesi bilmiyorum ne derece imkanl olabilir... Olayimiz
bu.
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DIYABET TEKNOLOJILERI VE URUNLERI: ALGILANIS/
ANLAMLANDIRMA

U96-CP1: Egder senin teknolojin varsa vicuttaki bir eksikligi
disaridan tamamlamis gibi oluyorsun.

U97-G: insulin pompasinin genel olarak g¢alisma mantigini
anlatmistim; yedigi  besinlerin  karbonhidrat sayimini
yaparak, vicuda dogru insulini verme, yani bir nevi erken
emeklilik ilan eden pankreasin yapmadigi isi Gstlenme...

U98-DP4: O benim icin vicudumun bir pargasi. Hani sey
oluyorum digart ¢iktigimda... Insan hani kendi bedenini
gotirdr ya, o da benim bedenim. O yanimda olmadan hicbir
yere gidemiyorum. Strekli elimde bir sey tasimak zorunda
kaliyorum. O ylizden hani kiyafetimi, cantami ona gére
seciyorum. Her seyimi ona g6re seciyorum. Bu bir...
Vicudumuzun bir pargasi benim icin. Hani el, kol, g6z neyse
0 da benim i¢in 0. Hem insilin pompasi hem de kan sekeri
Olcme aleti.

U99-CP8: Yani zaten psikolojik olarak... Eski cagri cihazlari
gibi. Gordunliz mu bilmiyorum 640G pompalar biraz blyuk.
Pompa ve silikon bir hortumu var. Hortum viicuda gidiyor
ama nereye gittigi disardan gérenler tarafindan bilinmiyor.
Hani gbbekten iceri mi gidiyor, koltuk altina mi giriyor? Ne
bileyim hani belli degil. Disaridan biri baktiginda, bu ne
acaba... Hani bu tamam saglikla ilgili bir sorun var ama... Ve
cocuk  bu soruyu  duymaktan  yoruldu  okulda
arkadaslarindan, cevreden, asagida parkta bahcede
vesaire... Simdi bunu [omnipod kablosuz pompay! elinde
gostererek] kimse gormuyor. Hatta sticker’lar var c¢ok
oyuncakli, gulzel. Sticker’lar yapistirildiginda bunun bir
dévme oldugunu dislniyor herkes. Ve sormuyor bile kimse.

U100-DP3: Cok korkutuyordu pompa beni kugukken. Yani
bdyle sanki vicuduma baglanmis bir agirlik, tasimam
gereken bir sey, bilmiyorum daha buyuk bir sey ya da daha
olayli bir sey falan saniyordum. Yani hani minicik su kadarcik
bir sey oldugunu bilmiyordum. Ama simdi bdyle su kadarcik,
telefondan bile daha kucuk yani... Cok ise yarar.

U101-G: Uzerinde tasidigi bu minik cihaz [kendinden
sensorll insdlin pompasi] onun en yakin arkadasi, hatta
pankreasi.
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DIYABET TEKNOLOJILERI VE URUNLERI: iLGIiLi KAVRAMLAR

U102-HP1: Ve son yillarda bu sensérlerle beraber gidisat,
pattern, oérunti... Onu gorurler. Bir sey hep ayni zamanda
tekrarliyorsa eger, 6rnegin her 6glen yemeginden sonra
yuksekse ona biz bir pattern diyoruz. Ve onun gerekeni
yapmak lazim yani. Yani sonugta onun bir mutlaka bir sebebi
vardir. Bunu kavratmaya filan galigiriz.

U103-CP7: Onun telefondaki bir uygulamayla uzaktan takip
edebilir, edebiliyoruz

U104-CP1: Mesela dlismeden once bizi uyariyor. Ve
gerektiginde insulini kesiyor. Yani viicuda insllin gitmesini
engelliyor ve diyor ki sekerin dusuyor, karbonhidrat az.

U105-CP2: Ondan sonra birka¢ defa kendim libre taktim,
sekerlerini gérebilmem igin hani

U106-CP7: Ozellikle pompa ile haberlesebilen bir teknoloji
kullanabiliyorsaniz iste hiperlerde hipolarda pompa devreye
giriyor, ¢ikiyor

U107-CP6: O da hem hipoda midahale ediyor, seker
disuklaglnde, hem de yiikseldiginde midahale ediyor.

DIYABET TEKNOLOJILERI VE URUNLERI: iLGiLi PRATIK VE
AKSIYONLARIN TARIFLENMESi

U108-DP2: Bir yerden sonra zaten artik her sey refleks
haline geliyor. instlin girmek, insulin yapmak, kalem girmek,
pompa takmak... Hepsi hani viicut bir yerden sonra kendi su
zaman sunu yapacaksin demeye basladigindan dolay1 6nce
distinmeyi 6grenmek lazim.

U109-CP2: insiilin girdim ama muhtemelen disiirmez.

U110-DP3: Buradan karbonhidratini giriyorsun, ona gére
instlin gbnderiyor.

U111-DP2: Sekerin tam gidisatina bakmak...

U112-G: Bir adim daha ileri gidelim; sadece karbonhidrat
degil, besinlerin yad oranlari da isin icine giriyor; érnegin
yagl yiyecekler kan sekerini hemen degil uzun saatler
boyunca yavas yavas yukselttiginden, pompada insulin
yollarken “yayma” Ozelligini kullanarak gereken insulini
saatlere yaylyor bdylece bu ylksekliklerin de 6nilne
geciyoruz.

U113-G: Mesela bu sabah normalden fazla karbonhidrat
aldim. Bolusu pompadan, masaya oturmadan, 20 dakika
once gonderdim. Neden? Hizli etkili insilinler yapildiktan
15-20 dk sonra calismaya baglar. Bir de gecici bazal
menustlinden, 3 saat boyunca gidecek bazali %200 yaptim.
Neden? Glisemik yiku yani kan sekerini hizla yikselten
besinlerden fazlaca oldugu icin sadece bolus géndermek
sekeri kontrol etmek zorlagiyor. Bu tarz menilerde gecici
bazal benim isime fazlasiyla yariyor.
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KULLANILAN TEKNOLOJI VE GRUNLERIN AVANTAJLARI

U114-DP6: Sensor cok faydali oldu gercekten benim igin
clinkl surekli gorebiliyorum. Yaptigim seylerin sonuglarini
gosteriyor bana. Ondan sonra, hani bir géris sagliyor insana
diyabet yonetiminde. Sdyle de bir sey var: hani parmaktan
Olcim yaptigin zaman, glinde bes kere olctiglnlzde 24
saatte sadece hani bes kere Olcim yapmis oluyorsunuz.
Ama sensoér kullandiginiz zaman bir anda o bes él¢cim 280
290 oOlclime cikiyor. Hani 5 dakikada 1. Cok daha fazla bir
insana sey taniyor: 6grenme, kendini gelistirme, ondan
sonra yeni kendine yeni ¢ézimler Gretme firsati taniyor.

U115-DP6: Sensorl ilk taktigim zaman hani o yukselip
dismeleri gordikge hani ben aslinda hani yemekten 6nce
100 olcliyorum yemekten sonra 120 Olcliyorum ne guzel
diyordum. Meger gizel degilmis. Hani benim 200’e ¢ikip
iniyormus sekerim hani. Sensor gésterdi. O da benim igin bir
dénim noktasi oldu. Asil o zaman ben ders ¢ikarmayi
aslinda o zaman 6grendim kan sekeri degerlerimden.

U116-CP3: Yani benim icin en énemlisi alarm. Hani belli bir
degerin altina dlsince ya da belli bir degerin, onlar
ayarlaniyor 6nceden, ustline ¢ikinca haber vermesi. Bir de
bu pompada sey 6zelligi, biz 640G kullaniyoruz medtronic...
Tabii 740 geldi simdi, o cok daha gelismis. Biz bir
Oncekindeyiz. 640'ta sey var: akill insulini kendiliginden
duraklatma o6zelligi var. Yani belli bir degere gelince kan
sekeri, ve eger pompanin hesaplamalarina goére belli su
saatte su kadar, yani dlsus trendinde, belli bir saatte bu
degerin altina dugsebilir diye hesaplayinca kendi kendine
instlin durduruyor. Dusuk Oncesi duraklatma diyoruz biz
buna. Boylece o dususi durdurmus oluyor, dismeden 6nce.
Dolayisiyla hipoglisemiler cok azaldi. Gok cok azaldi.

U117-HP1: Cok o&nemli bir ilerleme bu c¢inki sensor
teknolojisi glikozun 24 saatlik elektro kardiyo kalp ceker gibi,
glikoz videosu gibi seyrini gdsterdigi icin ¢ok buylk bir
ilerleme. Yani hem dertleri gérmek bakimindan. Nereye
gidiyor, nereden gelmis... Hem de yapilan her seyin etkisini
gérmek bakimindan ¢ok 6nemli. O ylzden biz tanidan
itibaren sensorin kullaniimasindan yanayiz. Eger ekonomik
engel yoksa.

U118-G: 2 yil 6nce; kendinden sensorlu insilin pompasina
gecmemiz diyabetli hayatimiz igin bir donim noktasi oldu.
Bu teknoloji adeta kizimizin 6zgurlik belgesi oldu. Yiyecegi
besinleri tek tusla cihaza girerek enjeksiyon yapma
zorunlulugu olmadan viicuduna insllin génderiyor, cihazin
ekraninda kan sekerini anlik olarak izleyebiliyor.
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KULLANILAN TEKNOLOJi VE URUNLER ILE YASANAN
PROBLEMLER VE ZORLUKLAR

U119-DP1: Zor gelen seyi tabii ki igne yapmakti herhalde.
Evet ilk kendime igne yaptigimda bayagi tedirgindim.
Yapabildim mi acaba? Gitti mi, gitmedi mi? Ne oldu? En ¢ok
tedirgin eden sey oydu.

U120-DP3: Ya sey bu annemin libre sensor lizerine taktigi
bir tane bluetoothlu sey vardi, telefonununa veren bir sey
vardi. O zamanlari hatiriyorum. O zamanlar annem o kadar
0 kadar sey yapiyordu ki, o kadar takipteydi ki yani gece
guindiz surekli kan sekerime bakiyordu falan. O da beni artik
biraz biktirmisti. Sanki 7/24 gb6zler benim kan sekerimin
lzerinde. Annem bodyle ok oldugu zaman, ok var kizim ok var
kizim falan yapiyordu. O beni aslinda ilk baslarda tamam
hani eglenceliydi de sonra ¢ok bunaltmisti. Clnku surekli iste
annem yaziyordu iste sOyle kan sekerin, boyle kan sekerini
diye. O biraz beni bunaltmigti.

U121-CP2: Ben ilk insulin pompas! takarlarken videoya
aliyor herkes. Eve gittigimde ben nasil takacagim
endisesiyle. Masaya bdyle bir diziyorsun, ameliyathanede
sanki... Kalp ameliyati yapacak gibisin. Bir yanda videoyu
acip seyrediyorsun, iste bir yanda sirasina gore onlari
diziyorsun. Ondan sonra bdyle ¢cok 6nem vererek, dikkat
ederek, ameliyata odaklanir gibi... Daha sonra belli bir
zaman sonra alistyorsun. Onlari dizmeyi birakiyorsun falan.
Sonra, tamamen alisiyorsun. Ayakkabiliktan bagiriyor,
ayakkabilarini baglarken kapinin éniinden bagiriyor: setim
degisecek! Hemen vyolda insulini ¢ekiyorsun rezervuara
kapiya kadar. O asansOr gelinceye kadar sak takiyor.
Asans(rde iste pompadan giriglerini yapip okula yetisiyor
mesela.

U122-CP7: Robot gibi yasiyoruz falan konusu oluyor. iste
kolumda sensér, karnimda pompa. Aslinda diger ¢ocuklara
gobre artilarin oldugunu anlatmak énemli.

U123-DP4: Kotli gorunti demek istemiyorum da orada bir
fazlalhk varmis gibi hissediyorum. Tamam, benim bu bir
yasam tarzi. Ben bunu artik... Yani hayatimda strekli oldugu
icin asla inkar etmiyorum... Sey demiyorum ama... orada bir
sey gorlnsin istemiyorum. Kisa kollu giydigimde kolumda
bdyle bir sey gbézikiyor. Hani, istemem acikcasi ya.
Goziukmese daha iyi.
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KULLANILAN TEKNOLOJI VE URUNLERLE iLGiLi iHTIYAC VE
ISTEKLER

U124-DP1: Sensorler genelde ya kola ya bacaga ya gébege
takiliyor. Ve orada bir sey var onu hissediyorsun. Ne bileyim
¢ip gibi bir sey olabilir, derimin altinda dursun, strekli 6lgim
goéndersin telefonuma. Oyle bir sey belki olabilir. Bedenime
bir sey takili oldugunu hissetmeyeyim mesela. Belki dyle bir
sey olabilir, su an aklima geldi.

U125-DP2: Ve hani sOyle bir hayalde bulunmustum: Keske
dévmeyle sekerimizi kontrol edebilsek diye. Bbyle bir hani
sey olma seyi dusinmistim, mizik aletlerinin falan,
ayarlarsiniz ya ekolayziri arttir ¢ikar falan... Boyle kolumuza
¢ serit ddvme cekilse: hani birisi sekerimizin ka¢ oldugunu
renkle gbsterse, 6blrl iste insilin girme secenegi ile yapay
pankreastan insilin salgilamayi saglasa, en sonuncu da iste
yaymamizi falan ayarlama olsa. Cihaz tasimadan bdyle
kolumuzda bir ddvmeyle olsa. Bence miukemmel olurdu.

U126-CP6: Bana gore diyabet teknolojileri yani giyilebilir
teknolojiler, ... Bey’in biraz 6nce gosterdigi gibi, o sekilde
yama gibi olmali. Insan hayatini konforlu hale getirmeli.

U127-CP3: O yapay pankreas dedikleri tirden cihazlari bir
an once hayatimizda tabii ki gérmek isterdik. Yani bizim
hicbir seye karismayacagimiz, diyabeti bize unutturacak,
normal hayati devam ettirebilecegimiz... Hani nasil kalp pili
takiliyor siz onu unutuyorsunuz, onun gibi... Anlatabiliyor
muyum? Su anda bir Gtopya gibi geliyor bu bize ama, seyi
disunidyorum yani on sene 6nce bir ekrandan kan sekerini
surekli izleyecegim de bana utopya gibi geliyordu ama
oluyor. Yani simdi on sene sonra ne olacagini, ki artik ¢cok
daha hizli ilerliyor, belki birkag sene sonra ne olacagini
bilmiyoruz...
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DIYABETLE YASAMA DAIR ILISKILER

Diyabetli & ebeveynler/ aile iyeleri

U128-CP5: Benim icin cocugumun bir organi ve ayni
zamanda sensOri olmak gibi diyebilirim. Yani Ozellikle
sensori takil olmadigr zaman. Sirekli... ki oda arasinda bir
duvar var ama c¢ocugumu asla yalniz birakamiyordum.
Surekli iste sesi geliyor mu? Hatta geceleri nefes aliyor mu
diye cok kontrol ettigim de oluyor. Ya da iste soguk mu, ¢ok
sicak mi? Clnki bunlar da sekerde disuklik ya da ylkseklik
belirtisi olabiliyor. Yani dedigim gibi sanki bdyle artik onunla
yasayan bir organmig gibi bir anlamda.

U129-G: Biz diyabet anneleri sanki 7/24 calisan yapay
pankreas gibiyizdir. Her an tetikte, her an gézimiz
telefonda.....24 saat mesai yapan bir hemsire gibiyiz
biz.....Her gece saat l¢te calan alarmimiz, ya da biyolojik
saatimiz vardir...Bazen karbonhidrat hesabini araba
kullanirken bile yapabilen bir hesap makinesi oluruz, bazen
besin degerlerini ezbere bilen karbonhidrat cetveliyizdir.

U130-G: Hepimizde bir dijital tarti hassasiyetinde g6z karari
vardir...Biz diyabet anneleri belki de 6zel bir donanimla
geliyoruz bu diinyaya, yavrumuzu koruma icgidusuyle her
seye yetiyoruz, ya da yetmeye calisiyoruz..."

U131-CP2: Dedigim gibi on kadindan dokuzunun bitin yik
sirtinda. Bir tanesinin vardir esi yardimci olan.

U132-CP5: Yani sdyle, daha ¢ok agirlik bende aslinda.
Dedigim gibi zaten glivenemiyorum, birincisi. Ikincisi de daha
cok sey gibi iste ben hemsireyim, o [esim] uygulayici gibi
sanki. Boyle bir iliskimiz var. Iste yemegini hazirliyorum sen
yedir gibi bir sey olabilir. Daha ¢ok ashnda o hani bakim
asamasinda evet yardimci oluyor ama hani ben daha ¢ok
hemsgiresiyim oda iste ebeveyni gibi oldu. Oyle oldu.

U133-DP6: Ozellikle ilkokulda yine annem c¢ok ustlenmisti
sorumlulugu...Ortaokulda altinci yedinci siniftan besinci
siniftan sonra Ozellikle yavas yavas sorumluluk bana
gecmeye basladi.

U134-CP1: Her yaptigimi ogluma anlatiyorum c¢unki ben
hep su kanidayim: diyabet evet, hepimizin bir sorunu ama
Oncelikle onun sorunu. Yani oglum bunu tek basina idare
edebilmek zorunda. Bu boyle yani. Bunu kabul etmemiz
lazim. Biz anne baba olarak destek olmak durumundayiz.

U135-DP2: Annemle sorumluluk kisminda hani sekerimi
falan kontrol etmeyi ben devraldim. Annem ise bazalimi,
arka plandaki ayarlari yapmay! biraz daha tercih etti, yapti.
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DIYABETLE YASAMA DAIR iLISKILER

Diyabetli ve ailesi & saglik profesyonelleri

U136-HP1: Benim onlarla iliskimde benim bir yerimin
oldugunu bilirim ben. Ve bu yerim de aslinda onlara hem
yardim eden hem onlarin guven duydugu bir doktorun
Otesinde onlarin yakini gibi olur ayni zamanda. Yani bunu da
dnemserim...

U137-HP1: Yani tedavinin bir parcasi olmayi kendi kimlik
yaklagsimim olarak goéririm. Yani o ylzden vyalnizca
yazdigim receteler degil, kendi varhgimin kendisinin
tedavinin bir parcasi oldugunu bilirim ve bunu aslinda biraz
onlara hissettirmeye calisirim.

U138-HP1: Onlarla beraber bir yolculuga ¢ikmisiz gibi, onlar
da buna eslik ederler.

U139-CP1: lyi bir diyabet ekibi ile hareket ettiginizde. ..
U140-CP8: Yani doktorlar size cok acik bir ciimle kurmuyor.

U141-DP2: Doktorlarin hepsi hani tez kitabi bilgileriyle
geliyor bize.

U142-DP6: Hani kimi hastanede gercekten hocanin vakti
oluyor, firsati oluyor. Doktor bey veya doktor hanim guzel
glzel anlatiyor nasil bir durum, ondan sonra ne yapmalari
gerekiyor, nasil karbonhidrat sayacaklar  falan
yonlendirmeler yapiliyor diyetisyene ydnlendiriyor psikologa
yonlendiriyor. Hani elinden tutuyor insanin.

Diyabet komuniteleri

U143-CP6: Sonra zaman gectikge sunu goérdik ki, aslinda
bizim normallesebilmemiz icin bize bizim gibi insanlar
gerekiyor... Biz aslinda birbirimize bir sifa gibi geliyoruz...
Clnku ben géruyorum iste, Nisa'yi gorliyorum, “aa bak
Nisa’'da da oluyor”. Onda da inisler ¢ikislar oluyor. O da yeri
geldiginde asilesiyor, yeri geldiginde o da itiraz ediyor.
Ondan sonra kafamizda normallesiyor, normallestiriyoruz.
Ya da cocuklarimiz kendi akranlarini, ya da diyabetli
cocuklari gériince hani daha da kabullenip... Ya da iste, “tek
bende degil zaten bu da bdyle olabilir, bu da bdyle
gidebilir”...

U144-DP5: Kendimi dokuyorum iste. Kimseye
anlatamadigim seyleri onlara anlatiyorum. Gunlik tutuyorum
gibi.

U145-CP2: Biz gece Uce kadar hepimiz hani cocuklarin
sekerini  Olcecegiz diye beklerken gruplarda sohbetler
ediyoruz. Saat 3:00te herkes sekerini Olglyor yaziyor.
Sekeri iyi olanlar yatip uyuyor, kétu olanlar beklemeye,
nobete devam diyor. Hani diyabetlilerin anneleri ¢ok farkli.
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U146-CP2: Hani diyabet dediginde o bizim icin aile ici gibi bir
sey oluyor yani. Hi¢ tanimadigin bir insana glveniyorsun.
Yani zor zahmet yurtdisindan getirttigin sensori  gozi
yumulu  goénderiyorsun.  Parasini  gdnderecek  mi,
gbéndermeyecek mi diye dustinmiyorsun. O da diyabetli
diyorsun c¢inki. Ayni sekilde o da sana godnderiyor. Biz
birbirimizle bu hani diyabet malzemelerini paylasiyoruz.

U147-CP8: Ama asil amacimiz bence o ilk yeni tanilarin
yarasina merhem olabilmek.

Baskalariyla iliskiler

U148-DP4: Lisedeki arkadas grubum da hani beni hi¢
ayirmadilar acikcasi. llkokuldayken beni c¢ok surekli
ayirnyorlardi

U149-DP6: Ama hicbir zamanda kendimi diger insanlardan
eksik gormedim veya 0yle bir sey gérmedim sosyal agidan
dezavantajli gérmedim.

U150-DP2: Cinki insanlarin ¢ogu, ki bunlarin arasinda ben
de varim, 6zellikle bir restorana falan gittigimde pompam
sikint ¢ikarttiginda insan icinde igne yapmak ¢ok zulim
oluyor.
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-
QUESTIONS TO NARRATORS

# What questions would you want to ask the narrators to confirm or modify your conceptions
of their world?

Figure C.1 (continued): Narrative document.
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ESLIKCi DIYABET TERIMLERI SOZLUGU

Aclik kan sekeri: Acken, 6glin 6ncesinde Olclilen kan sekeri degeridir.
Tokluk kan sekeri: Yemekten iki saat sonra dlcllen kan sekeri degeridir.

Hedef kan sekeri: Tip 1 diyabetliler kan sekeri degerlerini 170
izlerken kendi yaslarina uyan hedef degerler arasinda Clee
tutmaya calisirlar. En ideali, diyabetli olmayan kisilerdeki gibi, | 140
yemekten onceki kan sekerini 100 mg/dI’'nin, yemekten 2 /N 130
saat sonra olciilen kan sekerini 140 mg/dinin altinda AN Eir
tutabilmektir ama bu ¢ogu zaman zordur. Bunun yerine her | dewex oncesi L 100
yas grubuna uyan hedef kan sekeri degerleri belirlenmigtir. %

KAHVALTI OGLE AKSAM
YEMEGI YEMEGI

HbA1c: Bu test 3 ayda bir yapilir ve kan sekerinin 3 aylik ortalamasini gésterir. Diyabetliler
lzerinde yapilan arastirmalar HbA1c degerinin % 7’nin altinda tutulmasinin uzun
dénemdeki komplikasyonlarin énlenmesini sagladigini gésteriyor.

Hipoglisemi (Hipo): Kandaki glukoz seviyesinin normal sinirlarin altina dismesi
durumudur. Tip 1 diyabetlilerin sik basina gelen bir durumdur. Kan sekeri diistikligu, insdlin
miktarinin  ¢cok gelmesi, insdlin yapildigi halde &égdunlerin ge¢ yenmesi veya yeterli
karbonhidrat alinmamasi ve Onlem almadan fazla egzersiz yapiimasi gibi nedenlere
baghdir.

Kan sekeri 70 mg veya altinda ise kan sekerini hizli sekilde yikselten besinler tuketilir. Bu
besinler 10-15 dk i¢inde kan sekerini yikseltir ve bu sekilde tehlikeden korunmus olunur. Bu
gibi durumlarda, 15 dk sonra kan sekerini tekrar 6lctilmesi ve hala duslikse bir kez daha
sekerli besin alinmasi 6nerilir. Beynin glukozsuz kalmasi uzun sirerse bu kez biling kaybi ve
havale gecirme gibi bulgular olur bu durumda glukagon ignesi yapilmasi gerekir.

Hiperglisemi (Hiper): Kandaki glukoz seviyesinin, insllin yetersizligine veya yokluguna
bagl olarak normal sinirlarin Gzerine ¢gikmasi.

insiilin: Pankreastaki beta hiicreleri tarafindan Uretilen ve viicutta enerji dengesini kontrol
eden en 6nemli hormondur. Kandaki sekerin hicre icine girmesini saglar. Bu sayede seker
enerjiye donusturdlir. Temel gorevi kan sekerini dustrmektir.

Saglikli bireylerde aglik durumunda hemen hemen ayni diizeyde salgilanan insiline (bazal
insilin) ek olarak, yemek sonrasi (bolus insiilin) mide-bagirsak sisteminden emilen glukoz
artisinin 6nlenmesi icin insulin salgisi artar.

Bazal insiilin salinimi: yemek yenmedigi ddnemlerde ihtiya¢ duyulan dozdaki instlini
saglar.

Bolus insiilin salinimi: yemeklerden sonra ihtiya¢c duyulan yiiksek dozdaki insulini
saglar.

Glukagon: Pankreastan salgilanan ve insulin etkisine ters tepki gdstererek kan sekerini
arttiran hormondur.

Diyabetlilerin kullandigi insulinlerin etki stirelerine gore cesitleri:

Kisa Etkili insiilinler: Kisa etkili instlinin etkisi cabuk baslar. Fakat sadece sinirli bir
surede etkilidir. Etkisi %2 (yarim) saat-1 saat arasinda baglar. Igne yapildiktan 3-4 saat
sonra en fazla etki gosterir. Etki suresi 6-8 saattir. Humulin-R ve Actrapid llkemizde
bulunan kisa etkili insilinlerdendir.

Hizli Etkili insiilinler: Tokluk kan sekerini diizenler. Etkisi 15 dakika icerisinde baglar.
Igne yapildiktan 1 saat sonra insilin en fazla etki gosterir. Etki slresi 3-5 saattir.
Humalog, Novo rapid ve Apidra tlkemizde bulunan hizl etkili insulinlerdendir.
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Orta Etkili insiilinler: Yapildiktan yarim saat sonra etkisi baslar. Kandaki en yuksek
seviyeye yaklasik 6-8 saatte ulasir. Yaklasik 12 saat etkilidir. Humulin N ve Insiilatard
lilkemizde bulunan orta etkili instlinlerdendir.

Uzun Etkili insiilinler: Aclik kan sekerini diizenler. Etkisi 1-4 saat icerisinde baslar.
Kanda devamli ayni seviyede bulunur. Ginde bir veya iki kez yapilabilir. Doza goére
degismekle birlikte 12 ile 24 saat etkilidir. Bu grupta; Lantus ve Levemir vardir.

insiilin Kalemi: igerisinde farkli tir ve miktarlarda insiilin hormonu bulunan, ucuna
yerlestirilen bir igne ucu tarafindan cilt altina insilin enjeksiyonu yapiimasini saglayan
medikal Gran.

insﬁlin Pompasi: Ginlik insdlin ihtiyacinin bir b6lumini otomatik olarak génderen (bazal
Insilin), 6giin ve dizeltme dozlarinin diyabetli tarafindan manuel olarak génderildigi (Bolus
Insilin) alternatif bir insulin uygulama ydntemidir. Insilin pompasi cagri cihazi
buyukliginde ve viicut disinda tasinan bir cihazdir.

Cihaz 3 parcga olarak gérev yapar:

Kaniil béliimi: Bu bélim ince, yumusak,ignesiz bir plastik borucuktur. Bu bélim
infiizyon seti ile cihaza baglanir. Cilt altina yerlestirilen kanil b6limi insulinin viicuda
girisini saglar.

Cihaz boéliimi: Bu bolim insulin kartusun icinde bulundugu ve verdigimiz dozu
ayarlayarak insulinin yapiimasini saglayan bolumddir.

Rezervuar béliimii: icinde 3 giin yetecek oranda insilin iceren depo balimidir.

Yayma Bolus: Uzun veya yagl 6ganler icin kullanilan, bolus insdlinin 30 dk.’dan 8
saate kadar bir sure icin yavas gonderimini saglayan alternatif bir bolus génderme
seklidir.

Gecici Bazal: Pompa tarafindan gonderiimekte olan Bazal insilinin 30 dk’dan 24 saate
kadar degisebilen opsiyonlarda gegcici sireligine azaltilmasini veya arttiriimasini
saglayan alternatif bir bazal ayarlama yontemidir. Egzersiz, enfeksiyon dénemleri vb.
durumlarda tavsiye edilebilir.

Set — Rezervuar Degisimi : instilin Pompasi ile birlikte kullanilan set, rezervuar, insiilin
ve enjeksiyon boélgesinin 3 glinde bir degistiriimesi.

Glukometre (Kan sekeri 6l¢ciim cihazi): Kandaki yaklasik glikoz konsantrasyonunu
belirlemek icin kullanilan tibbi bir cihazdir. Glukometrelerin temel c¢alisma prensibi,
diyabetlinin parmagindan alinan kandaki seker seviyesini 6lcmek seklindedir. Parmak
delme kalemi ile parmak delinir ve bir damla kan cihaza takil olan test cubuguna damlatilir.
Birkag¢ saniye sonra 6lcim degeri ekranda géruntilenir.

Glukoz Sensérii: Diyabetlilerin kan sekeri seviyelerini gin icerisinde surekli gérmelerini
saglayabilmek icin gelistirilmis, cilt altina belli strelerle yerlestirilen (6-7-14 gun), her 5 veya
15 dk’da bir cilt altindan seker élcimi yapan, verdigi alarmlarla diyabetlinin riskli durumlar
Oncesi tedbir almasini saglayan bir diyabet teknolojisidir. Instlin pompasi ile birlikte veya
ayri olarak kullanilabilir.

Flash Glukoz Gériintiileme Sistemi (FGMS - Flash Glucose Monitoring System): 14
gunlik ve kalibrasyon gerektirmeyen bir glukoz sensoéru ile ¢alisan sistemdir. Sensérden
monitére dizenli bir veri akisi yoktur. Monitor (veya cep telefonu) sensére yaklastiriidiginda
glukoz verisi ve son 8 saatlik grafik gorulur. Libre, flash glukoz géruntileme sistemidir.

Siirekli Glukoz Olg¢iim Sistemi (CGMS - Continous Glucose Monitoring System): 6,7
veya 10 gin kullanimli glukoz sensorleri ile calisan, kalibrasyon (parmak &lcimi)
gerektiren, verdigi alarmlarla kullaniciy! hipoglisemi veya hiperglisemilere kargi 6nceden
uyaran, uzaktan takibi ve SMS bilgilendirmeleri bulunan glukoz 6l¢iim sistemleridir.
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Kalibrasyon: Sensor glukozunun (viicut sivisindan yapilan 0Olgim)  kan glukozu
(parmaktan yapilan 6l¢iim) ile uyumlu gitmesini saglamak amaciyla, giinde en az 2 defa
parmaktan yapilan 6lcima, sensér monitériine (pompa, telefon vb.) kaydetme islemi.

Karbonhidrat sayimi: Karbonhidrat sayimi, bir 6gin planlama yéntemidir. Ogtinlerde
tiketilen besinler icin yapilmasi gereken insilin miktarini hesaplanmasina olanak tanir ve
kan sekeri hedef degerlerin disinda oldugunda instlin dozunun dogru miktarda azaltiimasi
veya arttinimasini saglar. Glisemik kontrolin gelistiriimesinde 6énemli rol oynar ve
diyabetlilere besin secimi konusunda esneklik kazandirir.

Diizeltme dozu ve karbonhidrat insiilin orani: Yemek o¢ncesi insulin dozuna karar
verirken iki temel bilgiyi kullanilimaktadir. Dlzeltme dozu, kan sekeri degeri hedef degerlerin
disinda olanlarda 1 unite instlinin, o kiside kan sekerini kac mg dustrecegini anlatir. Bu
rakam, insllin etkisindeki farkliliklara bagli olarak degisir, 1500 sabit rakamini gunlik toplam
insilin dozuna bélerek o kisinin kendi dlizeltme dozunu hesaplayabilir.

Yemek 6ncesi instlin dozlarina karar verirken ikinci faktér alinacak karbonhidrat miktaridir.
Genel olarak 15 gram karbonhidrat igin 1 Unite insiline gerek vardir ve bu rakam da her
birey icin, hatta her 63un degisebilir. Bir inite instlinin o kiside ka¢ gram karbonhidratin
hticreler tarafindan kullanilabilecegini bulmak igin 500 sabit rakamini gunliik toplam instilin
dozuna bélmek gerekir. Insilin dozlarina karar verirken karbonhidrat saymak ve dizeltme
dozu kullanmak ileri diyabet egitimi kapsamina girer.

Glisemik indeks: Besinlerdeki karbonhidratlarin kan sekerini ylkseltme hizi olarak
tanimlanir. Glisemik indeksi dusiik besinler, kan sekerini yavas yiikseltmenin yaninda tokluk
hissi de verirler. Bu nedenle saglikli beslenmede daha sik tiketiimeleri énerilir.

Keton: Karacigerin yag yakimi ile ortaya cikardigi bir asit tlraddr. Vicut enerji olarak
kullanmak icin yeterli seker (glukoz) bulamazsa yag yakar. Vicut ¢ok fazla yagdi hizli bir
bicimde yaktiginda kanda keton birikir.

Diyabetik Ketoasidoz: Hiicrelerimiz enerjiye a¢ ise, vicudumuz enerji temin etmek igin
yaglari yakmaya baslar. Bu islem sonucunda “keton” adi verilen toksik asitler ortaya ¢ikar.
Hiperglisemi sonucunda kanda ve idrarda keton cisimciklerinin artigi ile olusan koma haline
ketoasidoz denir.

Figure C.1 (continued): Narrative document.
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SUMMARY: THE STRUCTURE OF METAPHOR

METAPHOR: ‘Understanding and experiencing one kind of thing in terms of another” '

“Understanding and acting on present concerns in terms of a more familiar
source domain” 2

( ) 4 )
SOURCE DOMAIN TARGET DOMAIN/
familiar vocabulary from structural resemblances PRESENT CONCERNS
another discourse (mapping) articulated reality
from which we draw .
metaphorical expressions the domain that we try to
to understand another understand through the.
domain use of the source domain
its use, entailments .

- - - present perceptions
reorganizes present concerns in the source domain’s terms

\_ J \_ J

adopted from Klaus Krippendorff’s scheme (2021)
example 1: "There is no chemistry"
target domain/ present concern: human relationships

source domain: chemistry (chemical substances interacting and affecting each other’s
compositions)

resemblance: the two domains share the existence of several entities, at least two, and
interactions or communication between them.

entailments: interaction is a a product of instant and involuntary reactions to the nature of the
individuals involved

present perception: people have no control over their relationships, no choice and no

responsibility for the bonding or lack of it
Example presented by Krippendorff (1993)

examgle 2: "You need to count carbohydrates and balance it out with required amount of insulin”
target domain/ present concern: relationship between carbohydrates and insulin
source domain: a double pan balance scale

resemblance: in both domains there are two things that needs to be considered in relation to
each other, to reach a certain result

entailments: equilibrium depends on the amount/ quantity of the substances
present perception: idea that balancing blood sugar relies on a simple equation
highlights the importance of the amount of the consumed carbohydrates and other nutritions

hides complexities and various other factors at play (e.g. varied influences of different types of
nutritions blood glucose)

Lakoff, G. & Johnson, M. (1980). Metaphors we live by. Chicago: University of Chicago Press.
*Krippendorff, K. (1993). Major Metaphors of Communication and some Constructivist Reflections on their Use. Cybernetics Human Knowing, 2(1), 3-25.

#Krippendorff, K. (2021).Paper to be presented at the American Society for Cybernetics (ICA) track “ In Search for A Critical Cybernetics” during the 65th
annual meeting of the International Society for the Systems Sciences (ISSS), 2021.7.7-1

Figure C.1 (continued): Narrative document.
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IDENTIFYING AND ANALYZING METAPHORS

The identification of metaphor has been broadly associated with the detection of indirect
meaning'. You can accept a utterance as metaphorical, if a lexical unit is ‘used indirectly to
convey a meaning that differs from its basic, direct application’.

Recommended steps for identifying metaphors>:
1. Read the narrative unit to establish a general understanding of the context and meaning.

2. Look into the vocabulary used in the text: examine the text to see if any of the words or chain
of words has a more basic meaning in other domains/ discourses than the one in the present
domain/ discourse.

Basic meanings tend to be: more concrete, related to bodily action, and more precise. They are
not necessarily the most frequent meanings.

3. For the words or chain of words that has a more basic meaning in other domains/ discourses
than the present one, see if the contextual meanings of these can be understood through
carrying explanatory structures from the familiar domain of experiences (source). If yes, you
can identify and mark the expression as metaphorical.

Recommended steps for analyzing metaphors::

4. Define the source domain (the domain from which we draw metaphorical expressions) and
the target domain/ present concern (the domain that we try to understand through the use of
the source domain).

5. Examine the structural resemblances between the source domain and the target domain/
present concern.
6. Explore entailments arise from projecting the source domain onto the target domain.
- How the words that belong to another domain are used in their source domain?
- How can the expression be rephrased without using any metaphor?
- What knowledge do we have about the source? What are the elements, aspects,
characteristics/ features of it? What are some verbs associated with it?
7. Explore how the source domain shapes the perception of the present concern.

- How realities narrators experience could have been differ if the metaphor would not have
been used?

structural resemblances TARGET DOMAIN/
SOURCE DOMAIN PRESENT CONCERNS

entailments

present perceptions

"Lakoff, G. 1986. “The Meanings of Literal.” Metaphor and Symbolic Activity 1 (4): 291-296. doi:10.1207/s15327868ms0104_3.
Gibbs, R. W. JR. 1993. “Process and Products in Making Sense of Tropes.” In Metaphor and Thought, edited by Andrew Ortony, 252—-276. Cambridge:
Cambridge University Press.

2Steps for identifying metaphors is an adopted verdion of MIP (Metaphor Identification Procedure). Steen, G. J. 2007. “Finding Metaphor in Discourse:
Pragglejaz and Beyond”. Vol. 5. In Culture, language & representation, edited by 1. Navarro, | Ferrando and J.-L. Otal, 9-26. New York: Mouton de Gruyter.

3Steps for analyzing metaphors is built on Krippendorff’s theory of metaphor. Krippendorff, K. (1993). Major Metaphors of Communication and some
Constructivist Reflections on their Use. Cybernetics Human Knowing, 2(1), 3-25.

Figure C.1 (continued): Narrative document.
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Appendix D: Workshop materials

Metaphor

A brief introduction for designers

workshop presentation . 2021

INFORMING DESIGNERS ON HOW METAPHORS AND THEIR ENTAILMENTS
WORK

NICK BARTERESISTUART MEMILLEN

Objectives of the workshop:

The general aim of informing designers on how metaphors and their entailments
work can be broken down into the following more specific objectives:

# Drawing designers’ attention to metaphor’s pervasiveness in everyday life,
“not just in language but in thought and action” and metaphorical nature of our
conceptual system (Lakoff and Johnson, 1980)

# Making designers cognizant of metaphorically generated perceptions, and
their centrality in creating realities experienced (Krippendorff, 1993)

# Recognition of the linguistic, perceptual, and social concepts used to analyze

metaphors.
# Introducing designers to the potentials of looking into the metaphors in user
narratives
The cover of “Metaphors: The Lenses We # Making designers more aware of their own metaphors when describing and
Use to Interpret and Understand Our Reality” . o N .
by Nick Barter and Stuart McMillen. justifying their designs.

2/43

Figure D.1 : Presentation materials used in workshops with designers.
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Oral Presentations Towards Exploring
& Metaphors in Narratives
Activities (Discussions) of Diabetes

3/43
warm-up & self analysis|group work |5 mins
Activity 0: Your design process
After you receive a design brief;
# Where do you start? What would your first step be?
# Have you ever felt stuck in your previous design processes? What do you do in
these kinds of situations?
Bir proje foyu aldiginizda;
# Nereden baslarsiniz? ilk adiminiz ne olur?
# Onceki tasarim siireglerinizde kendinizi gikmazda hissettiginiz oldu mu? Bu gibi,
takildiginiz, ilerleyemediginiz durumlarda ne yapiyorsunuz?
4/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Oral Presentation | Part 1

# What is metaphor?

# Conceptual Metaphor Theory

A broad definition of metaphor:

NAMING

SEEING
UNDERSTANDING
EXPERIENCING

SOMETHING IN TERMS OF SOMETHING ELSE

6/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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The etymological roois

The etymological roots: metaphor

metaphora
(Greek)
A

metapherein

SN

“over, across” + “to carry, bear”

(Barnhart and Steinmetz, 1999)

“to transfer” or “to carry over”

(Hawkins and Allen 1991)

7/43

Traditional view (in literature)

According to the traditional view;

* metaphor is a poetic device serving artistic and rhetoric
purposes

* metaphor is a matter of words

* “everyday language had no metaphor, and metaphor used
mechanisms outside the realm of everyday conventional
language” (Lakoff, 1993, p.202).

"It is the east, and “Giving the thing a name that belongs to something else”
Juliet is the sun. (Poetics 1457 b 6-9)

8/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Lakoff & Johnson’s approach

Metaphor

Lakoff and Johnson’s Approach
‘Metaphors we live by’ (1980)

Metaphor is not only ‘a matter of words’, it is
the constitutive of our language structuring
our thoughts, understanding and everyday
actions.

“The essence of metaphor is understanding and
experiencing one kind of thing in terms of another”

Lakoff, George, and Mark Johnson. 1980. Metaphors we live by. Chicago: University of Chicago Press

9/43

Lakoff & Johnson's approach

thought

metaphor

action

According to Lakoff and Johnson (1980);

* “Metaphor is pervasive in everyday life, not just in language but in thought and
action” (Lakoff & Johnson, 1980, p. 3).

» Metaphor as a property of concepts rather than words (Kévecses, 2010).

» The function of metaphor is to better understand certain concepts, and not just
some artistic or esthetic purpose (Kévecses, 2010).

» Our conceptual system is ‘fundamentally metaphorical in nature’ (Lakoff &
Johnson, 1980, p. 3), and metaphorical concepts structure how we think and act.

10/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Lakoff & Johnson’s approach

ARGUMENT IS WAR PEL Al

Your claims are indefensible.
He attacked every week point .|n m.y argument. —
I've never won an argument with him. LINGUISTIC
. ) EXPRESSIONS
| demolished his argument.
He shot down all of my arguments.

‘It is important to see that we don't just talk about
arguments in terms of war. We can actually win or
lose arguments. We see the person we are arguing
with as an opponent’

(Lakoff and Johnson, 1980, p.4).

Lakoff, G., & Johnson, M. (1980). Metaphors We Live By. Chicago, London: Univertsity of Chicago Press.

11/43

warm-up & self analysis|individual & group work |5 mins

After you receive a design brief;
Activity 1: Conceptualizing design process # Where do you start? What would your first step be?

# Have you ever felt stuck in your previous design
If we look into the way we talked about the processes? What do you do in these kinds of situations?
design process;

-Was the language we used metaphorical? Can Bir proie févii aldiginizda:
we identify any metaphorical expressions? proje oy 9 ’

2 7
-What made you think that way? # Nereden baglarsiniz? ilk adiminiz ne olur?
# Onceki tasarim siireclerinizde kendinizi ¢ikmazda
hissettiginiz  oldu mu? Bu gibi, takildiginiz,

ilerleyemediginiz durumlarda ne yapiyorsunuz?

-Since | formulated these questions, what can
you say about my conceptualization of design
process?

12/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Oral Presentation | Part 2

# The structure of metaphor:
source and target domains

CONCEPTUAL METAPHOR
(ARGUMENT IS WAR)

CONCEPTUAL DOMAIN A IS CONCEPTUAL DOMAIN B
(ARGUMENT) (WAR)

AIS UNDERSTOOD IN TERMS OF B
TARGET DOMAIN IS UNDERSTOOD IN TERMS OF SOURCE DOMAIN

(ARGUMENT) (WAR)
Target Domain . Source Domain
“the domain that we try to Ma pping “the conceptual domain from
understand through the use of G which we draw metaphorical

expressions to understand

the source domain a set of systematic d
another conceptual domain

correspondences
between the source

and the target )
» more abstract concept * more concrete, physical,

or tangible concept

14/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Krippendorff's approach

“Using the vocabulary of a familiar source domain in talking of present concerns”

“Understanding and acting on present concerns in terms of a more familiar
source domain”

& 7 ( )
SOURCE DOMAIN TARGET DOMAIN/
familiar vocabulary from . structural resemblances . PRESENT CONCERNS
anciher diScourss (mapping) articulated reality
from which we draw .
metaphorical expressions the domain that we try to
to understand another understand through the
domain use of the source domain
its use, entailments

- - — » present perceptions
reorganizes present concerns in the source domain’s terms

\ C J

adopted from Klaus Krippendorff's scheme (2021)

15/43

According to Krippendorff (1993);

« All metaphors carry explanatory structures from a familiar domain of
experiences into another domain in need of understanding or
restructuring.

e.g. "there is no chemistry".

The example carries knowledge from chemistry into the domain
of human interaction.

HUMAN INTERACTION IS UNDERSTOOD IN TERMS OF CHEMISTRY

CHEMISTRY . ; [ HUMAN INTERACTION ]

source target

Krippendort, K. (1993). Major Metaphors of Communication and some C [ on their Use. C) Human Knowing, 2(1), 3-25..

16/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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identfying source domains |group work |5 mins

Activity 2:

"Design is a process of discovery, the endpoint of which cannot initially be known or
even predicted [Tasarim, bitis noktas! baslangicta bilinemeyen ve hatta tahmin
edilemeyen bir kesif strecidir]".

# Let’s try to rephrase what the statement is about, what narrator tells about design
process.

# What makes you interpret the target domain ‘design’ the way the sentence conveys
it to you?

[ SOURCE DOMAIN VOCABULARY ]

17/43

Oral Presentation | Part 3

# The structure of metaphor:
the structural similarities
between the source and the
target (metaphorical mappings)

# Metaphorical entailments

Figure D.1 (continued): Presentation materials used in workshops with designers.
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The structural similarities

According to Krippendorff (1993);

* Metaphors require seeing some structural similarities between
these two domains, however far fetched these may be.

e.g. "there is no chemistry".

CHEMISTRY | (Suggssted resemblances [ HUMAN INTERACTION ]

how chemical substances interaction among people
interact and affect each that do something with and
other's compositions to each other

"bonding” e e == "bonding"

Krippendorff, K. (1993). Major Metaphors of Communication and some Constructivist Reflections on their Use. Cybernetics Human Knowing, 2(1), 3-25.

19/43

According to Krippendorff (1993);

* Metaphors have entailments (Lakoff and Johnson, 1980) for the
target domain they thereby organize far beyond any initial structural
similarity.

CHEMISTRY Sommonts ) [ HUMAN INTERACTION]

human interaction as a product of instant and involuntary
reactions to the nature of the individuals involved
no choice
"Good chemistry" attracts, creates synergy, unifies,
"bad chemistry" repulses, spells difficulties, separates.
no responsibility for the bonding or lack of it
"Chemistry makes the decisions for you."

Krippendorff, K. (1993). Major Metaphors of Communication and some Constructivist F on their Use. C) Human Knowing, 2(1), 3-25..

20/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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LOVE IS A JOURNEY

We aren’t going anywhere.
Look how far we’ve come.
We’re at a crossroads.
Where are we?

Our marriage is on the rocks.

Source: JOURNEY Target: LOVE

« the travelers =) the lovers

« the destination of the journey =) the goal(s) of the relationship
» the distance covered ==m) - the progress made

« the obstacles encountered == - the difficulties experienced

« decisions about which way to go === - choices about what to do

Kévecses, Z. (2010). Metaphor: A Pracical Introduction. Oxford, New York: Oxford University Press.

21/43

TIME IS MONEY

You’re wasting my time.

This gadget will save you hours.
The flat tire cost me an hour.
Do you have much time /eft?
Thank you for your time.

How do you spend your time
these day?

22/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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exploring entailments and structural resemblances | group work | 10 mins

Activity 3:
"Design is a process of discovery, the endpoint of which cannot initially be known or
even predicted [Tasarim, bitis noktasi baslangicta bilinemeyen ve hatta tahmin
edilemeyen bir kegif sdrecidir]”.

# What are the structural resemblances between the target domain (what the the
speaker is talking about) and the source domain (which is absent but familiar to the
speaker by the vocabularies at home in the source domain)?

SOURCE DOMAIN structral resemblances TARGET DOMAIN

# How the word ‘discovery’ is used in the source domain?

# Let's ideate about entailments of the source domain.
What knowledge do we have about the source? What are
the elements, aspects, characteristics/ features of it? What
are some verbs associated with it?

23/43

Oral Presentation | Part 4

# Metaphorically generated
perceptions

# Verbal and behavioral
enactments of entailments

Figure D.1 (continued): Presentation materials used in workshops with designers.
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According to Krippendorff (1993);

» Metaphors organize their users' perceptions and, when acted upon,
can create the realities experienced.

e.g. "there is no chemistry".

"There is no chemistry" is a metaphorical statement, but its very
utterance can create or constitute the fact it states, which
happens here to be a social phenomenon. In the human interaction
thus constructed, the original or source domain of the metaphor, the
discipline of chemistry, becomes secondary and recedes into the
background of unrecognition.

Krippendorff, K. (1993). Major Metaphors of Communication and some Ct R on their Use. C Human Knowing, 2(1), 3-25.

25/43

Metaphorically generated perceptions and realities

B

“Metaphors: The Lenses We Use to Interpret and Understand Our Reality” by Nick Barter and Stuart McMillen.

“A metaphor effectively erases alternative ways of understanding
the target domain and puts its own entailments in their place, now
dominating perception (Krippendorff, 2006)”

Krippendorft, K. (2006). The Semantic Turn: A new foundation for design. Taylor & Francis.

26/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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exploring metaphorically generated perceptions|group work | 10 mins
Activity 4:

# How a designer’s/ design educator’s/ design student’s approach towards design
(process) could have been differ if the metaphor would not have been used?

# Can you think of other source domains that can be adopted in a studio setting to
provide a more useful/beneficial perspective in handling design procesess?

27/83

Oral Presentation | Part 5

# Metaphor in design

Figure D.1 (continued): Presentation materials used in workshops with designers.
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construction of new meaning

(Black, 1962; Krippendorff, 2006; Lakoff &
Johnson, 1980; Madsen, 1994)

identification and framing of
design situations
(Casakin, 2006; Hey et al., 2008; Schon,
1979)

setting design directions
(Coyre, Snodgrass, & Martin, 1964;
(Copne, Sndarass, & artin

In the process of
designing

“help people see things in a
new way”
(Madsen, 1994)

question their assumptions

(Coyme et sl 1984 Shimters,
ettersson, & Ju, 2020),

Acknowledged roles and functions of metaphor in design

DESIGN PRACTICE

enhances the communication
of ideas during design process
(Casakin, 2017)

creates a common ground for
reference and participation
(Kirsi et al., 2009)

p novel
(Casakin, 2006; Coyne & Snodgrass,
155 & Snocd

approach design problems
“from unorthodox
perspectives”

(Casakin, 2017)

(s) a uniting vision for
the design team”
(Flemish et. al. 2003).

In relation to user
experience

“creating meaningful product
experiences”
(Nazli Gila, 2013; Hey et al,, 2008)

“making new technology
comprehensible”
(Krippendorff, 2006)

“guiding user’s interaction
with technology”

(Strémberg et al., 2020)

“support(ing) the users’
understanding of the system”
(Madsen, 1994)

help(ing) the user create an
initial mental model of the
system”
(Flemish et. al. 2003)

GENERATIVE METAPHOR

“a special version of SEEING-AS by which we
gain new perspectives on the world” (p.138)

task: to improve the performance
® > of a new paintbrush made with ® > unproductive
synthetic bristles

product development

research team

generation of new explanations
and inventions that serves
researchers purposes.

On the notion of ‘generative metaphor’

SCHON (1979)

after many

trials o

I

altered researchers’ perception of the

e brush and the process of painting and
led them notice new aspects of the
situation.

30/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Case: Urban housing project On the notion of ‘generative metaphor

g(F;lBJgI':\IG e > was seen as e > the “solution” : blights
ap i ity should be removed and
PROJECT blighiell {ie community diseases should be cured

“a diseaseat must be cured”

!

new perspective/ framing

!

new solution space

31/43

Product metaphor & user experience

SOURCE IMPEIG

The basic framework on product metaphors' (Hekkert & Cila, 2009).

-
]
ES
Q
3
[
=

32/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Cases Persontl competon Product metaphor & user experience

3/ K K ¥ o0
j //‘/ / J’//} i

ELECTRONIC DIGI'I'AI. COMPUTER
M 2w

‘-ao<

*—» + *—»
typewriter television screen personal
computer
“making new gy P! (Ki ff, 2006)
user’s with ay” ( g et al., 2020)

4 Ouiput Equipments and

The Pover Culicle
Tnthis the Power Supply Uit are equipped.

“The combmutlon of two well known ideal fypes of technology made this new

B device recognizable to p ial users and si ly dispelled their
somewhat mysterious nuture, which had prevented untrained people from
STANTEC ZEBRA ELECTRONIC DIGITAL COMPUTER- 1958 seeing virtues in it for personal use (Krippendorff, 2006)".

33/43

T - Product metaphor & user experience
e

source: pen “insulin pen”
When you use a pen, where do you expect the The needle is located where you
pen tip to be located? Under the cap right? would expect it, under the cap.
Grey Cap “Broken Metaphor”  "Effective Use of

Neetle & Cap ot opposite ends)  Meede & Cap at
Ent)

Same
= g
Ty
- ]
1 g g E } There were over 15,000
broken metaphor L 2w A " unintentional injections with the
- 2L BN EpiPen reported between
‘ ‘ % . 1994-2007.
40
R lergy Clin Immun el 125(2):419- oi:
Black Needle Area O iy e G aed et

34/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Product metaphor & user experience

Case: Elephant fire extinguisher

@
Conceptual level Association . - ‘ y
(between a fire extinguisher / Aol ere should be 2 ‘mear el
and an elephant) :
+
Physical level Mapping =
(of the trunk of an elephant to p -

a fire extinguisher) @ target @ source product

metaphor

B comporens

Technology.

Cila,N. 2013).

35/43

Product metaphor & user experience

Case: Experiental infentions

prose and poetry ideology
Luna rug by Nanimarquina (design: Oscar Tusquets, VD 003 bike rack by Adrien Rovero
photograph: Albert Font; courtesy of Nanimarquina)

! —
e

— R -
". Hekkert, P, &Cila, N.
= 3 (2015). Handle with care!
: Vimadrom et

metaphors. Design
Studies.

hitpsy/doi org/10.1016/-
jdestud 2015.06.007

fun and wit fun and wit
Pianobell doorbell by Li Jianye Kastor pencil sharpener by Rodrigo Torres (for Alessi) 36/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Case: Metaphorical gestures Product metaphor & user experience

“Sharing files as pouring liquids”

FIG. 1A FIG. 18
From Patently Apple Com

Adepiction of pouring out'fles from an iPhone to an iPad. (Credit: Patently Apple)

37/43

Case: Graphical User Interface Metaphor & user experionce

" & File Edit Uiew Special

232K in disk 167K available

Before GUI :/ The original 1984 Mac OS desktop that popularized the new
graphical user interface.

38/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Activity 7:

Mailboxes
£ Inbox

> [P Flagged
A sent

» [ Trash
& Archive

= iragesixong

1 Design Proofs

= B o

Drag your favorite items into the toolbar.

YRR S K N o

< = @m~

BackfForward Path  Arrange View

New Folder Delete Comect Get Info

sBEoom % 2 @

Bum  Space Flexible Space

54 L33

Action  Eject

(= @ 2 o Q Searc o ful <

search QuickLook Share  Ecit Tags.

..or drag the default set into the toolbar.

< sBoom 8 % 6 g a

Back/Forward view

Armange Action _Shore _Edit Tags

Search

s di ion |group work | 10 mins

# Let's have a look at and discuss how
we carry out different operations with our
computers and the role of metaphors in
the way we interact with the computers.

39/43

Organize your files in Google Drive

your files in Drive,

Note: If [

| group work | 10 mins

o make files easier to find and share with others.

f files or folders at
This is available on multiple devices.
Android

Computer iPhone & iPad

itmig

Create, move, and copy files

Create a folder

1. On your computer, go to drive.google.com @
2. Onthe left, click New > Folder.

3. Enter a name for the folder.

4. Click Create.

Move a file or a folder

Create a shortcut for a file or folder

Meke a copy of a file

Delete a file or folder

Change the color of your folder

9

40/43

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Metaphor

s di ion |group work |10 mins

‘Adobe llustrator 2021

o e prter

A brief introduction for designers

workshop presentation . 5 March 2021

Apprarance

41/43

Health Sciences
o ()
patient healthcare
professional
Psychology

o (]

therapist

counselee

Marketing

@%

consumer

market researcher

Acknowledged roles and functions of metaphor in relevant fields

metaphor is found to be useful in:

+ enhancing communication between
patient and professional,

« supporting self-understanding of patient,
« easing articulation of sensitive subjects,
- creating therapeutic effects

(Southall 2012)

« facilitating “an effective mode of et

communication and meaning creation”
- easesing the articulation of subjective
experiences and supporting recovery

« facilitating some of the key
developmental change processes

(Lyddon, Clay, & Sparks, 2001; Muran and
DiGiuseppe, 1990; Mould, Oades, & Crowe, 2010;
Lyddon et al., 2001)

- obtaining deep insights and revealing
hidden thoughts and feelings

- eliciting mental models

- discovering perceptions regarding
products, concepts, brand and company
images, purchase experiences

- informing marketing decisions and
shaping marketing strategies

(Zaltman & Coulter, 1995; Zaltman & Zaltman, 2008)
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Towards exploring metaphors in narratives of users

USER-CENTERED DESIGN
APPROACH

- recognition of users’ and other
stakeholders’ voice and agency
- users participating in design as

“experts of their experiences” ' o o
ooking into
‘Metaphors ugers live by’
METAPHOR 4
Coanitivellinguisticiippreach ) # to construct users’ worlds and gain deep

insights into users’ experiences

metaphorical concepts’ centrality in

th i f ti :
e e UL L e # to generate design proposals that could

possibly fit into the world of users and
contribute to their living

KNOWLEDGE DERIVED
FROM RELEVANT FIELDS

metaphor’s acknowledged role in:
« enhancing communication

« easesing the articulation of subjective
experiences and sensitive subjects

- obtaining deep insights and revealing
hidden thoughts and feelings

) ’ 43/43
Towards Exploring
Metaphors in Narratives
of Diabetes

Figure D.1 (continued): Presentation materials used in workshops with designers.
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PROBING METAPHORS
T0 INSPIRE DESIGN

Designers Exploring Metaphors in Narratives of Diabetes

Narrative document
November 2021

HELLO!

Thank you so much for kindly accepting my invitation to take
part in this study.

The attached document contains a selection of narratives
related to living with type-1 diabetes. These narratives were
elicited from conversations | participated in online communities
of diabetes and conversations | had with patients, care partners
and a healtcare professional.

I've conversed with them about their experiences of living with
type-1 diabetes, but my focus was to elicit narratives rich in
metaphors believing that looking into metaphors in user
narratives can contribute to designers in constructing their
users’ worlds and may facilitate idea generation towards
developing design proposals that could possibly fit into the
world of users and contribute to their living.

Figure D.1 (continued): Presentation materials used in workshops with designers.
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About the task

You are invited to consider these narratives, and metaphors used by narrators as a window opening to the
world of people living with diabetes and as a stimulus for the design ideas that might improve life with diabetes.
exploring and analyzing narrators’ metaphors:

While reading about the experiences of narrators, you are asked to pay attention to the metaphorical
expressions used to talk about diabetes, different dimensions and periods of living with diabetes, concepts
and technologies related to its treatment, and relationships relevant to life with diabetes.

As you go through the narratives, | kindly ask you to:

« Underline the words, concepts that comes from a domain other than the present one (source domain
vocabulary).
- Identify patterns of explanations carried from a familiar source domain to a present concern (entailments),
and explore metaphorically generated perceptions and actions.
- How source domain‘s terms organize and influence narrator’s current perception? What are the
highlighted and hidden aspects of the present phenomena?
- What are the behavioral consequences? What actions follow from the use of the identified
metaphors?

generating design proposals:

As you explore narrators’ use of metaphors, hopefully you will become familiarized with their worlds, and able
to get behind the kinds of explanations that are not obvious on the surface, and so see opportunities of
proposals for design.

You are invited to:

+ Note down the questions that you want to ask the narrators to confirm or modify your conceptions of their
world?

« Propose design ideas (can be a product, system, service, practice or something else that might contribute
to life with diabetes)

- What do you imagine could prevent something undesirable from happening to the narrators?
- What do you imagine that could improve narrators’ living with diabetes?

« Highlight metaphorical expressions that give you an idea for a design, and match each proposal with the
part you take as an inspiration source -if there is an identifiable connection.

Figure D.1 (continued): Presentation materials used in workshops with designers.
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generating design proposals

narrative unif: "You need to count carbohydrates and balance it out design idea
with required amount of insulin source domain Proposals may range from novel verbal explanations
vocabulary of the life with diabetes, sketches or illustrations with
L ] verbal explanations.
exploring and analyzing narrators’ metaphors ~ other notes

questions, annotations,
impressions, interpretations,
emotions...

keywords, maps, diagrams...
anything that is useful for you
to analyze metaphors and
generate ideas

target domain/ present concern: relationship between carbohydrates and
insulin
source domain: balance scale

resemblance: in both domains there are two things that needs to be
considered in relation to each other to reach a certain result

entailments: equilibrium depends on the amount/ quantity of the substances
present perception: idea that balancing blood sugar relies on a simple
equation

highlights the importance of the amount of the consumed carbohydrates
and other nutritions

hides complexities and various other factors at play (e.g. varied
influences of different types of nutritions blood glucose)
o

IDENTIFYING AND ANALYZING METAPHORS

The identification of metaphor has been broadly associated with the detection of indirect
meaning'. You can accept a utterance as metaphorical, if a lexical unit is ‘used indirectly to
convey a meaning that differs from its basic, direct application”.

steps for identifyir ]

1. Read the narrative unit to establish a general understanding of the context and meaning.

2. Look into the vocabulary used in the text: examine the text to see if any of the words or chain
of words has a more basic meaning in other domains/ discourses than the one in the present
domain/ discourse.

Basic meanings tend to be: more concrete, related to bodily action, and more precise. They are
not necessarily the most frequent meanings.

3, For the words or chain of words that has a more basic meaning in other domains/ discourses
than the present one, see if the contextual meanings of these can be understood through
carrying explanatory structures from the familiar domain of experiences (source). If yes, you
can identify and mark the expression as metaphorical

Recommended steps for analyzing metaphors®:

4. Define the source domain (the domain from which we draw metaphorical expressions) and
the target domain/ present concern (the domain that we try to understand through the use of
the source domain).

5. Examine the structural resemblances between the source domain and the target domain/
present concern.
6. Explore entailments arise from projecting the source domain onto the target domain.
- How the words that belong to another domain are used in their source domain?
- How can the expression be rephrased without using any metaphor?
- What knowledge do we have about the source? What are the elements, aspects,
characteristics/ features of it? What are some verbs associated with it?
7. Explore how the source domain shapes the perception of the present concern.

- How realities narrators experience could have been differ if the metaphor would not have
been use

structural rosomblancos | 7ARGET DOMAIN/
SOURCE DOMAIN PRESENT CONCERNS

entailments

present perceptions

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Thank you!

a
= Bye!

Figure D.1 (continued): Presentation materials used in workshops with designers.
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Appendix E: Code co-occurrence table

DES-0O: DES-O1: DES-02: DES-03: DES-04:

DESIGN OUTCOME INSPIRATIONAL INTERACTION & EXPERIENCE PRODUCT/ SERVICE/
INSIGHT INTERFACE Gr=77 SYSTEM
Gr=90 Gr=61 Gr=45

UME-T1: SITUATION/ SUBJECT

Gre281 30 14 3 10 3
UME-T2: SYSTEMS AND PROCESSES
UME-T3: APPROACHES AND STRATEGIES 20 7 3 a0 a
Gr=248
UME-T4: INABILITIES AND CHALLENGES
Gr=272 39 15 2 17 5
UME-T5: PRACTICES
Gr=147 18 1 2 9 6
UME-T6: PRODUCTS AND TECHNOLOGIES
15 10 i 1

Gr=289
UME-T7: SOCIAL RELATIONS 23 1 a 18
Gr=221
UME-C1: CONVENTIONAL ME

124 45 28 25 26
Gr=1130
UME-C2: NOVEL ME
DES-MA1: CONSIDERING COMMUNICATIVE
CONTEXT 4 17 4 10 10
Gr=52
DES-MAZ2: IDENTIFYING A SOURCE

39 4 20 10 5
Gr=170
DES-MA3: EXPLORING THE MAPPING
(BETWEEN THE SOURCE AND TARGET) 79 6 33 24 16
Gr=108
DES-MA4: IDENTIFYING THE HIDDEN AND
HIGHLIGHTED ASPECTS (OF THE TARGET) 77 22 13 26 16
Gr=116
DES-MA5: EXPLORING THE USER
PERCEPTION 47 37 58 23
Gr=361
DES-MAG6: IDENTIFYING CONSEQUENT
ACTIONS (FACILITATED BY METAPHOR) M 6 8 18 9
Gr=55
DES-MA7: VISUALISING
Gr=90 36 8 18 4 6
DES-S1: ADOPTED SOURCE 9 5 o 26
Gr=121
DES-S1.1: ADOPTED SOURCE OF
CONVENTIONAL METAPHOR 40 3 15 6 16
Gr=40
DES-S1.2: ADOPTED SOURCE OF USER'S
NOVEL METAPHOR 81 6 30 35 10
Gr=81
DES-S2: GENERATED SOURCE 86 71 16 a7 19

Gr=86

DES-M1: EXPERIENTAL & CONTEXTUAL
KNOWLEDGE 8 15 53 17
Gr=93
DES-M2: PROCEDURAL KNOWLEDGE 1 46 43 4
Gr=132
DES-M3: PERCEPTUAL KNOWLEDGE

2 52 39 14
Gr=107

*@Gr: Groundedness of a Code (number of quotations coded by a code)

Figure E.1 : Code-cooccurrence table.

In the code co-occurrence table, frequencies of co-occurrences of subcategory pairs
are demonstrated. The intensity of colour is used as an indicator of the frequency. More
saturated colours demonstrate that the subcategories co-occurred more frequently;
while less saturated colours demonstrate that the subcategories co-occurred less

frequently.
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