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Abstract 

This thesis explores the meaning of medicine and considers ethical challenges that arise when 

medicine's limits are tested as it enters new grounds. The methodology and argumentation 

used in the thesis can be described as a two-step process. In the first part, the author investi-

gates three ethical examples representing current controversies on the limits of medicine. This 

is done in three peer reviewed articles. In the second part the focus of the discussion is on 

common themes visible in all of the three articles. By paying special attention to these themes 

important elements of the papers are teased out and the argumentation for them strengthened. 

Through this reflection it is possible to gain a deeper understanding of what medicine is and 

ought to be.  

The three examples that are used to throw light upon medicine’s expansion are surrogacy, 

obesity, and fetal diagnosis. These examples were chosen mainly because they demonstrate 

this expansion and have all been in public debate in Iceland in the last decade. They have 

mainly been approached and discussed as medical issues. In three peer reviewed articles, 

these categorizations are questioned and the constructional forces in society are investigated 

to determine how they influence medicine's limits.  

The second part of the thesis is an ethical reflection upon the discussion of the three key 

examples in the articles. When this discussion is investigated further, four common themes 

appear that reveal how medicine has the potential to be oppressive, especially toward already 

stigmatized and marginalized patients.  

In the second part, the research question is, “When medicine enters new grounds, as de-

scribed in the articles, it can deviate from its ends and inherent values. What characterizes this 

deviation and how can that knowledge be used to interpret the meaning of medicine?”  

The four themes that are common to the key examples in the articles show how medicine 

can deviate from its ends and inherent values. The first theme shows how the medical descrip-

tion of the disease and the diagnosis gain a separate existence without a clear connection to 

the patient's experience. This diverging dichotomy undermines the patient's humanity as he is 

no longer at the center of the doctor’s attention. The second theme shows how overemphasis 

on biomedical science can cast a shadow on the patient as a human being. As a consequence, 

it enforces the tendencies described in the first theme and makes the patient more vulnerable. 
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The third theme regards the voices of people in marginalized positions. It shows how they are 

especially vulnerable towards trends in medicine that can undermine their humanity. The 

fourth theme is on social justice. It reveals the importance of viewing the patient relationally. 

If that is not done, medicine can lead to oppression and therefore social justice in health care 

is not respected.  

Investigation of the themes above shows that they are interconnected. They reveal medi-

cine as an endeavor with inherent uncertainty, unavoidable power imbalance, and finally, the 

dynamic core concept of “disease” that will never be accurately defined. These “ontological 

characteristics” of medicine make the harm described above prone to happen. It is, therefore, 

important to recognize these processes, described under the themes, in order to avoid them 

from causing harm to patients and groups of people.  

It is necessary to ask how to address these processes that may lead medicine away from its 

ends and inherent values and ask how can we use that knowledge to interpret the meaning of 

medicine. Here, an interpretation of medicine as being three dimensional, i.e. based on sci-

ence, with  a clear vocation and inherent values, is proposed. Each dimension is described and 

the investigation of the themes is used to gain a more concise understanding of the meaning, 

ends, and inherent values of medicine. This approach, firstly, underlines the importance of a 

holistic view of medicine where its ends and inherent values are not marginalized. Secondly, 

the three dimensional model is introduced to argue for the importance of guarding a common 

core of medicine which can be referred to as a frame of reference in medicine's progress.  
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Ágrip  

Þessi ritgerð rannsakar merkingu læknisfræðinnar og beinir sjónum að siðferðilegum álitaefn-

um sem vakna þegar læknisfræðin fer inn á ný svið og það reynir á mörk hennar. 

Aðferðafræðin og rökfærslan í ritgerðinni er sett fram í tveimur hlutum. Í fyrri hluta rannsakar 

höfundur þrjú siðferðileg dæmi sem varpa ljósi á núverandi umræðu um mörk læknisfræðin-

nar. Þessi umræða birtist í þremur ritrýndum greinum. Í síðari hluta ritgerðar er umfjöllunin 

um þessi þrjú dæmi í greinunum, skoðuð saman, hún yfirveguð og endurmetin. Með því að 

skoða sérstaklega hvað er sameiginlegt í umfjöllun um öll þrjú dæmin má setja fram fjögur 

þemu. Rannsókn á þeim dýpkar skilning á mikilvægum þáttum sem fjallað er um í greinunum 

og varpar betra ljósi  á það hvað læknisfræði er og hvað hún ætti að vera.  

Dæmin þrjú sem notuð eru til að varpa ljósi á útþenslu læknisfræðinnar eru: 

staðgöngumæðrun, offita og fósturgreiningar. Þessi dæmi voru valin þar sem þau hafa öll 

verið fyrirferðarmikil í opinberri umræðu á Íslandi síðastliðinn áratug. Þar voru þau  

skilgreind og ávörpuð sem læknisfræðileg álitamál. Í þremur ritrýndum greinum er þessi flok-

kun dregin í efa og jafnframt rannsakað á hvern hátt samfélagsleg öfl móta læknisfræðina og 

mörk hennar.  

Í síðari hluta ritgerðar eru ofannefndar þrjár greinar yfirvegaðar saman til að greina hvað 

þær eiga sameiginlegt. Þessi athugun sýnir að í öllum þremur lykildæmunum sem greinarnar 

fjalla um má sjá fjögur sameiginleg þemu, sem afhjúpa hvernig læknisfræðin getur aukið á 

kúgun hópa sem þegar glíma við jaðarsetningu og stimplun. Rannsóknarspurningin í síðari 

hluta ritgerðar er: Þegar læknisfræðin fer inn á ný svið, eins og lýst er í greinunum, getur hún 

vikið frá tilgangi sínum og innri gildum. Hvað einkennir þessar breytingar og hvernig getur sú 

þekking verið hjálpleg til að túlka merkingu læknisfræðinnar? Þemun fjögur sem sjá má í 

öllum lykildæmunum sýna hvernig læknisfræðin getur fjarlægst tilgang sinn og innri gildi. 

Fyrsta þemað fjallar um það hvernig sjúkdómsgreiningin og læknisfræðileg lýsing á 

sjúkdómnum öðlast sjálfstæða tilvist án skýrra tengsla við upplifun sjúklingsins. Sú tvíhyggja 

og það bil sem myndast á milli þessara þátta grefur undan mennsku sjúklingsins þar sem 

athygli læknisins beinist ekki fyrst og fremst að sjúklingnum sjálfum heldur fremur að 

sjúkdómnum sem einangruðu fyrirbæri. Undir öðru þemanu er rakið hvernig ofuráhersla á 

vísindi getur varpað skugga á mennsku sjúklingsins. Það eykur þær tilhneigingar sem lýst er í 
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fyrsta þemanu og gerir sjúklinginn enn berskjaldaðri. Í þriðja þemanu er röddum jaðarsetts 

fólks lýst. Þar er bent á hvernig sjúklingar í jaðarsettri stöðu verða sérstaklega berskjaldaðir 

fyrir þeim straumum innan læknisfræði sem geta grafið undan mennsku þeirra. Fjórða þemað 

fjallar um félagslegt réttlæti. Þar er bent á mikilvægi þess að skoða sjúklinginn aðstæðubundið 

til að hindra kúgun og standa vörð um félagslegt réttlæti í allri læknisþjónustu.  

Við rannsókn á þessum þemum má sjá að þau tengjast öll innbyrðis. Ennfremur afhjúpa 

þau að læknisfræðin fæst við hluti sem aldrei eru fyllilega fyrirsjáanlegir, hún inniber 

óhjákvæmilega valdamismunun og byggir á óljósri kjarnahugmynd, þ.e. sjúkdómi, sem aldrei 

verður skilgreind nákvæmlega. Þessi eðliseinkenni læknisfræðinnar gera þann mögulega 

skaða sem lýst er í umræðunni um þemun ávallt yfirvofandi. En einmitt þess vegna er þekking 

á þeim ferlum sem þar er lýst mikilvæg til að geta fyrirbyggt þann mögulega skaða sem 

læknisfræðin getur valdið sjúklingum og tilteknum hópum fólks ef ekki er brugðist við.  

Þegar því hefur verið lýst hvernig læknisfræðin getur fjarlægst tilgang sinn og innri gildi er 

hægt að spyrja hvernig sú þekking geti gagnast til að túlka merkingu læknisfræðinnar. Hér 

kynnir höfundur þríhliða sýn á læknisfræðina þar sem henni er lýst þannig að hún grundvallist 

á vísindum, byggist á köllun og hafi sterk innri gildi. Sérhverju þessara sjónarhorna er lýst og 

umfjöllun um þemun er notuð til að fá dýpri skilning á merkingu, tilgangi og innri gildum 

læknisfræðinnar. Þessi þríhliða sýn dregur í fyrsta lagi fram mikilvægi þess að sjá læknis-

fræðina í víðara ljósi þar sem tilgangi hennar og innri gildum er ekki ýtt til hliðar. Í öðru lagi 

er þessi þríhliða sýn sett fram til að rökstyðja mikilvægi þess að standa vörð um sameiginle-

gan kjarna læknisfræðinnar sem vísa má til sem viðmiðs þegar lagt er mat á framþróun hen-

nar.  
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Preface 

This thesis is an exercise in how to do applied medical ethics. It shows how concrete current 

problems can be ethically analyzed and evaluated. It is also a work on the philosophy of med-

icine as it employs philosophical ideas and ethical values to give deeper insight into the mean-

ing, aim, and inherent values of medicine, and argues for the importance of doing so. Finally, 

this thesis expresses my love for medicine. More than 30 years ago, when I had just finished 

my education and was starting my medical career, I decided to leave clinical medicine. At the 

time, I felt very strongly that, in practicing medicine, I was doing something good but there 

was also something that troubled me. I just could not put my finger on it. I have now tried to 

express my love for the subject as well as formulating more precisely my criticism. Although 

I did not continue a career in clinical medicine but transitioned to philosophy and ethics, I 

never cut the “medical cord.” I have always had some connection to medicine through work-

ing as a physician in the field from time to time; doing committee work in the health sector; 

working for the health authorities on health policy and law; teaching medical students, doc-

tors, and other health care professionals; doing research related to medical issues; and through 

close contact with family and friends who were either medical doctors or patients in the health 

care system. I might be criticized for being judgemental towards medicine in this thesis. If I 

am, it is because I care deeply about the issue. I hope the text mediates not only criticism but 

also concern and even the inherent beauty that medicine truly possesses.  

Finally, I want to emphasize that I did not write this thesis alone. The text reflects ideas 

and insights from an author who has already worked in the field for decades. Hence, there are 

many who have enlightened me and been a source of inspiration through the years. I want to 

express my sincere gratitude towards my supervisor, Dr. Vilhjálmur Árnason, who urged me 

to take on this task. I would never have done it if he had not encouraged me and introduced 

me to the idea. I am grateful for his patience throughout the years and for giving me the free-

dom and space to find my own voice in writing this project. I have always felt and known that 

my work matters to him and that is encouraging. I further want to thank the other members of 

the doctoral committee, Dr. Bjørn Hofmann and Dr. Stefán Hjörleifsson, for their assistance 

and willingness to spend their time and energy over the years to read my texts with the single 

aim of trying to make them better. Both of them have throughout this process been very sup-
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portive and Stefán together with Vilhjálmur encouraged me to begin the writing of this thesis. 

I have had the fortune over the years to work at the University of Iceland, in the School of 

Education. I want to thank my colleagues and administrators for always being supportive and 

giving me the flexibility to finish this project. It is hard to single out names as there are so 

many that have been supportive and encouraging. However, I want to mention Dr. Guðrún V. 

Stefánsdóttir and Dr. Kristín K. Björnsdóttir. They have remained by my side this entire time 

like “living encyclopedias,” ready to help if I needed anything. Finally, I am so fortunate to 

have a family who is interested in my doings and a spouse that is inspiring and always says 

the right things at the right moment. This has been my most valuable support. Jón, a million 

thanks to you, especially. 
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 Introduction 1

1.1 Aim  

Long before the Covid-19 pandemic, I was beginning to have doubts about the development 

of modern medicine and feared the true meaning of medicine might become lost. I saw it 

stretching into spheres of life where its place could be questioned. There was doubt in my 

mind about whether the essence of medicine was still the patient’s illness, and if the aim of 

the doctor was no longer to make the patient’s life better? Was there no limit to what could be 

labeled medicine?  

These questions matter because when medicine takes on new tasks, certain characteristics 

e.g. being fat or having Down syndrome are labeled as symptoms of disease. As a conse-

quence, new groups of people are declared patients in need of medical attention. This categor-

ical change and what follows when a person falls under the domain of medicine can have pro-

found consequences for the person receiving this new attention as well as for the health care 

system in general. It affects the self-image of the newly identified patient as well as the pro-

fessional understanding of the doctor and it changes the understanding we have of the limits 

and essence of the social contract between medicine and society. All professions have a role 

within society that is generally known and accepted. When I speak about a social contract 

between medicine and society, I am referring to the general purpose that medicine is expected 

to serve in the community. Accordingly, each profession is meeting a need or demand for its 

service where the underlying aim is to benefit us and make our lives better (Koehn, 1994).   

Nevertheless, we rightly expect medicine to progress and serve us in new situations. Thus, 

medicine is always and should always be evolving and taking on new questions and problems. 

It is a profession that needs to be constantly ready to face new challenges. But how do we 

know whether these challenges are medical or not and does it matter how they are defined? 

These thoughts sparked the writing of the three articles in this thesis. In this text, I argue that, 

when we evaluate and justify changes in the spheres of medicine, we need some frame of ref-

erence. We need guidance that tells us whether new tasks can rightfully be understood as the 

progress of medicine or if they are examples of the knowledge and technology of medicine 

being used in a non-medical manner. If this distinction is ignored, people can experience un-

due harm and the medical profession can lose sight of its identity and purpose. This can lead 
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to a poor practice of medicine and a bad health policy undermining our well-being. In other 

words, it requires us to reflect upon both the ends and inherent values of medicine in order to 

understand its meaning. This demands a teleological and normative understanding of medi-

cine and is therefore an ethical challenge. To gain a better insight into what happens when 

medicine enters new grounds as described above and faces these ethical challenges, as well as 

to gain a deeper understanding of medicine, I propose this thesis. The discussion is in two 

parts. In the first part, I use three peer reviewed articles (papers I–III) to demonstrate specific 

examples of how these changes can present themselves in real life. I refer to the examples 

focused upon, i.e. surrogacy, obesity, and fetal diagnosis, as key examples. In the first paper 

the question is whether surrogacy should be conceptualized as a form of medical treatment or 

if it should be defined as a form of adoption. The second paper questions whether the medical 

treatment of obesity has benefitted fat people, and the third paper asks why the fetus with 

Down syndrome is seen as a sign of functional impairment that should be systematically 

screened for? By asking these questions, the issues discussed are introduced as not necessarily 

being medical at all. This categorical doubt places the key examples in the papers at the fring-

es of medicine and therefore makes them of interest to this thesis. All of the papers are reflect-

ing upon debates where the role of medicine in society is the core issue. 

In the second part, I reflect upon the examples discussed in papers I–III together and focus 

on four themes common to all of them. They are labeled as, “The difficult concept of disease 

and the power of the diagnosis,” “The scientific doctor and the danger of dehumanization,” 

“The marginalized patient and the oppressed voices,” and finally, “Using a relational lens to 

detect oppression.” In discussing the common themes, I want to draw attention to certain ethi-

cal challenges that the papers reveal regarding medicine's expansion. The research question I 

focus on in this second part is: “When medicine enters new grounds, as described in papers I–

III, it can deviate from its ends and inherent values. What characterizes this deviation and how 

can that knowledge be used to interpret the meaning of medicine?”  

To answer the question, “What characterizes this deviation?”, I discuss the themes and 

show how medical attention has the potential to cause harm in situations like in the examples 

described in the papers.  

When answering the latter half of the research question, i.e. “how can that knowledge be 

used to interpret the meaning of medicine?”, I build on the insight gained from my examina-

tion of the four themes and attempt to spell out how we should interpret medicine's meaning. 

The aim of this interpretation is to be better capable of guarding the ends of medicine as well 
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as its inherent values and consequently prevent the potential harm described under the discus-

sion of the themes. I use this interpretation to argue for the importance of seeing medicine as 

based on science, with a clear vocation and inherent values. By describing medicine through 

these three dimensions, I endeavor to outline a common core that can serve as a frame of ref-

erence when evaluating medicine's expansion.  

Finally, it can be said that the whole text is a search for a better understanding of what 

medicine is and ought to be, where the focus is on its meaning, ends, and inherent values. In 

this quest I start with a more general view on medicine, introduced in the chapter on the theo-

retical perspectives. By investigating the outlined themes, I am able to formulate a more pre-

cise description of medicine in the chapters on the three-dimensional view and in the conclu-

sion of this thesis. 

1.2 Influences; Other Texts and Authors 

Although my formal background is in medicine and philosophy, my research and teaching in 

applied ethics is done within the fields of education and sociology. Most of my work in ap-

plied ethics has been done in cooperation with scholars in disability studies as well as in so-

cial education. In these fields, the attention to the voices of service users are of fundamental 

importance. This background has without doubt shaped my approach in this thesis.   

My thoughts on the papers analyzing the key examples have been gradually developing 

over the years through my former publications on the same issues. I have previously pub-

lished five peer reviewed articles and book chapters besides those contained in this thesis, 

reflecting upon the content of these examples (Stefansdottir, 2009, 2011a, 2011b, 2012, 

2016). All of these papers analyze different ethical questions related to each of the key exam-

ples, discussing them both in Icelandic context and internationally. The texts reflect upon the 

ethical challenges related to them where they are categorized as medical problems. The pro-

cess of writing these texts has shaped my thoughts on the issues.  

The ideas I work from in this text are rooted in the works of other authors. Here, I want to 

draw attention to some of them that I have found the most influential in writing this thesis. 

Many of these authors who have criticized medicine are situated outside medicine, e.g. within 

the social sciences and humanities. 

What has mostly inspired my thoughts on the inherent values of medicine, as well as its 

aim, is the book The Goals of Medicine: The Forgotten Issues in Health Care Reform, edited 

by Callahan and Hanson (1999). I have especially benefitted from the international report on 

the goals of medicine published in the beginning of this book as well as the article “The Goals 
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and Ends of Medicine: How Are They to be Defined?” by Edmund Pellegrino. I discuss their 

approaches to medicine in the following chapter on theoretical perspective. I further want to 

mention two other books that have influenced my thoughts on the meaning of medicine or 

how medicine is to be approached and understood. These are How Doctors Think; Clinical 

Judgement and Practice of Medicine by Katheryn Montgomery and The New Medicine and 

the Old Ethics by Albert R. Jonsen. I also want to mention feminist writers like Susan Sher-

win in No Longer Patient: Feminist Ethics and Health Care, and writers from the social sci-

ences, especially from disability studies, e.g. Disability studies: An interdisciplinary introduc-

tion by Dan Goodley. All of these references are important to my discussion on the themes 

mentioned above, where these authors have influenced my ideas on the subject as well as on 

the chapter where the three-dimensional model on medicine is outlined. 

I have further benefitted from current critical voices within medicine. Some of my criti-

cism and ideas are derived from the discussion by the group behind the project, “Preventing 

Overdiagnosis: Winding back the harms of too much medicine” (See: 

https://www.preventingoverdiagnosis.net/). Through their publications, as well as by attend-

ing their conferences, I have gained better insight and understanding into some of the prob-

lems we face in modern medicine.  

The methodology of the thesis has its roots within philosophy and humanities, but is influ-

enced by social science scholars, mainly those working within qualitative studies (Esterberg, 

2002). Further, I regard the ideas described by Jonsen and Toulmin (1988) in The Abuse of 

Casuistry: A History of Moral Reasoning, as helpful in shaping my approach in this discus-

sion. In their book, they show how it is possible to gain knowledge from particular cases and 

extract general ideas. They describe this as a reflective model of thought that resembles ap-

proaches in medicine where the description of diseases is based on a collection of symptoms. 

This has influenced my approach where I use the key examples and extract from them com-

mon themes that are helpful in understanding the ethical concerns we need to pay attention to 

as medicine progresses. Finally, I have grounded some of my writings in the feminist ideas on 

relational autonomy (Mackenzie & Stoljar, 2000b). Other feminist approaches based on simi-

lar groundings are introduced in the articles, “Foundations, Frameworks, Lenses: The Role of 

Theories in Bioethics” (Sherwin, 1999) and later in “Whither Bioethics Now? The Promise of 

Relational Theory” (Sherwin & Stockdale, 2017). They show ways of discussing and analyz-

ing bioethical problems that have been inspirational for my work.  

  

https://www.preventingoverdiagnosis.net/
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1.3 Structure, Methodology and Outcome 

As outlined above, the discussion in this thesis is in two parts. The first part is composed of 

three peer reviewed and published papers included in the thesis. The papers are each to be 

approached as separate arguments leading to specific conclusions. Nevertheless, they are con-

nected as they all reflect upon debates on the role of medicine in society and they all share the 

common themes discussed and analyzed in the second part of thesis.  

What further characterizes the key examples in papers I–III is the way they were chosen. 

First, when doing research in applied ethics it is important to use current and relevant exam-

ples from public debate as a starting point. All three examples have been in the medical ethics 

discussion in Iceland, in the last decade. I have been a participant in that discussion. Surroga-

cy and fetal diagnosis have repeatedly been debated in the Icelandic Parliament and obesity 

has been addressed in numerous public health policy statements, both from the Icelandic Par-

liament and from the Directorate of Health. These discussions have prompted difficult ethical 

questions. This gives the examples increased relevance. Secondly, the examples demonstrate 

the limits of medicine since they can be categorized as being both medical and not medical. In 

public discussion, they were usually defined and approached as health issues deserving medi-

cine's attention. In the papers, it is highlighted how this categorization can be doubted and by 

doing that the examples as such are placed at the boarder of the medical sphere.  

It is further characteristic of the key examples that they all reflect upon debates or certain 

views related to medicine‘s role in society when it enters new grounds. This is explicitly stat-

ed either in the title, or in the abstract and/or in the conclusion of each of the papers. This in-

fluences their structure and focus. Hence, it is not the aim of the papers to give a comprehen-

sive account of each of these issues. Instead, they are ethical reflections upon certain debates 

with reference to what and how medicine is. These discussions further highlight the voices of 

the users of the health service and of marginalized populations as having central importance 

in casting light on possible ethical concerns within medicine. Finally, the examples in the arti-

cles show how the constructional forces of society can influence the progress of medicine. 

Consequently, these three examples have the potential to draw attention to important criticism 

medicine faces.  

The second part of the thesis is a theoretical discussion and ethical reflection grounded in 

common themes visible in all the articles. In this diagram, the structure of the second part is 

shown: 
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Fig. 1. Structural overview of part two of the thesis 

 

The a forementioned international report on the goals of medicine (Allert et al., 1996; Cal-

lahan & Hanson, 1999) has provided a theoretical perspective for my work. This international 

report is valuable research on the goals of medicine and how social forces may influence 

them. I have also based this writing on ideas on the ends of medicine by Pellegrino (1999). 

Originally, the articles in this thesis were written to explore and discuss how society enters 

into such a dialogue with medicine as described in the report mentioned above. In viewing the 

different articles together, a new dimension was revealed in the interplay between medicine 

and society. As the papers reflect upon the critical voices of the users of medical service, they 

describe a process that may repeatedly cause harm to certain patients or groups of patients. I 

argue that this is especially prone to happen for those who are already in a marginalized posi-

tion. By investigating these processes, a new light was thrown on the discussion, describing 

what can occur when medicine enters new grounds. The specific processes described in this 

thesis are not generalizations on what happens when medicine enters new ground; rather they 

are specific description outlining certain concerns for certain groups of patients within the 

health system.  

Consequently, the outcome of the thesis is: Firstly, the key examples in the papers show 

how a dialogue between medicine and society can unfold as medicine expands and progresses 

into new grounds. This dialogue reveals tension between the inherent values and ends of med-

icine and constructional forces in society that can change medicine, e.g. the influence of the 
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market, science and technology, medicalization and human enhancement to name a few. Sec-

ondly, four themes common to all of the papers are described. They show how medicine has 

the potential to harm certain patients or groups of people. The debates described, especially in 

the papers as well as in the discussion on the third and the fourth theme, show how those al-

ready stigmatized and marginalized in society are vulnerable towards oppression within the 

health services. This may happen when medicine is under the influence of constructional so-

cial forces and expands and enters new grounds. Thirdly, a description of medicine is formed 

where three dimensions are highlighted. These are the scientific foundation, the vocation 

based on the ends of medicine, and finally, medicine's inherent values. These dimensions are 

all necessary elements of medicine and need to be viewed as a whole. It is argued that this 

holistic view is helpful to prevent the possible harm described under the themes. Hence, this 

is an attempt to describe the core of medicine and provide a better understanding of what 

medicine is and ought to be.  

1.4 The Added Value and the Limitations of This Work 

 The main value of this work lies in drawing attention to how harmful effects of medicine 

can present themselves. By investigating the themes from the articles and showing how they 

connect to certain ontological characteristics of medicine, it is possible to gain a better under-

standing of the potential harm medicine can cause especially towards marginalized groups 

within society. These four themes that are present in all three articles have, to my knowledge, 

not been introduced together as signs of ethical concern in medicine. It is further argued that 

to prevent this potential harm it is necessary to highlight the vocation and the values of medi-

cine. This three-dimensional model is an attempt to spell out, not the heterogeneity of medi-

cine, but its common core, that can serve as a frame of reference when evaluating medicine´s 

expansion.   

This analysis can deepen our understanding of how medicine can increase the marginaliza-

tion of already marginalized groups in society. It requires a special type of awareness to pre-

vent that. The description of the possible harm medicine can cause, described in the papers 

and in the discussion of the themes is a step towards that realization. Highlighting medicine as 

a profession with a clear vocation and inherent values suggests ways of meeting this chal-

lenge. A deeper understanding of the meaning of medicine as well as its role in society is 

helpful in: (a) shaping health policy; (b) understanding what happens in the interaction be-

tween the doctor and the patient; (c) shaping our self-identity when we are either in the role of 
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the patient in need of medical service or as a health service provider, medical scientist, or pol-

icy-maker.   

I will now reflect briefly on the limitations of this thesis. First, it is inter-disciplinary. That 

is a double-edged sword. On the positive side, the theoretical reflection in both parts occurs 

by referring to at least three different fields: medicine, philosophy, and the social sciences. By 

considering three theoretical fields, it is possible to get a more nuanced picture of the ethical 

challenges at hand and a deeper understanding of their complexities. On the negative side, 

these three disciplines use different methodologies and ways to analyze and express 

knowledge. In medicine for example there is a strong emphasis on quantitative results and 

general knowledge, whereas in radical sociology, like in disability studies, qualitative results 

with emphasis on the voices of people in marginalized positions are important. To combine 

these approaches without giving any discount to the ethical analyses can be challenging. Both 

are important to gain the necessary understanding of the issues under discussion. Neverthe-

less, because of these differences there is sometimes a mutual suspicion between them, e.g. 

the medical sciences and disability studies. Consequently, it is challenging to write with refer-

ence to both fields.  

Another important limitation of this thesis is its wide scope. A focus on fetal diagnosis and 

Down syndrome only or to focus on surrogacy would certainly have made a more thorough 

thesis where it would have been possible to analyze these issues in more detail and do them 

perhaps better justice. However, extensive description of each example is not the purpose of 

this thesis. It is primarily aimed at evaluating medicine and the examples discussed in the pa-

pers are used to throw light upon special weaknesses in medicine where it has the potential to 

harm certain groups of patients in a specific way. This reflection gives an opportunity to eval-

uate big and important ethical issues related to medicine and its role in society in general. I 

am here referring to issues like medicine’s ends, inherent values and meaning. The discussion 

presented in this thesis on these particular issues will hopefully be of importance, but they 

will certainly not be complete (see conclusion of the thesis on further research). 

Finally, to be able to discuss the issues introduced above it is necessary to use terms like 

disease, illness and sickness as well as terms like oppression and stigmatization. These con-

cepts are central in the thesis, both in referred texts and in my own interpretation. These terms 

are both complicated and value laden and there is a danger of inaccuracy when using them, 

especially if there are references to many authors who refer to these terms in a slightly differ-

ent way. To meet this challenge, I have included explanations on how I use and interpret their 
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meaning where I begin to apply them in the text. Chapter 4.1.1 is outlining the approach in 

this thesis on the disease concept, where the three perspectives: disease, illness and sickness 

are explained. Oppression is defined in chapter 4.3. and stigma is addressed in chapter 4.3.1. 

These concepts are not explored in depth in this text. This is a limitation since there is the 

possibility that these terms will not be done full justice through a brief explanation and their 

use will most certainly be open to criticism. Nevertheless, this difficulty must not be a reason 

for averting the discussion at all.  

In the next chapter, I will describe in more detail the theoretical perspective that serves as a 

basis for the papers and the thesis itself. There, I will discuss and outline the main concepts 

and phrases I refer to when reflecting upon the ethics of medicine. I will nevertheless continue 

to explore the meaning of these main concepts throughout the thesis and their understanding 

will be revisited in its final form in the three-dimensional model of medicine as well as in the 

conclusion.  
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 Theoretical Perspectives 2

Medicine is constantly evolving and entering new grounds. This is the case in new reproduc-

tive technology as well as in fetal diagnosis and in managing obese patients. We need clearly 

defined concepts in order to discuss and describe these changes as well as to be able to do an 

ethical evaluation on the expansion of medicine. It is necessary to have a common under-

standing of what is referred to when these concepts are used, as well as understanding medi-

cine itself. In this chapter, I want to introduce a way to conduct this dialogue, as well as re-

flecting upon what we refer to when we discuss the ends and inherent values of medicine. I 

will begin this theoretical quest by outlining the discussion on the goals of medicine intro-

duced in the international report published by the Hasting Center. Following that, I will focus 

closer upon the meaning, ends, and inherent values of medicine as we understand them at the 

beginning of this journey. In the last two chapters, these concepts will be addressed again in 

further detail.  

2.1 The Progress of Medicine and the Social Dialogue 

In 1999, Daniel Callahan and Mark J. Hanson edited a book called Goals of Medicine: The 

Forgotten Issues in Health Care Reform. The book was the result of a research project initiat-

ed in 1993 by the Hasting Center which was founded on the question, “What are, or should 

be, the goals of medicine and what is the implication of our thinking about goals for the deliv-

ery of health care, the research agenda, and the education of medical students and other health 

care personnel?” (Callahan and Hanson, 1999, ix). The book begins with a consensus docu-

ment reached by an international group working on this project. The project report, “The 

Goals of Medicine: Setting New Priorities” was first published in the Hastings Center Report 

1996 (Allert et al., 1996). This work has been referred to as one the most important discus-

sions on the goals and aims of medicine in later years (Calman, 2007). I will use their ap-

proach as the initial ground for my own discussion on the subject. 

In a search for answers to the question introduced above, the project report describes two 

positions regarding how to approach the goals of medicine. The former they label the inher-

entist position:  
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The inherentist position holds that medicine’s proper ends are constituted as a re-
sponse intrinsic in medicine’s practice to the universal human experience of ill-
ness. This response calls forth the need to heal, help, care and cure. Medicine be-
gins with the doctor-patient relationship, which in turn generates for its viability 
and inherent values – such as the doctor-patient bond – to maintain and strengthen 
itself. Medicine should, moreover, hold on to those inherent values. They allow it 
to resist domination or manipulation, and give medicine its own direction, and 
doctors their own integrity, independent of societal values. (Callahan & Hanson, 
1999, pp. 15–16)  

The inherentist position stems from the idea that medicine has an intrinsic end, and this is 

an essential part of what medicine is that gives it direction and reference in order to resist so-

cietal pressure. Doctors have their own integrity independent of societal values. 

The authors go on to describe the other way of defining medicine and its goals: what they 

call the social construction view. This view contrasts the inherentist position: 

 The social construction view, in contrast, notes the great variation over time and 
in different cultures in the nature and goals of medicine. While it is true that the 
care of the sick constitutes a consistent historical and cultural thread, as does the 
centrality of the doctor-patient relationship, so varied is the interpretation of dis-
ease, illness, and sickness, and so complex the response to them that it is difficult 
to pin down a meaningful set of inherent values and convictions. Medicine is thus 
best thought of as an evolving fund of knowledge and a changing range of clinical 
practices that have no fixed essence. (Callahan & Hanson, 1999, p. 16) 

The authors claim that the question is not just what the nature of medicine is according to one 

view or the other, but also how medicine should seek to define itself. The questions asked are 

thus also:  

Ought medicine seek to define, from within, its own history and traditions, its own 
values and direction? Or, should it let society do that from the outside? Or, again, 
should medicine find its direction by means of a continuing dialogue with society 
in which each seeks its legitimate sphere, duties, and rights? (Callahan & Hanson, 
1999, p. 16)  

When evaluating whether medicine ought to enter new grounds, the evaluation is referred to 

as an ongoing dialogue between medicine and society:  
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[S]ome open and ongoing dialogue between medicine and society seems most ap-
propriate, each seeking to express its understanding of disease, illness and death, 
as well as its perspective on the delivery of health care, what constraints and per-
spectives should be taken into account? From the medical side, the ethic and in-
tegrity of medical practice will be of obvious importance. ….How can medicine 
best remain true to its own traditions, and yet discern when a change in scientific 
knowledge, or social values, requires some fundamental change in its values? 
(Callahan & Hanson, 1999, p. 17) 

The project report points to a middle ground, neither stating that medicine has inherent 

ends nor claiming it to primarily be a social construct. Rather, it advocates for a way where 

some truth is accepted in both perspectives, the inherentist position as well as the social con-

struction view: “[M]edicine has essential ends, shaped by more or less universal ideals and 

kinds of historical practices, but its knowledge and skills also lend themselves to a significant 

degree of social construction” (Callahan & Hanson, 1999, p. 17). Thus, by viewing the rela-

tionship between medicine and society as a dialogue that expresses the two views, a fruitful 

tension is created. This is a tension that respects the inherent values of medicine but has the 

potential to shape the identity of doctors and the evolution of medicine so it can better serve 

society.  

I agree with the authors that this tension between medicine and society can be a fruitful 

way of reflecting upon difficult ethical questions regarding the expansion and essence of med-

icine. It gives us a conceptual model of how to describe and talk about external influences as 

well as contemplating the inherent values and ends of medicine, and then outline how these 

interact and what should be their results.  

There are multiple constructional forces of society that can change the scope of medicine. 

They are caused by scientific, economic, social, and political reasons. I will now name those 

that are most influential and briefly outlined in the international report under the heading 

“Sources of Stress.” They are the following:  

 Scientific and technological developments and how new techniques and knowledge 

have advanced medicine and increased public faith in it.  

 The balancing of the curative bias. This refers to an ideological change where 

medicine tends to place more attention on the duty to cure the patient rather than 

caring for him. This can come at a cost to patients with chronic and lethal diseases 

where they do not receive the compassion they need.  



14 

 Aging population creates a changing demand on medicine and has the potential to 

change health care.  

 Cultural pressures. There are two important cultural influences. Firstly, the 

commitment to scientific progress where there is a strong demand on medicine to 

become better at eliminating diseases. Secondly, the satisfaction of individual 

desires, demanding medicine to expand human choices and possibilities. 

 The market and public demand are also influencing medicine, often provoked by 

cultural pressures and the belief that medicine is driven by scientific progress and 

can lead to unrealistic public demand.  

 Medicalization of life is when medical knowledge and technologies are used to 

solve new problems that were not previously regarded as medical problems thus 

widening the scope of medical praxis.  

 The will for human enhancement as a force shaping medicine and diverting its 

scope into new directions, where medicine and medical means are used to cure 

diseases but to also “improve human capacities to optimize as well as to normalize” 

(Callahan & Hanson, 1999, pp. 7–12).   

How can we reflect upon the tension created between the inherent values and ends of medi-

cine and the constructional forces of society? This tension is visible when we evaluate ques-

tions regarding the limits of medicine, i.e. when we need to evaluate whether these limits have 

been transgressed. For instance: When do we operate on a patient to lower his weight? When 

do we use Non-Invasive Prenatal Testing (NIPT) to diagnose deformities in fetuses? Should 

we develop complicated fertility treatments? In light of the discussion above, we can ask: 

What constructional forces in society might influence the way we think about these new 

treatments? Could we refer to some sort of ethical calculus and ask ourselves if these particu-

lar tasks are in harmony with the inherent values and ends of medicine? In contemplating this, 

we need to take into account the fact that, although medicine has universal ideals, it should 

accept that “its knowledge and skills also lend themselves to a significant degree of social 

construction” (Callahan & Hanson, 1999, p. 17).  

This evaluation helps us gain a better understanding of medicine's expansion. As was dis-

cussed in Callahan’s and Hanson’s project report (1999), medicine is a constantly evolving 
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profession in dynamic relation to society. In their report, they also claim that medicine has to 

have a strong ethos, represented in clear aims and inherent value reference (Callahan & Han-

son, 1999). While it progresses and changes, it also has to possess the means to resist outside 

pressure, otherwise society can easily misuse it (Callahan & Hanson, 1999, p. 30). There are 

examples of ethical accidents or even disasters where the use of medical knowledge and tech-

nology is applied to ethically unacceptable aims. Such use of medical knowledge and tech-

nology would not be in line with what is labeled medical practice according to the report un-

der discussion. 

Here, a reference to defined ends and a set of inherent values is used to resist ethical 

wrongdoings like those described above. When doing this evaluation, some sort of a balance 

may have to be reached. Although the examples mentioned above are clearly outside the 

spheres of medicine, there are other examples that are not so clear. Some have not been of 

medical concern before but they might be now since it is necessary for medicine to develop 

and enter into new areas as societal demands change. An example would be transgender oper-

ations which were not viewed as acceptable medical practice but are now mainstream proce-

dures. Other areas of medicine might have been accepted earlier but are at present in contrast 

with what is accepted within society, like the former practice of “curing” the homosexual per-

son. There are always cases and forms of medical practice that create controversies. How do 

we know what is appropriate and acceptable practice on the one hand and what transgresses 

the limits of medicine on the other? To better approach that question, we need to know more 

about the meaning, aim, and inherent values of medicine.  

2.2 More on the Inherent Values, Aim, Goals, and Ends of Medicine 

So far, the meaning, aim, and inherent values of medicine have not been distinctively out-

lined. I will, however, underline the fact that gaining a thorough understanding of these con-

cepts is an ongoing task throughout this entire thesis. Hence, their meaning is approached in a 

systematic way in the conclusion.  

In his book chapter the “Goals of medicine”, Schramme (2016) identifies two basic ap-

proaches to medicine's goals. 

Firstly, there is the consensual approach, which assembles a list of goals we can all agree 

upon and which are identified in a deliberative process. This approach is used in the project 

report on the goals of medicine, as described above. The goals chosen were, “the Prevention 

of disease and injury and the promotion and maintenance of health,” “the relief of pain and 

suffering caused by maladies,” “the care and cure of those with a malady, and the care of 
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those who cannot be cured,” and finally, “the avoidance of a premature death and the pursuit 

of a peaceful death” (Callahan & Hanson, 1999, pp. 20–30). At first glance, these goals seem 

to capture well the aim of medical work. The goals are clear and descriptive, but it is the ap-

proach itself—how this conclusion is arrived at—that has been criticized. By simply resting 

on a consensus makes the goals open up to debate, they can always change if we agree on 

changing them. Hence, they are not stable enough to provide normative guidance (Schramme, 

2016). Secondly, Schramme describes another approach to the goals of medicine; it is teleo-

logical (Schramme, 2016). This view describes medicine as a practice with an inherent telos. 

Pellegrino outlines this approach and criticizes the idea behind the goals introduced in the 

international report from the Hastings Center (Pellegrino, 1999).  

This is an important criticism since viewing the goals of medicine as the outcome of a con-

sensus makes these goals prone to changes. They give neither the doctor a clear identity nor 

the patient any real reason to trust the doctor. Pellegrino (1999) further claims that this ap-

proach gives us no idea of what goals are most important and how we are to understand and 

interpret their meanings. We need to know when we are curing the patient and when we are 

improving health. That is, in itself, a value judgement where we need to decide whether one 

condition is better than another. Pellegrino’s (1999) answer to these concerns is that physi-

cians must cultivate an inner compass that guides the way to answer these questions and this 

inner compass must be used in all their tasks as medical doctors. He talks about this as the end 

of medicine distinguishing the “ends” from the “goals” where the ends are interpreted in the 

same way as the Greek understanding of telos. He describes the ends in the following way: 

They grow out of the phenomenology of medicine, that is, out of that which is 
more fundamental than medicine itself – the universal human experience of ill-
ness. It is the universality of this experience, its existence beyond time, place, his-
tory, or culture – and the need of sick persons for care, cure, help, and healing – 
that gives medicine its essential character. These ends make medicine what it is. 
(Pellegrino, 1999, p. 60) 

He further contends that, “It is this healing end of medicine in the context of patient vulnera-

bility that determines not only the technical practice of clinical medicine but also the ethic of 

medicine” (Pellegrino, 1999, p. 63).  

How does this connect with the goals of medicine? As stated earlier, the ends are like a 

compass point for the goals so, as Pellegrino puts it, “Whenever medicine is used for any pur-

pose or goal – however defined – that distorts, frustrates, or impairs its capacity to achieve its 
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proper ends, it loses its integrity as a craft and its moral status as a human activity” (1999, p. 

64). Pellegrino concludes his article by stating that:  

Preserving the ends of medicine, and not just the goals society may construct for 
medicine, is an essential safeguard not simply for the integrity of medical ethics 
and practice, but for the safety and well-being of all the vulnerable members of 
our society. (Pellegrino, 1999, p. 67) 

According to the project report’s definition, Pellegrino would be an inherentist. He wants us 

to begin to define medicine from within, look into the vocation and roots of medicine when 

we try to understand the essence, and find that the meaning of medicine is in its ends. Pelle-

grino clearly wants to preserve the tradition that has defined medicine. We cannot make med-

icine be whatever we want. It has to be true to its ends, visible in its roots and vocation.  

I tend to agree with Pellegrino. It is necessary that the goals are true to the ends of medi-

cine if they are going to have meaning and value. The ends give teleological guidance; it is 

not sufficient to only base the goals on a consensus. It has to be something more fundamental, 

so Pellegrino points to the vocation to meet “the need of sick persons for care, cure, help, and 

healing” where the intention of the doctor to relief suffering gives direction for the goals 

(1999, p. 60). In this thesis, the reference to these concepts will be according to Pellegrino’s 

interpretation.  

At this stage, it is possible to say that the inherent values of medicine, guided by the ends 

of medicine, would at least include the will to promote good, like health, well-being, and life 

itself.  

The medical profession is recognized by the acts that guard these ends and the inherent 

values. Pellegrino points to the doctor who cares and cures, relieves suffering, and promotes 

the good but not just for anybody but for those who suffer and are ill (1999). I want to draw 

attention to how illness and vulnerability play a role here. Medical doctors are not just inter-

ested in the general welfare of all human beings; their primary focus is on those human beings 

who are ill. Hence, it is necessary to have an insight into what it means to be vulnerable and 

as such, be sensitive towards our own humanity and the frailty that comes with it. This sensi-

tivity and acknowledgement is discussed in relation to the parable of the good Samaritan in 

the paper on fetal diagnosis. To be aware of what it means to be a human being; to notice 

those who are vulnerable; to value the life, health, and well-being of the patient and to care, 

cure and promote the patient´s health is what it means to be a doctor.  
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We can reflect upon this by considering an example. How we answer questions like 

whether to operate on a particular patient depends, in part, on whether the operation is in har-

mony with what we view as medicine. Not all surgical procedures fall under medicine’s do-

main. Removing a swollen appendix is medicine, but to surgically remove a person’s kidney 

to sell it on an open market for profit would not be medicine. Hence, a certain procedure is 

not medical simply because it applies tools and techniques that are developed by medicine, 

and will not be defined as such by referring to general consensus. Consensus can easily 

change if those making the decisions decide to do so, thereby making this profitable proce-

dure liable to becoming medicine. We could argue, in line with what Pellegrino states, that it 

is not medicine because it is not in accordance with the proper ends to promote health and 

relieve the suffering of those who are ill and vulnerable. Consequently, when trying to clarify 

what is medicine, we search for its ends and inherent values. That is what guards its meaning 

and helps to identify what is medical help and what is not.  

We can take another example of how we use this frame of reference to ground our justifi-

cation. How do we justify breast cancer screening as being medicine? Are people’s desire for 

breast cancer screening a sufficient reason to do so, regardless of benefit? No, we need verifi-

cation of true benefit based on scientific knowledge and evidence. The benefit is not measured 

by whether this pleases the politicians or the public. When I refer to true benefits, I refer to 

medicine’s inherent values like lowered mortality and better health for those screened. If that 

is not the case, this could at best be labeled bad medicine or even not medicine at all, since it 

is not true to the proper ends and values of medicine described above. It is a complicated task 

to identify what is medicine and what is not medicine. Reference to the ends and the values 

are not the only thing this distinction relies on but it is nevertheless both important and helpful 

in making this distinction. 

I have so far outlined how we can describe medicine’s expansion as a dialogue between 

medicine and society. What characterizes this discussion is, firstly, the inherentist position 

where medicine is seen to have inherent values and ends that are a response to the universal 

human experience of illness. Secondly, the social construction view that describes medicine 

as a clinical practice with no essence but as being formed and reformed by societal forces. 

Both views are important. It must be accepted that medicine needs to adapt to societal chang-

es, but for medicine to be able to progress it also needs to be able to resist misusing medical 

knowledge. I have favored Pellegrino’s approach as described above.  He outlines the ends of 

medicine as a teleological concept that can be referred to as an inner compass of medicine 
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guiding us when choosing between good and bad goals. I also want to highlight what gives 

medicine its essential character and meaning according to Pellegrino: “the universal experi-

ence of illness” (Pellegrino, 1999, p. 60 ) and “the need of the sick person for care, cure, help 

and healing” (Pellegrino, 1999, p. 60). I have also outlined the importance of approaching 

medicine as a profession with a vocation to promote good by preserving life, health, and well-

being, especially noticing those who are vulnerable. These are important cornerstones I will 

use and refer to in my analysis.  

In this chapter, the initial understanding of key concepts and clarifying the meaning of 

medicine has been discussed. This initial understanding is the background shaping the discus-

sion of the key examples in the papers. In the next chapter, the focus is on the papers describ-

ing how the tension between the constructional forces of society and the inherent values and 

ends of medicine unfold. 
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 Describing the Key Examples (Paper I–III) 3

The papers in this thesis discuss three separate issues:  surrogacy, obesity and fetal diagno-

sis and use them to reflect upon medicine’s expansion. The first paper1 (pub. 2017) is on sur-

rogacy. While the article was written, a bill had been drafted in the Icelandic parliament on 

surrogacy and this topic was repeatedly in public discussion. Since it is the first paper of the 

thesis, it has a slightly different focus from the latter two. The focus is mainly on surrogacy as 

a current example on the edge of the medical scope in a field that is progressing rapidly 

(ART). It shows how different conceptual approaches in the surrogacy debate can have ethical 

relevance. It further reflects upon the “dialogue between medicine and society” where it high-

lights how specific forces in society influence the progress of medicine.  

The second paper2 is on obesity (pub. 2020). This is a subject I had taken part in debating 

publicly for several years. At this point in time, my ideas on the thesis itself were better 

formed. The paper is written primarily to highlight alternate views in the debate on the “obesi-

ty epidemic” to draw attention to its complexity. The objective medical description on obesity 

outlined in the first part of the paper is certainly important, but there are other views regarding 

obesity that have not received due attention in the mainstream media. These are views criticiz-

ing the mainstream medical approach. Those described in the article are labeled: “The critical 

view from the constructionist pole” and “The personal position”. It is argued that in order to 

gain a better perspective on what it means to be fat, these aspects need to be recognized as 

well as the “scientific position”, dominant in the medical discussion.  

The third and most recent paper3 in the thesis is on fetal diagnosis (pub online 2020, wait-

ing for print). Since, I have been engaged in research within disability studies, I have partici-

pated in this discussion for decades. The debate has gained increased attention in recent years 

since the use of NIPT became mainstream. The core of the argument in paper III is more 

clearly in line with the main argument of the thesis than the other two papers. It reflects upon 

two highly polarized views on fetal diagnosis; i.e. the writings of disability study scholars and 

disability activists, on the one hand, and views appearing in mainstream medical journals on 

                                                 
1 Hereafter in thesis referred to as paper I 
2 Hereafter in thesis referred to as paper II 
3 Hereafter in thesis referred to as paper III 
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the other. These two views in this debate are then used to highlight specific ethical concerns 

regarding medicine’s development.  

3.1 Paper I: Is ‘Surrogacy’ an Infertility Treatment? 

Abstract: In this article it is argued that it is problematic to construe the debate 
around the process labelled ʻsurrogacyʼ as a form for infertility treatment. Firstly, 
this way of defining what happens opens up for a new form for medical desire 
where a growing number of people wishes to have children through ʻsurrogacyʼ. 
This medicalizes childlessness and creates pressure within health services to re-
spond to the desires of an ever-growing group of patients. Secondly, this labels 
the woman who carries the child as a ʻsurrogateʼ and defines her as a core element 
in a ʻtreatment methodʼ.  This way of phrasing and defining what happens puts the 
woman carrying the child in an unacceptable moral position within the health sys-
tem. Thirdly, by viewing the woman carrying the child as a ʻsubstituteʼ for a 
mother or as a ʻtemporary custodianʼ ignores the unique relationship between the 
fetus and the pregnant woman. To keep the ethical issues in focus in the 
ʻsurrogacyʼ process it is necessary for health professionals to always accept the 
woman who goes through gestation and birth as the mother of the child. This un-
conditional acceptance shifts the core of the process away from the idea of 
ʻtreatmentʼ and towards ʻadoptionʼ as the defining element in the process. Conse-
quently, it will be easier to accept ʻsurrogacyʼ as a complicated and wide-ranging 
process as well as to secure the basic human rights of the pregnant woman and the 
welfare of the child being born. (Stefansdottir, 2017)   

In this paper, I discuss whether surrogacy should be a part of medical services and ask 

whether childlessness should be regarded as a medical problem. If surrogacy is a form of 

medical treatment, it implies that it offers a form of cure that involves using a healthy person 

to carry a child to birth and give it to the prospective parents. In this conceptual frame, ac-

cepted when surrogacy is viewed as a form of medical treatment, the prospective parents are 

the patients, the surrogate mother is the means to a cure, and the baby is the cure to the dis-

ease of infertility. In the paper it is argued that this way of conceptualizing what is really hap-

pening during the surrogacy process can undermine medicine’s role in society and a different 

way to conceptualize this process is proposed. By framing this as an adoption process, it 

would not undermine medicine and would better serve those in a vulnerable position during 

the process.  

It is contended that the effects this form of “cure” could have on our medical services are 

twofold. Firstly, if surrogacy became a medical cure for the condition of not being able to 
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have a child, it could put pressure on new groups in society to use the service. This could lead 

to the medicalization of the inability to have a child. Secondly, if surrogacy became a cure 

that medical services offered, there is always the danger of the surrogate mother to be viewed 

as “a device” that physicians use to cure infertility. A medical service that uses surrogacy and 

offers it to its patients as a solution to infertility has then entered new and ethically questiona-

ble grounds. It places physicians in a difficult position where they can lose sight of the mean-

ing of their work, based on the relationship with the patient and a duty to cure diseases and 

promote health.  

How does the dialogue between the constructional forces and the inherent values and ends 

of medicine unfold in this example? The paper reflects upon the tension between new scien-

tific and technological innovations on the one hand and the inherent values and ends of medi-

cine on the other. It asks to what extent we can and should use medical knowledge and tech-

nique without the presence of an actual disease. Here the reference is e.g. to the use of medi-

cal technology to assist two men in having a child. It further discusses whether medical 

knowledge and techniques are used as a consequence of social pressure and/or because a per-

son is unable to accept life’s natural limits. It also reflects on how medicalization can develop 

when new possibilities raise new demands. This is further related to the concept that being 

unable to have a child is the cause of imperfection and shame. These feelings draw our atten-

tion to the suffering of those who long for a child. But does the suffering always raise a moral 

obligation for doctors to respond?  

The discussion shows how the sources of stress identified in the Hasting Center’s project 

report (i.e. scientific and technological developments, the market and public demand, medi-

calization and ideas on human enhancement) act as a force shaping medicine and diverting its 

scope into new directions. By weighing these constructional forces against the inherent values 

and ends of medicine, a deeper understanding of the ethical dilemmas related to these new 

tasks is gained. In the conclusion, the ethical shortcomings visible after this analysis are pri-

marily related to a lack of insight into the essence of the relation between the surrogate moth-

er and the fetus during pregnancy, and their weak moral position in the process. It is further 

asserted that these ethical shortcomings can better be met by a different conceptual framework 

where this process is defined as a form of adoption rather than viewing this as a medical 

treatment. That would construct the roles of all participants and the discussion differently. 

Thus, the duties and responsibilities of those involved are less likely to compromise the mean-

ing of medicine and the rights of the gestating mother as well as the baby being born.  
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3.2 Paper II: Three Positions on the Fat Body: Evaluating the Ethical Short-

comings of the Obesity Discourse  

Abstract: This article raises serious ethical concerns regarding the medical dis-
course on obesity. It offers a description of three alternate positions on the fat 
body: the scientific approach dominant within medicine, the critical view mainly 
raised by social scientists, and the voices of fat people themselves. By viewing 
and comparing the perspectives these positions reveal, it is possible to underline 
the complexity of the problem labelled as the ‘obesity epidemic’ and draw atten-
tion to serious ethical concerns in the mainstream medical discussion. Medicaliza-
tion of fat people narrows the focus on the ‘obesity epidemic’ where it is framed 
as private and personal rather than social and political. It is also argued that the 
hegemonic discourse of medicine omits the social embeddedness of fat people and 
ignores their own voices and narratives. This undermines the well-being of fat 
people and hides their humanity as well. (Stefansdottir, 2020a) 

This article considers three different conceptions of obesity. According to the first concep-

tion, obesity is primarily a medical problem, described either as leading to a disease or as a 

disease itself as well as being a public health hazard. The former focuses primarily on the 

obese individual and her physician. The latter is a public health approach concentrating on the 

obesity epidemic and highlighting the importance of environmental changes and political re-

sponsibility when discussing obesity. The public health approach points to the importance of 

taking care not to define the problem too narrowly since it leads us to respond to it by ineffec-

tive means. According to this approach, the main reasons for obesity lie in the fact that an 

increasing number of children and adults are living in an environment that makes it more and 

more difficult for them to lead healthy lives.  

The second conception does not regard obesity in itself as the main problem focus; rather, 

it focuses on oppression and stigma and how this particular form of violence affects fat peo-

ple4. This position focuses the debate on the social construct of obesity and the oppression of 

fat people. According to these critics of the medical debate, this oppression and stigmatization 

is rooted in the health system and in how the medical system medicalizes the lives of fat peo-

ple.  

                                                 
4 In this thesis, I will use the labels: “fat people”, “disabled people” and “mad people”. These labels have been 

chosen by fat, disabled and mad people themselves when they describe their own experience of being a patient 

within the health care system. These labels are reflected in university disciplines like: Fat Studies, Disability 

Studies and Mad Studies. 
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The third position describes the subjective view on obesity: the personal feeling of being 

fat. It uses the insight of academic disciplines like fat studies and highlights the importance of 

giving the narratives of fat people themselves a central focus in the discussion on being fat.  

The article repeatedly underlines the importance of context. It is argued that obesity needs 

to be seen not primarily as a disease of the individual but also as a social, and even as a politi-

cal issue. This contextual focus shifts the responsibility for the problem and its solution in 

important ways. Instead of placing the responsibility for this condition almost entirely on the 

shoulders of the obese person and the medical services, politicians and others who have the 

power to shape society should share this responsibility. 

This article reflects on the question of the extent to which it is fruitful to solve the problem 

of obesity—or in other words, the problem of being fat—by medical means. It asks whether it 

would be better to emphasize the view of obesity as an environmental problem instead of 

handling it as a personal disease. Such a stance prioritizes environmental changes in order to 

enhance the possibility of avoiding health problems associated with obesity. An integrated 

part of the problem of obesity is the disgrace and shame connected to the situation. Those 

who are obese have to live constantly with the feeling of not being as they should be.  

By describing the arguments of the “critical view from the constructionist pole” and the 

“personal position” it is shown how the “objective view of science” can add to the social 

stigmatization and oppression of fat people. These different positions introduced in the article 

rely on different methodologies in the search for knowledge. Including these views in the 

obesity debate, and accepting them as valuable, does not mean that the mainstream scientific 

position dominant in the medical discourse needs to be refuted. Additional insight is gained 

through inspecting other positions on the state of being fat. Some of the problems related to 

obesity might be resolved through medical means but many are not solved in the discussion 

between the physician and the patient and not even by public health measures. The additional 

insights of critical sociology and fat studies might there prove to be beneficial, especially in 

demonstrating where the approach of medicine can cause harm.  

The constructional forces of society outlined in this discussion are scientific and techno-

logical developments that promise quick solutions through new techniques. This ignores the 

problem’s complexity. It places the problem within the person and projects the image that it is 

easily solved by scientific and technological means of medicine. This is a false promise and 

when it fails, the blame tends to be shifted onto the fat person herself. As obesity is a chronic 

condition, it is also influenced by “the curative bias” that is named under the constructional 
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forces of society outlined earlier (Callahan & Hanson, 1999, pp. 8–9). The curative bias refers 

to the emphasis on cure rather than care. When the medical doctor fails to cure the obese pa-

tient, as happens in most cases, they lose interest in the patient. The article outlines how those 

who criticize medicine claim it has the wrong aims. They claim it is a place where doctors no 

longer see their role as making the patient’s life better and healthier for those who stay fat and 

will be fat; rather, treatment progress has a tendency to be solely measured and aimed at the 

goal of “making the fat person thin.” Obesity is also a classic example of how the market and 

public demand, and cultural pressures are all influencing medicine. These pressures can fur-

ther be connected to the ideas of human enhancement or human perfection, where being thin 

is the culturally accepted aspect of being the perfect human being and being fat is not. The 

article also outlines how obesity can be seen as an example of medicalization, and asks 

whether this medicalization of the state of being fat has benefitted fat people or not.  

This can be described as a tension between the constructional forces in society named 

above and the ends and inherent values of medicine. The article criticizes the scientific em-

phasis that is dominant in the medical approach. By inspecting the criticism of both critical 

sociology and the personal position, it is possible to see how this approach can undermine the 

humanity of the fat person. The personal position reminds us that the medical discussion on 

obesity has a tendency to forget that the fat person is a human being with feelings and a histo-

ry. The patient’s own story or narrative is of primary importance in clinical work. The most 

important aid of the medical doctor is her ear—the ability to listen—thus creating a thread 

between the doctor and the patient to keep a firm connection between the complaint of those 

ill and the diagnosis of the disease. Thereby, the doctor remembers that medicine rests on 

connections and sympathy between human beings. In the mainstream medical description of 

obesity, there is hardly any subjective story of what it feels like to be fat. That is where medi-

cine fails; in its enthusiasm over new possibilities, it has a tendency to forget the humanity of 

fat people which appears in their own stories.  

This article on obesity underlines the complications in medical tasks. The problem should 

be faced on many levels: not only through the biomedical means of science, but through polit-

ical action, in the relationship between the doctor and the patient, and through the self-

perception and self-worth of the fat person.  
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3.3 Paper III: ‘A World Without Down’s Syndrome’ – An Evaluation of Foetal 

Diagnosis in Light of the Ethos of Medicine 

Abstract: This article is an ethical evaluation of two familiar views in the debate 
on foetal diagnosis; one being the mainstream view in medical texts emphasizing 
early detection of foetuses with Down´s syndrome so they may be aborted, and 
the other coming from Down´s syndrome activists claiming that such screening is 
never acceptable. The core question asked is: What ethical weaknesses in modern 
medical practice does this discussion reveal? I argue that the marketization of 
noninvasive prenatal testing (NIPT) and the mainstream discussion in the health 
sector on its application shows two trends undermining the traditional ethos of 
medicine. Firstly, that doctors are, in their work, concentrating on diseases as iso-
lated entities, whereas the patient and her life remains in the shadow. Secondly, 
the emphasis has been on the scientific foundation of medicine where the clinical 
evaluation of these scientific facts has not received due attention. (Stefansdottir, 
2020b) 

This article, examines the medical view on fetal diagnosis on the one hand and criticism of 

medicine put forth by disability activists on the other. It also reflects on the ideological basis 

of these two differing views with the purpose of trying to better understand the nature of the 

underlying disagreement between them. In disability studies, the aim of medicine and the doc-

tor’s role are often described as first being to change people with disability and make them 

“normal”. It is further argued that the doctor’s attention is focused on the individual’s im-

pairment instead of admitting that disability is rooted in society. By focusing on the impair-

ment, the medical view seems to categorize people and consider some as worth less than oth-

ers. The crux of this criticism lies in the view that the doctor does not see the inherent worth 

of the person with disability. In the article, it is argued that this criticism defines the ideology 

and purpose of medicine too narrowly. In order to explain why the interpretation of disability 

scholars is too narrow, the ethical foundation of medicine is outlined, based on its tradition 

and historical roots where the doctor’s prime attention is always on the patient. It is further 

argued that in line with the medical ethos and in clinical work, the doctor should be especially 

sensitive towards vulnerability and remember that every person is unique and of invaluable 

worth. This important element in the medical ethos seems to be lost in the description of med-

icine that disability scholars are criticizing. Nevertheless, even though the criticism from dis-

ability studies may be partly flawed, it is still important for doctors to take it seriously and use 

it to sharpen their ideas on their role and ideology.  
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The underlying questions in this polarized dialogue, paper III describes, are: To what de-

gree are we confronted with a medical problem? To what degree are we confronted with any 

problem at all? Are we using medicine and medical means to eliminate a disease or to elimi-

nate fetuses with certain characteristics? Is the use of NIPT an example of a lack of tolerance 

towards the lives of people with Down syndrome rather than an act of disease prevention? 

According to the mainstream medical view outlined, the main argument for performing the 

diagnosis and justifying an abortion as a consequence is the assumption that the unborn indi-

vidual will either suffer or cause suffering for his family. That seems to call for a medical 

intervention. This approach has been criticized by both people with Down syndrome and their 

families, claiming that there is no special suffering related to their existence and therefore no 

need for a screening of this nature. These voices criticizing medicine are well known in this 

debate. There are certainly indications that this is the mainstream view among families of 

people with Down syndrome (Sangster et.al, 2022). Quality of life assessments are though 

difficult to perform and both the value of these assessments in this debate as well as their out-

come has been criticized (Nizar, 2016). For the current discussion these questions are not the 

main focus of interest. What is of interest is the fact that this criticism exists and is a part of 

the disability rights debate (Lord, 2013). Therefore, it is important to try to understand it. 

It could also be argued that what drives this search for the Down syndrome fetus is not on-

ly the aim to prevent suffering for the families but also the unspoken idea of imperfection 

where it becomes the doctor’s role to prevent that imperfection (Nizar, 2016). The use of 

medical technology to describe the fetus’s attributes and even predict its future gives the doc-

tor new power and new demands are made of her.  

To summarize and outline the dialogue in this key example, the social forces affecting our 

views regarding NIPT and the need for prenatal diagnosis are scientific and technological 

developments as well as the effects of the market and public demand on medicine. When we 

evaluate the relevance of prenatal diagnosis as a medical procedure, we have to regard the 

social constructional forces influencing that evaluation. In this case these forces are medicali-

zation of life and human enhancement. When faced with a new demand, like the use of NIPT 

for medical purposes, we need to use the inherent values and ends of medicine as a reference 

guide. In the course of this evaluation, and by inspecting the opposing views described in the 

article, an ethical weakness in modern medical practice is located; namely, the tendency to 

focus on medicine in a scientific sense and forgetting the subjective experience and narratives 

of those involved. Here, the key example described in the article reduces the fetus to an ab-
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stract idea and an entity that has to be eliminated not because it “is” but because of “how it 

is”. In other words, this is not simply an abortion because the woman does not want to have a 

child, but an abortion because the fetus has Down syndrome and this no longer is seen as a 

normal pregnancy.  

This conceptual frame where the fetus with Down syndrome becomes a sign of an affected 

pregnancy that has to be terminated, undermines the worth of this particular fetus. In the arti-

cle it is outlined how this attitude can be dehumanizing towards all people with Down syn-

drome. This claim is quite strong but it has nevertheless been debated and acknowledged by 

human rights lawyers interpreting the Convention on the Rights of Persons with Disability as 

well as by many disability scholars (Diaz, 2019; Lord, 2013; Bryant et al., 2022). This un-

dermines the important core in medicine, that sees and regards all human beings of equal 

worth.  

3.4 The Themes Common to the Key Examples 

When we broaden our view and regard the examples in the articles together, we can see that, 

in all of them are the constructional forces of society changing medicine. Medicine is entering 

new grounds influenced by scientific and technological developments, medicalization, the 

market and public demand, cultural pressures, and ideas about human enhancement. The pa-

pers I–III describe how this tension between constructional forces and the inherent values and 

ends of medicine becomes visible in all of the key examples. A closer look at the way this 

tension is formed shows us the same four themes in all of the articles. The fact that these 

themes repeat themselves in the key examples gives reason to inspect them further. I will now 

outline the themes briefly.  

Firstly, in all of the papers, the questions, “What is a disease” and “What is not a disease” 

arise. As a consequence of medicine’s expansion, it is possible to locate tension in all of the 

key examples regarding the question, “Who is and should be medically diagnosed and who is 

not and should not be medically diagnosed?” In the discussion on surrogacy, it becomes a 

“disease” to be unable to have a child when one wants one. The same goes for being fat; it 

becomes the “disease” of obesity. Finally, the fetus with Down syndrome is a sign of an ab-

normal (“diseased”) pregnancy that needs to be terminated. When stating this, I put the 

disease label in quotes to show that these conditions are at the boarders of medicine. They can 

be defined as health related issues, but they can also be seen and conceptualized as not being 

primarily a medical pathology as we will discuss further in the next chapter.These examples 

also show how getting the disease label through the diagnosis can change the lives of those 
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labeled patients. In all of the key examples, it is necessary to evaluate whether the description 

and the label connected to the medical diagnosis are the best ways to discuss and solve the 

problems at hand.  

Secondly, in all of the cases discussed in the articles, I reflect upon another dichotomy in 

medicine: the emphasis on biomedical science on the one hand and the emphasis on the pa-

tient as a human being and a vulnerable person on the other. In the discussion on surrogacy, 

this is demonstrated in the technological advances that seem to construct the surrogate mother 

as an incubator where the special connection formed between the fetus and the gestating 

mother are invisible as if they were irrelevant. This is a lack of insight into the lives and feel-

ings of those who are the most vulnerable in the surrogacy process. In the discussion on obe-

sity, these two threads are reflected in the discussion on the classic medical view which uses 

the language and research methods of biomedical science on the one hand and the subjective 

view of fat people on the other. Lastly, this dichotomy is clearly spelled out in the article on 

fetal diagnosis where the scientific view on the fetus with Down syndrome conflates its exist-

ence with a medical pathology. The main idea behind this theme is that becoming medical 

where there is an overemphasis on science can make us blind to the humanity of those who 

are vulnerable. There is a tendency to rely on science, scientific thought, and argumentation as 

the only truth and thus blur our thoughts on other aspects of life. It can lead to blindness to 

ethical insights based on values and ends that give life meaning and purpose. To counter this, 

it is necessary to recall the important ends and inherent values of medicine: to notice the hu-

manity of others and respond to their suffering. That insight must not stay in the shadow when 

medicine enters new grounds. It thus has to be emphasized that medicine relies on these 

norms as well as the facts of science. 

Thirdly, in each of the key examples, we have marginalized voices; the voices of those 

who are vulnerable in the medical system. I am here referring to, in the case of surrogacy, the 

vulnerability of women who are poor; in the case of obesity, fat people; and finally, in the 

case of fetal diagnosis, the voices of disabled people and people with Down syndrome. When 

medicine, under the influence of the constructional forces of society, enters new grounds, 

there is danger of medicine becoming oppressive towards those who are in a marginalized 

position in society.  

Fourthly, reflecting upon the role of medicine in new situations where it is responding to 

new demands, we need to pay attention to the relational view. In all of the key examples, it is 

concluded that it is not sufficient to view the role of medicine as a private matter solved in a 
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discussion between doctor and patient; the expansion of medicine has to be viewed and evalu-

ated contextually as well. The potential oppression of medicine, especially towards marginal-

ized groups, can only be detected if we broaden our view and acknowledge the importance of 

other people, our culture and context in general. Our environment and situation affect our 

self-understanding as well as the self-identity of physicians and policy-makers. When ethical-

ly evaluating these changes, the context has also to be given ethical relevance. This is because  

some problems that are now labeled as medical problems can only be sufficiently met through 

political action. If the ethical relevance of the context is omitted, the perspective is too limited 

where problems are not correctly located and solutions can be ineffective.  

This is very evident in the case of obesity. We need to be able to view obesity not only as a 

personal problem, but also as a flaw in our environment that inhibits us from leading good 

lives. If the aim is to lower the incidence of obesity, given that it is a public health problem, 

this needs to be met through political action. Stigmatization and oppression of fat people 

should also be met on a relational basis. The screening of fetuses with Down syndrome is an-

other example of a political agenda that controls our ideas. By forming policy decisions where 

it is the norm to prevent the birth of children with Down syndrome, the line is drawn regard-

ing what should be viewed as normal and what is deviant. This line is the single most influen-

tial factor when parents choose to end a pregnancy. The private discussion between doctor 

and patient does not determine this line; it is a cultural and political decision. Additionally, to 

construct surrogacy as a private contract between the commissioning parents and the gestating 

mother is a narrow view on a very complicated and global process. This framing misses the 

potential vulnerability of poor women in countries where their position is weak, like in India, 

Thailand, and Ukraine, to name a few. It further misses the complicated changes necessary 

regarding ethical and legal duties and responsibilities that come with the role of motherhood 

and parenting.  

These four themes can be noted in all of the papers. In the next chapter, I will analyze them 

further. By doing that, the argumentation in the articles is strengthened and the potential harm 

medicine can inflict upon marginalized groups is outlined in more detail.  
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 The Themes; a Closer Look 4

I  see the common themes from the articles as revealing certain characteristics in medicine’s 

structure that are strained when medicine expands and this tension is formed. The processes 

described can lead to situations that may cause harm to patients and groups of people. By in-

vestigating them, it is possible to see how this potential harm can manifest itself where the 

meaning of medicine can be affected as it deviates from its ends and inherent values. 

4.1 The First Theme: The Difficult Concept of Disease and the Power of Diag-

nosis  

Disease is a fluid and dynamic concept, difficult to both define and demarcate (Hofmann, 

2001, 2010, 2021). I will not elaborate in detail on this complex concept in this text; rather, I 

will focus on the diagnosis. It is approached as a tool to diagnose diseases and health related 

issues. In the papers, I show how the diagnostic label itself influences, for good or worse, 

people’s understanding of themselves and others. In the article on surrogacy, it is revealed 

how the underlying diagnosis that initiates the surrogacy process is infertility or not having a 

child when a child is wanted. When discussing the lives of fat people, we need to evaluate the 

use of the diagnosis of obesity and how it shapes the lives of fat people. Finally, in the discus-

sion on fetal diagnosis, the impact of the diagnosis of trisomy 21 in the fetus, and hence 

Down syndrome, is our focus point. The diagnosis draws the line where the distinction is 

made between what is medical and what is not medical. Consequently, the diagnosis bears 

with it power; it is a game-changer. Under this theme, I will discuss in more detail the influ-

ence of the diagnosis.  

To set the background, I will describe three different perspectives on the concept of disease 

and outline the understanding of terms regarding it that will be my reference point when I 

discuss this concept. Following, I will turn to the power involved when setting the diagnosis. 

A diagnosis can be liberating; it can free the patient from stigma, but it can also bring with it 

oppression and stigma (Garand et al., 2009). The diagnosis has the power to shape both the 

patient’s self-definition and the way society defines him. It can, in some cases, restrict the 

diagnosed individual from social goods and, in others, give him access to social goods and 

values. Finally, I will describe the tension between the illness as being the patient’s subjective 

experience, on one hand and the the disease as being the professional perspective on the other, 
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and the ethical danger involved when these two perspectives i.e. the professional and the per-

sonal drift too far apart. That will lead us to the second theme: the scientific doctor and the 

danger of dehumanization. 

4.1.1 The Three Perspectives on the State of the Patient. 

As mentioned earlier, I have no intention of searching for the correct definition of the concept 

of disease. Nevertheless, no matter how it is defined, it is fundamental to our understanding of 

medicine. The way we understand the concept of disease has implications for the health care 

service as well as any interaction between physicians and patients. I am not going to defend 

these statements. I am only declaring my own position within this dialogue.  

There is a practical way to approach the fundamental concept of disease and the role of be-

ing a patient. I will use reference to Parson’s sick role and ground my understanding on the 

perspectives described by Cockerham (2009/2016) in his book on Medical Sociology:  

In medical sociology, the term disease has been characterized as an adverse phys-
ical state, consisting of a physiological dysfunction within an individual; an illness 
as a subjective state, pertaining to an individual’s psychological awareness of hav-
ing a disease and usually causing that person to modify his or her behavior; and 
sickness as a social state, signifying an impaired social role for those who are ill. 
(Cockerham, 2009/2016, pp. 188–189) 

Cockerham is outlining three different perspectives that are all important to medicine. The 

first one describes the term disease as a physical state, the second term being illness referring 

to the experience of the patient, and finally the third term, sickness referring to the social reac-

tion (Cockerham, 2009/2016). This gives the disease concept three perspectives where it is 

viewed as being professional, personal and societal. There is an important insight in all of 

these perspectives. They sometimes are in harmony but certainly not always. We can have a 

person with a diagnosed disease that calls for treatment, like raised blood pressure. The per-

son herself would not describe herself as ill nor would she be expected to act as a patient. We 

could also describe a person’s illness, where there are no measurable disease parameters but 

nevertheless the person feels unable to take on the duties of daily life, e.g. because of severe 

anxiety, without any known or visible reason. This distinction also gives us an opportunity to 

separately describe the sick role. Talcott Parsons initially described this in his book The So-

cial System (Parsons, 1951/1991). He revises his description in a lecture given in 1975 where 

he explains the sick role in the following way: 
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 [B]eing in a state of illness is not the sick person's own fault, and that he should 
be regarded as the victim of forces beyond his control. A second social-structural 
feature of the sick role is the claim of exemption from ordinary daily obligations 
and expectations, for example, staying at home in bed instead of going to school 
or office. The third is the expectation, if the case is sufficiently severe, of seeking 
help from some kind of institutionalized health service agency. (Parsons, 1975, p. 
262) 

In this description, Parson expresses what we all know and take for granted when we talk 

about sick people. In general terms, we do not expect them to fulfill all of their normal roles 

in life, e.g. they can be excused from going to work, we do not hold them accountable for 

their condition, etc. They should try to get well and they should seek professional help and 

obey or comply with the advice of those who know better. This is a background against which 

we measure the sick person. When someone has the flu but still shows up for work, he or she 

is “the Viking,” going the extra mile to be a good worker. Or on the other hand, especially 

after Covid-19, we say, “You should stay in bed, get tested and try to get better.” If you are 

not feeling well and do not seek help or you do not follow the doctor’s advice, you are con-

sidered careless. We make these judgements because we have underlying expectations of 

those who are sick.  

Consequently, sickness is related to how society defines the patient, as it outlines how the 

patient should be treated and how the patient should behave. What this tells us is that, by be-

coming sick, we enter a certain role. Being in a role means that there are duties and responsi-

bilities as well as expectations. This is the interesting bit: a diagnosis can change a person’s 

life in some fundamental way and if the patient has been diagnosed, he is in this new role.  

 

4.1.2 The Power of Diagnosis 

The medical doctor holds the power of diagnosis. The diagnosis is the turning point when 

illness also becomes a disease, when the narrative of the patient describing how he feels be-

comes a scientific symptom of a recognized classified disease. When this occurs, the person 

becomes a patient and enters the role of a sick person in society. This is a very important pro-

cess with diagnosis at the center. Jutel (2009) describes diagnosis as follows: 

Diagnoses are the classification tools of medicine. … It organises illness: identify-
ing treatment options, predicting outcomes, and providing an explanatory frame-
work. Diagnosis also serves an administrative purpose as it enables access to ser-
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vices and status, from insurance reimbursement to restricted-access medication, 
sick leave and support group membership and so on. Being diagnosed gives per-
mission to be ill. What was previously a complaint is now a disease. (Jutel, 2009, 
p. 278) 

After the diagnosis, the patient’s narrative, the complaint, and the description of the illness are 

organized and explained. The diagnosis is the doctor’s tool; they put an order to the complaint 

so it becomes understandable, and along with it comes the sick role where the complaint is 

legitimized. The authority to put forward a diagnosis brings power. Changing the patient’s 

description and experience into a formalized and structured disease redefines the patient’s life 

where duties and responsibilities change as well as their status within society.  

The diagnosis is not merely a classification of some ontological truth in the body. What 

becomes a diagnosis is usually related to the patient’s symptoms but it is also relational and 

political. For a symptom or a complaint to gain the status of a diagnosed health related issue 

or disease can be a negotiating process where contesting voices and groups rally for different 

solutions (Jutel, 2009). An example of a disputed use of the disease diagnosis is the decision 

made by the American Medical Association (AMA) to define those with a BMI of 30 or high-

er as having the disease obesity (Stoner & Cornwall, 2014). This has been debated where 

many, not least fat people, reject this diagnosis as being unhelpful and stigmatizing. Whereas 

others, mainly medical doctors, claim this to be beneficial in the battle against obesity which 

now has reached epidemic proportions. The patients narrative and subjective experience de-

scribing the illness may gain the right to be diagnosed as health related issues and diseases but 

it can also lose the status coming with the professional description. Sadness and sexual prob-

lems are non-medical, but when the diagnosis has been made, they are referred to as depres-

sion and erectile dysfunction, and they become medical. In a similar sense, the state of being 

fat becomes obese and showing bad behavior in class becomes attention deficit hyperactivity 

disorder or ADHD.  

The way that diagnosis is used is closely related to medicalization. This medical classifica-

tion through diagnosis triggers medical action. It can be medication, behavioral treatment, and 

all sorts of programs that those labeled with the diagnosis are expected to follow. When that 

happens, the diagnosis becomes a step or an enabling factor of medicalization (Jutel, 2009). 

This would be the case when the “fat person” becomes the “obese patient.” At that turning 

point, the person has a medical pathology and becomes sick and has obligations to obtain 

treatment and to use various means to change her body shape. It can also be the other way 
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around where medicalization is the primary factor. An example would be new scientific and 

technological developments, like advances in fertility medicine, that drive on the medicaliza-

tion and as such, they create the need for new diagnosis. This is discussed in the article on 

surrogacy where the technological ability to create babies medicalizes not only the creation 

and formation of a new life, but also the longing for a child. Single parents, as well as same-

sex couples, are potential recipients of the diagnosis label of “involuntary childlessness,” and 

through becoming the consumers of medical procedures, they gain the status of “patients” in 

the health system. That, in turn, needs to be responded to by medical means where the surro-

gate mother is conceptualized as a form of treatment method in medicine.  

The classic way to structure the physician-patient relationship is by outlining the physi-

cian’s role as someone who listens to the patient’s story, conducts her examinations, draws 

conclusions, and sets the proper diagnosis. The diagnosis then explains and provides founda-

tion for the proper treatment. There is no doubt that during this process the diagnosis is a 

powerful tool of medicine, both necessary and helpful. The medical doctor must be able to 

rely on a categorized knowledge and generalized scientific facts. Nevertheless, the diagnosis 

can be a double-edged sword. Although its use can be very helpful, it can also bring with it 

downsides for the patient. This is most likely to happen when there is a gap between illness 

and disease. Here, illness refers to the patient’s description or feeling, whereas the diagnosis 

is the doctor’s definition, making sense of the sometimes messy narrative and changing it into 

a categorized fact where it is generally accepted and placed within an explanatory framework. 

There are those who long for the diagnostic label but do not get it because there are no visible 

biological indications, and as such, no negotiated generalized scientific reference for the com-

plaint. However, when the patient finally receives a diagnosis, he might experience relief and 

a feeling that life suddenly makes sense. An example would be patients with chronic fatigue 

syndrome. They experience unexplained fatigue and are unable to face simple tasks in life 

without a visible biological explanation. Without a diagnosis, their feeling seems unreal and 

they are not receiving the necessary understanding in society. Some are faced with the stigma 

of not behaving accordingly, labeled with some stigmatizing psychogenic explanation. To 

them, the diagnosis and gaining access to the sick role are a relief. 

On the other hand, the diagnosis itself can limit a person’s options and be traumatizing. 

Some people will deny their diagnostic label. We see this in the discussion on obesity where 

fat people claim that, instead of defining the state of being fat as a medical pathology, this 

diagnosis is instead a label causing discrimination (Patterson & Johnston, 2012). People with 
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Down syndrome have also denied their diagnostic label, like Pablo Pineda who, in a television 

interview, denies the categorization of Down syndrome as a medical pathology but refers to it 

as a characteristic (Pineda, 2015). Pineda, having Down syndrome himself, describes the need 

to escape the factual definition of the diagnostic label and the limitations that can come with 

it.  

Jutel (2009) further names routine screening of people without any symptoms for cancer as 

an example of disputable diagnosis. Claiming that this is a way of using medicine as a means 

to examining everyone, going from the assumption that we are all potentially sick until prov-

en healthy. Jutel refers to this and says: “The disease potential is a salient means of social 

control and is amplified by the ever-expanding technical access to new screening tools” 

(2009, p. 291). Through screening, people without any known illness receive positive screen-

ing results that sometimes lead to diagnosis of a disease. This early diagnosis can indeed pre-

vent harm as some screening programs most certainly do. However, there are also screening 

procedures that are highly debated since the diagnosis itself of potentially precancerous condi-

tions is based on biological changes that, if left untouched, do not always lead to illness and 

death. These false alarms, also called overdiagnosis, can be harmful in triggering unnecessary 

treatment as well as causing anxiety and even death to the diagnosed person (Adami et al., 

2019; Moynihan et al., 2012).  

These examples show the forceful impact of medical diagnoses. The ethical problems re-

lated to a diagnosis are especially likely to arise where there is a tension between illness and 

disease. This occurs when the connection between the personal experience of the patient (ill-

ness) and the professional perspective (disease) —based on the categorization and explanatory 

framework of the diagnosis, —are drifting apart. This deepens the dichotomy between the 

illness and the disease where the patient’s experience has little and sometimes no connection 

to the doctor’s professional perspective, as in the cases of Pablo Pineda and screening above. 

This gap is a potential ethical danger zone since the thread between the patient’s subjective 

experience (illness) and the doctor’s professional perspective (disease) is what forms the con-

nection between the doctor and patient. This connection is very important since it is a part of 

the foundation of medicine as a profession, resting on the caring bonds between human be-

ings. For the doctor to understand the illness, she must be able to listen to the patient and to 

sympathize with him. She must further realize and understand the connection between the 

patient’s particular case and the general knowledge of the medical explanatory framework. 

This leads us to the next theme where the discussion addresses the danger of viewing science 
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as the core of medicine and forgetting the importance of seeing medicine also as a humanistic 

endevour.   

4.2 The Second Theme: The Scientific Doctor and the Danger of Dehumaniza-

tion 

In the papers, I have already described how medicine can silence the patient’s voice and nar-

rative through the biomedical language of science. Pablo Pineda reflects upon this point when 

he, having Down syndrome himself, says, “I always say I am Pablo Pineda and that I have 

Down’s Syndrome. There is a big difference between ‘having’ and ‘being.’ ‘Being’ can crush 

you down and ‘having’ shows it is only one feature” (Pineda, 2018). In this interview, he re-

fuses to be defined only by a diagnostic label. I highlight a similar example in the article on 

fetal diagnosis where I discuss how the reference changes in medical texts where, instead of 

speaking about a fetus with trisomy 21 or Down syndrome, the authors refer to a pregnancy 

affected with (the disease of) Down syndrome and that can be dealt with by terminating this 

affected pregnancy. 

A similarly structured example already described in the article on obesity is when “fat 

people” are reduced to the medical pathology or “disease obesity”. In this example, the scien-

tific position describes the obese person primarily through objective descriptions of numbers, 

hormones, and morbidity and mortality risks with no real insight into the personal feelings 

and lives of fat people. In the article on surrogacy, it is argued that because of how surrogacy 

is conceptualized, scientific medicine is prone to undermine the humanity of the women car-

rying the fetus. She is then under the danger of being described as a part of the toolbox of the 

scientific doctor in the surrogacy process. 

The second theme will reflect further upon what has already been introduced in the papers; 

the potential danger of reducing people into organs and biochemical processes and even into 

medical pathologies like diseases. At the center of this discussion is the acknowledgement of 

medicine’s two important threads: the scientific and the humanistic threads. This challenge 

medicine faces, being an enterprise based on science for the good of the patient, creates a del-

icate balance that can easily be disturbed. I will here describe two possible ways of leading 

medicine astray: One possibility is the danger of science diverting medicine away from its 

ends where it instead aims towards “perfection” where medicine does not accept us as the 

imperfect mortal beings that we are. Another possibility is that the aim of medicine becomes 

too narrowly defined, where medical knowledge reduces the patient to organs, cells, and bio-

chemical processes. The focus is on the systematically and biomedically structured medical 
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pathology like the disease where the patient as a person can be lost. The then narrow aim of 

medicine is only to mend organs, not to heal patients. To connect this to the earlier discussion 

regarding the first theme, these two fallacies are more prone to happen when the disease or the 

professional perspective drifts too far apart from the illness or the subjective experience. In 

other words, the doctor’s diagnosis does not have proper contact, understanding, and sympa-

thy with the particular patient and his experience, narrative and sufferings. Then, there is the 

ethical danger of the doctor placing herself primarily with the generalizations of science 

which form the explanatory framework grounding the definition of the disease. This could 

undermine the importance of the subjective view inherent in the patient’s illness, i.e. the im-

portance of the patients’ narrative and complaint. This overemphasis on the generalizations of 

science can cause harm to the patient, occurring when the ends of medicine, being “the need 

of sick persons for care, cure, help, and healing” (Pellegrino, 1999, p.60) are no longer the 

primary focus.   

To gain better insight into this line of thought, I begin the discussion on the second theme 

by outlining further Jonsen’s historic description of medicine. This discussion was introduced 

in paper III, where the ethos of medicine and its emphasis on attention towards the patient 

was outlined. There, the two roots of medicine Jonsen introduces are discussed and it is high-

lighted how the development of the diagnosed diseases as a separate entity has deepened sci-

entific influence. I will then turn to examples showing how overemphasis on science can pose 

dangers to the humanity of the patient.  

4.2.1 Jonsen’s Two Roots of Medicine  

In his book, The New Medicine and the Old Ethics, Jonsen (1990) refers to an ancient founda-

tion of medicine which is constituted of two distinct traditions: one is the influence of Hip-

pocrates, the ancient Greek root of medicine, and the other is the medieval Christian tradition 

of medicine.  

In the Christian tradition, the general understanding was that the physician was, first and 

foremost, the instrument of God and a servant of the sufferer. The guiding light of those who 

looked after the sick and suffering in the Middle Ages is traced to the parable of the Good 

Samaritan in Luke 10:30-37. The attitude so clearly manifested in this story remains an im-

portant undercurrent in the relationship between doctor and patient. The story explains how 

suffering is noted and responded to (Winch, 1987). Accordingly, the medical doctor is called 

upon to heal and minister to anyone in need; the parable contends that every doctor follows in 

the footsteps of the Samaritan and every patient is his neighbor in God’s image. In other 
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words, working to heal and alleviate suffering means serving God and being concerned about 

a human being. One sees the person and, through one’s work, reveals her humanity regardless 

of identity; that is, cares for a human being without pronouncing a judgement (Gaita, 2002; 

Winch, 1987). This tradition is bringing with it a powerful duty where, “The Christian physi-

cian was obliged to remain in the plague-ridden city and to treat the poor without charge” 

(Jonsen, 1990, pp. 9–10). This strong duty is not only ancient history, or a dead letter. It is 

still very much alive as has been demonstrated in the current Covid-19 pandemic. As outlined 

in an editorial in Lancet, we see health care personnel all over the world tending to sick pa-

tients, and many of them are doing this without having the proper equipment to defend them-

selves (COVID-19: learning from experience, 2020).  As a consequence, the lives of doctors 

and nurses, as well as other health care staff, have been lost in the ongoing battle against this 

disease.  

The other tradition found when investigating the roots of medicine is what Jonsen refers to 

as the ancient Greek tradition of medicine. This is traced to ideas attributed to Hippocrates, 

the father of medicine. Three considerations in particular have caused him and his ideas to be 

considered the origin of modern medicine (Nuland, 1995). The first is the Hippocratic tradi-

tion and the idea that it was not a divine or supernatural power that was influencing diseases 

and their cure. In Hippocratic medicine, the physician was seen as a human and the disease 

was considered natural in origin. It was a part of the normal process of causes and conse-

quences. Thus, the cure was also a natural process. Therefore, it was important for the physi-

cian to depend on his reason and perception to describe a disease. Through reason and percep-

tion, the disease could be understood, its processes analyzed, and a cure sought. With these 

ideas, Hippocrates laid the foundation of medicine as an empirical science (Nuland, 1995). 

Nevertheless, the physician always has to look at each individual case and evaluate it as such 

since each individual could respond in a unique manner. Thus, in the Hippocratic sense, med-

icine was not only an academic subject; it demanded insight which not everyone could grasp 

and was also a form of art. 

This takes us to a second consideration that characterized Hippocratic medicine and strong-

ly influenced the development of Western medicine. The Hippocratic physician saw the dis-

ease not as a part of a general theoretical framework. She defined the disease in relation to 

each particular patient. In that sense she was a clinical physician, drawn from the Greek word 

kline which may be translated as bed (Nuland, 1995) and refers to a physician who attends to 



42 

the patient at his bedside. Thus, the clinical physician is first and foremost the person who 

takes care of the patient. She understands how the disease affects this particular person. 

The third hallmark of Hippocratic medicine was the Hippocratic oath (Hippocrates, 2008) 

which laid the foundation of a professional class. As a professional, the physician respects her 

profession and promises to always be guided by the patient’s welfare. Hippocrates empha-

sized that only by devoting your life to the profession was it possible to succeed and help the 

patient move towards better health (Hippocrates, 2008).  

The medical profession is now characterized by the tension between the natural sciences 

which can be traced to its Greek analytical background i.e. the idea that the disease was a pro-

cess of natural causes and consequences and the Christian tradition with its emphasis on car-

ing and compassion.  

Phrased in a different way, we can point to the medical student who has to understand the 

subject of medicine by learning the processes and the system which must be adopted: the 

symptoms, leading her to the correct diagnosis and treatment. But she must not stop here. She 

must understand that medicine is something more. To succeed in her profession, the physician 

must be aware that the patient is not simply a collection of natural processes, causes, and con-

sequences, but also a person with feelings, desires, and will. She also has to learn that things 

do not always turn out as intended. There is uncertainty and risk. The task of the clinical phy-

sician is to bridge the gap between the natural sciences and the insight into the particular pa-

tient’s life and experience. This has always influenced the professional career of the physician 

and carved its unique character.  

With the advances of medicine, the influence of biomedical sciences as the founding ele-

ment has increased. This tension between general knowledge based on the methods of science 

and the particular insight into this particular patient’s life and needs is again reflected in the 

history of diagnosis: 

[M]odern diagnosis did not emerge until the mid-nineteenth century. Before that 
time, diagnoses were fluid, fluctuating, and focused on the individual patient. 
Central to modern diagnosis was a conception of specific diseases that existed in-
dependently of individual patients. Each disease had a narrative or clinical course 
– a history, a present, and a prognosis, as well as an underlying mechanism (or 
pathophysiology). (McGann et al., 2011, p. XV) 

Here, it seems as though the diagnosed disease has almost gained a life of its own, where 

its connection to the individual patient is not the main thing but rather the systematic catego-
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rization to which it belongs. The common description of the disease becomes a world of its 

own and is almost independent of the patient. Instead of describing the patient’s narrative and 

viewing that as the origin, the fundamental truth comes with the general explanatory frame-

work of the diagnosis. There lies the knowledge against which everything is measured. The 

patient’s narrative has to be explained and understood in light of the diagnosis. This separa-

tion between the diagnosed disease and the patient continues: 

Beginning in the nineteenth century, the practice of diagnosis moved away from 
the patient’s subjective narrative toward clinical signs of diseases, detected 
through the physician’s unaided senses – palpation, observation, and percussion – 
which in turn gave way to a reliance on diagnostic technology. (McGann et al., 
2011, p. XV)  

This new series of technological advances—at first, simple medical instruments like the 

stethoscope and later, more refined measures like x-rays, EEGs, and MRIs—have revolution-

ized medicine. They are the foundation of medicine’s progress. However, it also increases the 

distance between the patient’s experience and the doctor’s objective world. The doctor is the 

expert in the objective world; she understands the scientific language used, places her trust in 

it, and begins to redefine medicine primarily as a scientific endeavor where the patient stays 

in the shadow. Here is where the danger of reducing medicine to science begins.  

It is necessary to base medical decisions on scientific evidence. But reducing medicine to  

medical science is problematic. This reduction omits medicine as an art and as a humanistic 

endevour. It further creates inaccurate aims for medicine. Firstly, the aims have a tendency to 

be unrealistic. As a result, it is forgotten that human beings are inherently imperfect, mortal 

beings and medicine’s true aims are in its ends, i.e., to support us in our weakness. If medi-

cine becomes medical science, there is a tendency to deny the frailty and inescapable mortali-

ty of human beings and the importance of helping and caring, not only healing and curing. In 

the next chapter, I will explain and discuss further how the ideal of the “immortal and healthy 

person” is an illusion that seems to become scientific medicine’s aim. It is then forgotten that 

we are all with some inherent faults, and as such we all have diseases and tendencies to get 

diseases simply because we are mortal beings.  

Secondly, medicine’s aims can be shortsighted where the scientific lens is most often nar-

row. Medical science tends to divide and compartmentalize the patient. If medicine is reduced 

to medical science, we can lose what is most important: the core of it all, the person herself. 

Then the aim is no longer the patient’s needs and well-being, as defines its ends, but instead, 
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the fate of the diagnosed disease. Both of these aims have lost their connection with the medi-

cine’s proper ends, and as such, can harm patients. I will now reflect upon both of these ethi-

cal concerns.  

4.2.2 When Medicine is Not True to its Ends: Ignoring the Vulnerability and Mortality of 

Human Beings
5
 

 “Georgiana” said he, “has it never occurred to you that the mark upon your cheek 
might be removed?” 

“No, indeed,” said she, smiling; but, perceiving the seriousness of his manner, she 
blushed deeply. “To tell you the truth, it has been so often called a charm that I 
was simple enough to imagine that it might be so.” 

“Ah, upon another face, perhaps it might,” replied her husband, “but never on 
yours. No, dearest Georgiana, you came so nearly perfect from the hand of Nature 
that this slightest defect, which we hesitate whether to term a defect or a beauty, 
shocks me, as being the visible mark of earthly imperfection.” (Hawthorne, 
1843/1987, p. 119) 

This quote is from a short story by Nathaniel Hawthorne called The Birthmark. The story is 

about the scientist, Aylmer, who marries the beautiful Georgiana. Although Georgiana is both 

beautiful and intelligent—in fact, almost perfect in every respect—she has one blemish: a 

birthmark on her cheek which, in her husband’s opinion, casts a shadow upon her beauty. 

Aylmer develops an obsession with this birthmark and wants to do all in his power to rid his 

wife of this flaw; she can only become perfect if the mark is removed. Aylmer is a famous 

scientist and he expends all of his energy on finding a scientific way to remove the birthmark. 

Finally, he blends a drink for her to consume to help the mark disappear. All goes according 

to plan: Georgiana ingests the drink and the birthmark vanishes. At long last, Aylmer has a 

perfect wife, with nothing to mar her beauty. But then the drink proves fatal. 

Hawthorne’s story deals with human imperfection and our attitudes toward it. Aylmer sees 

the birthmark “as being the visible mark of earthly imperfection,” and it is this earthly imper-

fection that is the cause of his animosity. It is this—the vulnerability, difficulties, disharmony, 

mortality, etc.—which Aylmer wants to eradicate at any cost. He is not prepared to face the 

fact that imperfection is an inescapable aspect of human existence and, in an important sense, 

                                                 
5 A part of this discussion has already been published in Icelandic in the article: Stefánsdóttir, Á. (2009). 

Fósturgreiningar: Tengslin við læknisfræðina, ófullkomleikann og lífshamingjuna. Hugur, 21, 30-51. 
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the key to the best qualities of human life. As Georgiana lay on her deathbed, the birthmark 

gone but her life ebbing away, her last words were: 

“My poor Aylmer” she repeated, with a more than human tenderness, “you have 
aimed loftily; you have done nobly. Do not repent that, with so high and pure a 
feeling, you have rejected the best that earth could offer. Aylmer, dearest Aylmer, 
I am dying!” (Hawthorne, 1843/1987, p. 130)  

It can be argued that if medicine is primarily considered a scientific endeavor it has the 
wrong aim, and does not adequately acknowledge its ends. This can happen when the ac-
ceptance of our imperfection and humanity stays in the shadows. This sort of endeavor would 
assume the same tendencies as the young scientist in the short story above: he only focuses on 
the flaw and forgets his wife. Conflating medicine with science can shift the aim from helping 
a vulnerable patient to something else entirely. The aim is to eliminate the “flaw” at all costs. 
Sometimes this goes so far that, if the “birthmark cannot be removed”, if it is an inherent part 
of the human being, as in cases of a fetus with Down syndrome, it is thought better to abort 
the foetus and thus prevent such an individual from being born. This could imply that the aim 
of medicine is to avoid all that can make us different, weak, and create difficulty in our lives, 
even to the extent that it is considered better to avoid their existence.  

We can also see these tendencies where the aim shifts in the discussion around obesity. 
Propaganda phrases like, “War against obesity,” are examples of ways when the debate is 
constructed in such a way that the person herself gets lost. Her vulnerability, and her feelings 
stay in the shadow and obesity is seen as an isolated “flaw” that is to be eradicated. Fat people 
themselves have described how they experience this “war against obesity” as a war against fat 
people (Pausé, 2014). As in the case of Aylmer, the aim to eradicate the “flaw” overshadows 
everything else, where no attention is paid to the possible consequences, and without ever 
trying to see the beauty in the imperfection.   

Sandel (2009) discusses in his book, The Case Against Perfection, the problems that face 
us if we make perfection our aim. I sympathize with Sandel’s view; I think it is fundamentally 
wrong to aim for some sort of perfection or to try to create only perfect people. Nevertheless, 
that is not the main point of my argument here; rather it is to show how medicine has a ten-
dency to deviate from its ends. I want to draw attention to the importance of guarding the old 
aim of medicine understood as ends. I am in this respect referring to Pellegrino’s description 
of the ends of medicine as “the need of sick persons for care, cure, help, and healing” (1999, 
p. 60). In other words, to remember that medicine’s aim is primarily a humanistic endeavor 
dominated by the need to help and support a human being in need. All medical deeds gain 
their meaning through these ends.  
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Medicine under the dominance of science has not merely been criticized for being unable 
to accept us as we are with all our imperfections. It has also been depicted as aiming to make 
our lives shallow and meaningless since the only thing that matters is to reduce pain, increase 
well-being, and prolong life. This view is reflected in the book, Discussions of Simone Weil, 
by Rush Rhees (2000) which discusses the philosopher, Simone Weil, and her vision on suf-
fering. Weil maintains that meaning may be found in suffering and the book presents a certain 
perception that medicine encourages the mirage that life must be free of suffering; a view 
which exposes the inability to accept our limitations and mortality: 

People think of human suffering as some sort of mistake, or something which the 
advance of medicine has not yet managed to deal with but given time we shall be 
able to put it right. With the progress of medicine and of genetics and other sci-
ences, suffering can practically be stamped out. (Rhees, 2000, pp. 174–175)  

The above quote appears to describe a similar attitude to human imperfection—in this case, 
suffering—and the same kind of vision of medicine where its progress is the progress of sci-
ence, as presented in Hawthorne’s story. Medicine is here depicted as sharing the same aim as 
science where medicine aims to remove all of our suffering, and suffering is described as 
mere mistakes in human existence. The quote above could be interpreted as science viewing 
the perfect life as one that is free of pain. If science-directed medicine could help us mold our 
lives in this fashion, should we do it? We should keep in mind that when Simone Weil is crit-
icizing this view, she is not claiming that suffering itself is desirable or an aim in life; rather, 
she is pointing out that it is a grave mistake to assume that difficulties and sufferings will re-
duce the value of people’s lives. Life simply has a deeper meaning than the sole search for 
well-being and the avoidance of suffering. It is also an oversimplification to describe the aim  
of medicine as eradicating suffering and seeing suffering as some sort of mere mistake. To 
understand the true aim of medicine, it is necessary to describe it by referring to the ends that 
give medicine its meaning, i.e., where medicine responds to “the need of sick persons for 
care, cure, help, and healing” (Pellegrino, 1999, p.60). Here, as in the example of Aylmer’s 
wife, it is necessary to focus on the sick person, not their alleged flaw.  

I will now continue to reflect upon this important difference and relate it to the discussion 
in paper III. When the fetus—or maybe more correctly, the pregnancy—is labeled with the 
diagnosis “Down Syndrome”, the question is aroused whether the pregnancy should be termi-
nated. By doing so, the future frequency of those with the functional impairment of “Down 
syndrome” is lowered in the population. Since Down syndrome is associated with a higher 
incidence of many diseases this intervention is seen as a way of disease prevention. When 
those families of people with Down syndrome who criticize the policy to abort the fetus with 
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Down syndrome, they deny this as being a solution to a problem. They do not accept this way 
of structuring the discussion. They question the premise that a problem exists and they do not 
view this as e.g. disease prevention since they are not viewing the label of Down syndrome as 
a medical pathology or as anything that needs to be prevented (Björnsson, 2001). Some de-
scribe the process to abort the fetus like removing a natural variation that occurs in life. Life is 
unexpected, varied, and rich, and above all, not always as we want it to be. The sociologist, 
Dóra S. Bjarnason—mother of a disabled young man—describes this as follows:  

Human diversity is at the core of society. A community where highly educated 
health care staff advise parents to have a fetus aborted on the grounds that it may 
be born with disability, is guided by prejudice and ignorance. In my view, this is 
as unthinkable as aborting a foetus because of its gender or skin colour. Disabled 
people are a necessary aspect of the social spectrum, in the same way as the cho-
rus in Beethoven’s ninth symphony or the strings in Mahler’s music. (Bjarnason, 
2001, p. 35)  

According to this view, unexpected circumstances in life, such as the birth of a disabled 
child, do not signify a mistake or accident; as indicated by both parents above, such events 
help assign meaning to life.  

If those who criticize the search for fetuses with trisomy 21 in the texts above are right, 
then physicians have a very limited insight into human existence. Doctors, according to their 
critics, appear to be strictly focused on lowering the frequency of diseases and eliminating 
pain. As a consequence, they show a lack of comprehension of life itself, where you do not 
comfort a person in pain by eliminating her. It should be noted that here they would be refer-
ring to fetuses or, in other words, future persons with Down syndrome, where excessive em-
phasis was put on preventing their birth instead of accepting them as they are with their quali-
ties and faults.  

This criticism of medicine, voiced by Down syndrome activists and their families de-
scribed in the article on fetal diagnosis, refers to the “scientific doctor” or in other words the 
doctor who has reduced medicine to medical science and thereby forgotten the Christian root 
of medicine described earlier. The Christian root outlined above reminds us that the core of 
the physician’s focus is always the patient and the role of the doctor is to help and heal. Such 
a doctor knows that the patient is vulnerable and mortal. If this knowledge is forgotten, medi-
cine is no longer true to its ends. 

I might now be criticized for painting the challenges of life in strong colors by using the 

example of NIPT to reflect upon the doctor, who understands medicine primarily as a scien-

tific endeavor. I further refer to this particular example of fetal diagnosis and the search for 
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the Down syndrome fetus as being steered by an incorrect aim where medicine is no longer 

true to its ends. Or as claiming the use of NIPT to be an example of a type of medicine aiming 

at eradicating human imperfection thus potentially harming “the best the earth can offer” 

(Hawthorne, 1843/1987, p. 130).  

When science becomes too dominating, medicine has a tendency to deviate from its ends 

by following a new aim instead of focusing on “…the need of sick persons for care, cure, 

help, and healing” (Pellegrino, 1999, p. 60). I want to highlight that it is the need of the sick 

person that shapes the end, where the existence and infinite value of the imperfect, vulnerable, 

and mortal person is never doubted. Of course, this description of medicine, where the “scien-

tific doctor” plays the leading role, is not to be taken as all encompassing. It does not describe 

all doctors but describes some doctors and what can possibly happen. It should be noted that I 

am primarily outlining ethical concerns, where medicine may cause a specific type of harm 

towards patients or groups of people and the purpose of the discussion is to show how this 

harm can occur. 

In this discussion, the fetus with Down syndrome is referred to as being in some sense 

equivalent to “the patient”, whereas the will of the prospective parents are not addressed at all. 

This can be seen as a weakness in my argumentation. There are many who would not accept 

the fetus as having any possibility of being referred to as a patient in any discussion. The fetus 

has a questionable position in this respect and certainly the position and the will of the parents 

does matter. The article on fetal diagnosis reflects upon both the status of the fetus and NIPT 

as a reproductive choice. In the current discussion, it is necessary to recall that and to high-

light three things in defense of focusing on the fetus in this argumentation. Firstly, that the 

functional impairment or the “flaw” itself is located in the fetus, not in the parents. Secondly, 

although the fetus is not a person, it can be referred to as having the potential of becoming a 

person. Thirdly, the decisions we make regarding this potential or future person are influ-

enced by and does influence the way we regard people with Down syndrome that are alive 

today (Diaz, 2019; Lord, 2013; Bryant et al., 2022).  

Finally, although, I refer in this discussion to NIPT as an example showing how medicine 

can deviate from its ends, I am not making generalizations about fetal diagnosis. Fetal diagno-

sis is one of the important tools of modern medicine. As such, it can certainly prove benefi-

cial. Nevertheless, its proper use is very ethically challenging for the medical doctor. The dif-

ficulty in handling the information coming from fetal diagnosis is always hard since it in-

volves predicting the value of the future life of any person based only on their genetic traits. 

What matters in this discussion is also the difficulty of this particular diagnosis where the gap 
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between illness, (the personal narrative of people with Down syndrome and their families) on 

one hand, and disease, (the doctor’s idea of Down syndrome) on the other, can be wide. This 

gap is further heavily influenced by social, cultural, and even political forces. This influence 

on the decisions and choices, e.g., regarding NIPT, have also been discussed in the article on 

fetal diagnosis. When I claim the gap between illness and disease in this discussion to be wide 

I am  referring to those who deny this as being pathological at all. In other words, those who 

do not accept Down syndrome as being a functional impairment that should be screened for 

and claim that such policies lack tolerance towards human diversity and difference (Lord, 

2013). For them, there is not a matching illness, or increased suffering, hence there is no need 

for this screening policy. The human rights lawyer Janet E. Lord (2013) has pointed out that 

human rights law has evolved in its conceptualization of disability whereas it now views disa-

bility not as medical pathology but as a human rights matter impacting a highly marginalized 

population (Lord, 2013). This perspective is at the core of the Convention on the Rights of 

Persons with Disability (CRPD). Those interpreting this convention have claimed that using 

NIPT in antenatal screening is a form of discrimination against fetuses with Down Syndrome 

and as such a breech of this convention (Diaz, 2019). These views conflict with the main-

stream medical view described above. Regardless of whether Down syndrome is an impair-

ment that needs to be screened for or not, those offering NIPT to prospective parents must be 

aware of both views, i.e. the understanding of Down syndrome as an impairment that should 

be prevented from being born and Down syndrome as a sign of human diversity or character-

istic of a highly marginalized population. For the medical doctor to remember these two 

views as worthy of respect, it is helpful to keep in mind some fundamental perspectives in 

life. I am here referring to what was discussed above that the medical doctor needs to remem-

ber that there is beauty in what might be seen as imperfection, and that we are all vulnerable, 

and that we are all mortal. By saying this, I am not trying to defend a view claiming that med-

ical doctors should ignore the wishes of parents wanting to abort a fetus with Down syn-

drome. What I am on the other hand drawing attention to is that when doctors and policy 

makers structure policies around fetal diagnosis and when medical doctors speak to parents 

two things need to be clear: Firstly, as disability scholars, Down syndrome activists as well as 

human right lawyers have repeatadly pointed out, it is not possible to claim the Down syn-

drome fetus as being of less value than that of other fetus. Secondly, the decisions that follow 

when tests like NIPT are offered have a normative dimension from which the doctor cannot 

escape. In other words, medical decisions have an ethical dimension and it is necessary for 

medical doctors to be familiar with what that entails. 
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In summary, when the aim of medicine deviates from its ends where the main focus is 

eradication of pain and imperfection, the humanity of those who are sick and vulnerable can 

be threatened. As a result, the meaning of medicine can change since medicine is no longer 

true to its ends. 

I will now turn to the second ethical concern that can occur if medicine is only described as 
a scientific endeavor. Here, I refer to the doctor who sees only organs and diseases but misses 
the person. 

4.2.3 When Medicine is Not True to its Ends: Seeing Organs and Diseases but Missing 

the Person 

In paper III, there is a reference to the story, The Death of Ivan Ilyich. There, Tolstoy draws 

up an excellent example of a physician who lacks the understanding of how a disease relates 

to a patient’s life. He only speaks about organs but seems to be totally ignorant towards the 

patient as a person, his feelings and the fact that Ivan Ilyich is dying.  

The doctor completely omits what is, in fact, the core of a clinical doctor’s profession and 

what separates him from the scientist: the human connection where the doctor has to notice 

and care about the patient. The story is written more than a century ago, yet is illustrative of 

how a certain trend in modern medicine can manifest itself, reducing the patient to organs and 

letting their disease overshadow them. I will reflect further upon this trend in this chapter.  

Advances in science and the focus on the diagnosis has laid the foundation for what has 

been labeled “the biomedical model” as dominant in medical research. New medical 

knowledge thus being analytical, biochemical, and reductionistic where the truth about dis-

eases is primarily sought at the deepest biological levels (Allert et al., 1996; Kirkengen et al., 

2016). This way of constructing medical knowledge has also been very successful, especially 

in fighting infectious diseases. It does, however, have its downsides. In the report published 

by Hasting Center, mentioned earlier, this is described in the following way: “At the clinical 

end, a purely biomedical model too often leads to a reductionistic approach to patients, en-

couraging clinicians to treat them not as whole persons but as collections of organ or molecu-

lar systems” (Callahan & Hanson, 1999, p. 35). 

This reduction of the person to collections of organ or molecular systems can manifest it-

self in many ways in modern medicine. The evaluation of mammography screening is a cur-

rent example of how compartmentalizing the patient can be misleading. In this case, instead 

of viewing the whole person, only certain organs are in focus and thereby the results of ques-

tionable value. Mammography screening to prevent breast cancer is an accepted form of can-

cer prevention in many countries and recommended in the European Union (Basu et al., 



51 

2018). The benefit of this screening is nevertheless debated (Adami et al., 2019; Autier et al., 

2017; Njor et al., 2013). Most researchers agree that, by screening for breast cancer, it is pos-

sible to reduce mortality from breast cancer, which at first glance is a positive measure. What 

complicates this, however, is that the screening process does not lower total mortality. It has 

even been debated whether groups of women who participate in screening for breast cancer 

have a higher total mortality rate than those who do not participate in such screening. This 

might be interpreted as an action where the “lives and health of women” are reduced to the 

“life and health of breasts” since only by doing that there is a clear benefit in screening. In 

other words, by simply viewing the breasts and the only parameter being death from breast 

cancer, the benefit is clear. Here, it seems to be forgotten that the core of the issue is human 

lives, not simply breast cancer rates. If the whole person is kept in perspective, the results 

become more complicated and the harm and benefits much more difficult to evaluate. The 

number of deaths from breast cancer prevented must be weighed against possible harms and 

deaths resulting from overdiagnosis and anxiety related to screening. These deaths are related 

to adverse reactions from over-treatment, heart and vascular diseases, and anxiety and depres-

sion, all of which can result from screening. These additional deaths which the screening per 

se causes, can outweigh the possible benefits of screening. In light of this, breast cancer 

screening may well be questioned (Adami et al., 2019).  

 Another example where the patient might be reduced to a mere collection of organs is 

considered in the article on surrogacy. When surrogacy is conceptualized as medical treat-

ment, there is always the danger of giving the prospective parents priority. They would then 

be in the role of the patients and the gestating mother is referred to not as an agent but as a 

“surrogate” and becomes “instrumental” and a part of the medical means to cure infertility. 

One of the ethical concerns regarding this conceptualization is therefore the danger of reduc-

ing the pregnant women to a fertility organ. Although, this is not likely in the more affluent 

parts of the world where the social status of the gestating mother and the prospective parents 

is similar, this is a concern in transnational surrogacy arrangements in poorer countries (Gun-

narsson Payne et al., 2020). 

The biochemical model is not only criticized for compartmentalization of the patient; it al-

so shows lack of insight into what the patient truly wants and even is. In response, there is a 

movement that advocates for a different model to describe the connection between the doctor 

and the patient. This has been labeled “patient centered medicine” (Stewart et al., 2013). The 

aim is to change the doctor-patient relationship based on paternalism and authority and refer 

instead to a model that is founded on the ethical principle of patients’ autonomy. This ap-



52 

proach is, in many ways, promising in its attempt to advocate for a more holistic view of the 

patient and involving the patient in decision-making in health care service. Sacristán (2013) 

has described this model and responses to it:  

In fact, in the last few decades, health care has been characterized by a provider-
centered model [2] with an emphasis on the evaluation and treatment of diseases 
rather than the evaluation and treatment of patients. Personalized medicine reach-
es its full significance as the opposite of “depersonalized medicine” or “illnessori-
ented care”, the aim of which is to treat the illness, not the patients with the ill-
ness. (Sacristán, 2013, p. 1 of 8) 

Sacristán (2013, p.2 of 8) summarizes the highlights of it in a comparison in the following 

table: 

Characteristics of the traditional medical model and patient-centered medicine  

Traditional medical model Patient-centered medicine  

Provider-centered model Patient-centered model 

Founded on the principles of beneficence and 

authoritarianism  

Founded on the principle of autonomy  

Disease-oriented care Patient-oriented care 

Focuses on outcomes of importance for phy-

sicians and regulators 

Focuses on outcomes of importance for pa-

tients 

The patient’s perspective is usually ignored The patient’s preferences, objectives and 

values are taken into account during decision 

making and delivery of health care 

Compliance with the physician’s decisions The patient and physician share decision 

making  

Improve outcomes for the average patient Improve outcomes for the individual patient 

Population-oriented research Patient-oriented research 
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In this approach described by Sacristán (2013), the attention is on the patient’s preference 

but it is nevertheless founded on evidence-based medicine. This comparison emphasizes the 

fact that medical knowledge should not be solely based on the biomedical model and popula-

tion-oriented research. Information and knowledge should also be gathered from the individu-

al patient. This takes into account the fact that the knowledge that medicine needs is not only 

biological processes—where the human being is structured as a machine without the ghost—

or in other words, are depleted of a soul. To base medical knowledge on a real human being 

and see character, thoughts, and will as an integrated part of it calls for additional ways of 

constructing medical knowledge. This needs to be done by giving alternative manners of re-

search—like research based on qualitative methods—a role along with the former named 

classical scientific methods of biology.  

This approach, being evidence-based but placing the patient and his preferences at the cen-

ter, promises to lessen the gap between the patient and the disease or, in other words, is an 

attempt to put the lost person back into the lens of the scientific doctor.  

It is promising when medical work does not leave the patient in the shadows. Nevertheless, 

I want to name three concerns regarding the view described by Sacristán (2013) where the 

emphasis is on patient autonomy as the founding principle in medical work.  

First, it is important to be careful that this approach does not undermine the importance of 

beneficence in medicine. The medical profession must value both the patients’ autonomy and 

their beneficence. In her work, the medical doctor must listen to the patient and respect his 

wishes, but she is also bound by the promise to do what is in the patient’s best interest and not 

to harm him. It can be difficult to value both. On the one hand, the patient that is seeking the 

doctor’s help is in a weak position where he always needs support and has to be able to trust 

the doctor to perform in his best interest. On the other hand, it is important for the doctor to 

know the patient’s values and goals so she can meet his needs within that framework (Ár-

nason & Hjörleifsson, 2016). The doctor has to support the patient and use her knowledge to 

benefit him while also respecting his wishes within the framework of medicine. In Sacristán’s 

(2013) description of the patient-centered model, there is the danger of an overemphasis on 

patient autonomy. That could lead to a system where the main drives are preferences but wel-

fare and needs stay in the shadow. Although this may not be the case in other models on pa-

tient-centered medicine, I do find it necessary to draw attention to this possibility and the need 

for it to be addressed as these models develop. 
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The second concern, is that we must also remember that if the emphasis on autonomy with-

in the health system becomes too strong, there is an unrealistic belief in the patient’s ability to 

express a clear opinion within the health system. As a consequence, the patient might gain 

more responsibility for the treatment than is justifiable and is then less likely to receive the 

support he needs. Why do I doubt the ability of the patient to express his opinions within the 

health system? The health care system is a system of power and the physician-patient rela-

tionship is not based on a mutual connection between equals. I am not saying here that it 

should be; I am simply stating this as an inescapable fact. The $ system is structured to meet 

the needs of those who often cannot take care of themselves and are dependent on receiving 

help (Árnason & Hjörleifsson, 2016). That per se moulds the way the medical system tends to 

work. To illustrate my point that autonomy is an elusive value within the health system, I 

want to recall the description of how women in maternity care make decisions, as discussed in 

the article on fetal diagnosis. The article provides examples of young, relatively healthy, and 

often, well-educated women in maternity care who are given a choice regarding fetal testing. 

It can be debated whether these women are ill at all. Although pregnant, they are healthy, and 

yet they are placed in a system where they take on the role of a patient, and simply to be in 

that role seems to make them less autonomous. Research has shown that, in these circum-

stances, even these healthy women were choosing what they thought their doctors and mid-

wives expected of them (Kristjansdottir & Gottfredsdottir, 2014). Pregnant women are most 

certainly a vulnerable group, but not necessarily when compared to other patients. These 

women are usually not suffering from more debilitating illnesses, and they are well-informed 

and physically able to make decisions. Hence, the vision of a well-informed autonomous per-

son in a discussion with health care personnel within the health care system on an equal basis 

is very challenging to achieve, even among the relatively healthy and most affluent people.  

That leads us to the third concern: if health care is “founded on the principle of autonomy” 

as Sacristan (2013) describes it above, that might increase the gap within health care services 

between the patients who are strong and well-informed, on the one hand, and those who are 

marginalized and weak on the other. Sacristán (2013) mentions this worry in his description 

of patient-centered medicine: 

For the patients, decision aids have been developed that could help them in this 
process [23], but the patients would need to fundamentally change their attitudes 
and have a greater level of literacy to fully benefit from these aids. Patients must 
clearly describe their expectations and choices, and accept the uncertainty that 
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surrounds each medical decision. The patients must also understand that their re-
sponsibility is to not just follow their doctors’ orders but also take joint responsi-
bility for the decisions and therapeutic strategies agreed with their doctors, and 
accept the results of these decisions. (Sacristán, 2013, p. 3 of 8) 

A health care system where there is this strong emphasis on patient autonomy may margin-

alize those who cannot speak up for themselves, whereas patients who are strong and power-

ful would use up the restricted resources of money and health care personnel in the system in 

order to meet their personal preferences. This could undermine just distribution of health care, 

where there is not enough attention to helping those who are the most vulnerable and in need. 

The biomedical model described above has a tendency to compartmentalize the patient and 

forget the most important thing in the work of the doctor which is the person; the patient him-

self, and his life, the person whose needs medicine should attend to according to the ends pre-

viously described. The patient-centered model briefly outlined above is an important and 

promising reaction to the criticism the biomedical model has received. The three concerns 

regarding the patient-centered model are not meant to undermine this approach, but rather to 

highlight challenges that need to be met when it is practiced. In health care services, it is al-

ways fundamental to keep the patient at the center. Nevertheless, it is also important to focus 

on the patient’s needs as well as his preferences and not to overestimate the patient’s power 

and underestimate the patient’s need for help and support. Finally, it is also necessary to pre-

vent processes that lead to a health system where those most vulnerable and in the most need 

of help are marginalized.  

4.2.4 How Does Medicine Deviate From its Ends?   

Under the second theme, we have discussed how the aim of medicine can change when medi-

cine enters new grounds, as described in papers I–III. The focus has been on how undue em-

phasis on scientific aspects of medicine can influence the aim so medicine loses connection 

with its ends. I have described two ways in which this can happen. Firstly, when our imper-

fection and mortality are no longer acknowledged within medicine. Secondly, when the medi-

cal lens becomes too narrow and human beings are reduced to organs, biochemical molecules, 

and processes. Here, the patient as a person is no longer at the center and so medicine is not 

true to its ends.  

When medicine is described solely from the perspective of peer-reviewed articles in con-

temporary medical journals—where the emphasis is on scientific facts—the Christian root 

Jonsen (1990) describes seems to be lost. As a consequence, we might think that patients 
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within the field of medicine have already been reduced to biomedical processes. Of course, 

that is an oversimplification of what medicine stands for. Fields like family medicine that cul-

tivate ideas like those presented by advocates of patient centered medicine prove otherwise. 

Nevertheless, there is this tendency within medical work to reduce the art of medicine to a 

simple scientific endeavor and, as a consequence, the patient as the central focus is forgotten. 

That is why we need a reminder telling us that, although scientific facts are fundamental ele-

ments of medicine, they are not adequate to describe everything which medicine stands for. I 

want to argue that all models describing medicine need to include awareness of the infinite 

value of the vulnerable and mortal patient. The trend of describing medicine as a biomedical 

science must be met by reminding us that it is also an endeavor based on a calling where the 

vocation is a response to a need (Koehn, 1994, pp. 54–69). It is based on what Pellegrino de-

scribes as “the universal human experience of illness.…the need of sick persons for care, cure, 

help, and healing” (Pellegrino, 1999, p. 60). When medicine is conflated with science these 

ends of medicine stay in the shadow and can even be lost. To remember the ends of medicine, 

it is necessary to resist influences undermining the humanity of the patient, described above 

under the discussion of the second theme.  

Pellegrino further reminds us why we need to remember the ends of medicine and resist 

undue influences on medical practice:  

Preserving the ends of medicine, and not just the goals society may construct for 
medicine, is an essential safeguard not simply for the integrity of medical ethics 
and practice, but for the safety and well-being of all the vulnerable members of 
our society. (Pellegrino, 1999, p. 67) 

This description is in harmony with the Christian root that Jonsen (1990) describes, and in 

that tradition, the doctor is not only keeping her focus on the patient but on the vulnerable 

patient. The weakest call coming from those most vulnerable is the most important call. That 

is why the medical doctor has to be especially sensitive to the marginalized voices. This leads 

us to the third theme: the marginalized patient and the oppressed voices.  

4.3 The Third Theme: The Marginalized Patient and the Oppressed Voices 

“One of the central insights of feminist work is that the greatest danger of oppression lies 

where bias is so pervasive as to be invisible” (Sherwin, 1992, p. 10). This quote captures the 

essence and the necessity of the third theme, where I will describe the marginalized voices. I 

examine the personal voices of patients who are marginalized and in a vulnerable position in 
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health services. When they have the opportunity to speak they describe oppression within the 

health system. Oppression is a value laden concept, sometimes complicated to interpret. In its 

simplest form it can be said to “occur[s] when one group has more access to power and privi-

lege than another group, and when that power and privilege is used to maintain the status quo 

(i.e., domination of one group over another)ˮ (David et al., 2014 p. 3). In my discussion I rely 

on a definiton of oppression based on the works of Marilyn Frye which Sherwin draws upon. 

Sherwin (1992) describes the concept in the following way: 

Marilyn Frye (1983) has defined oppression as an interlocking series of restrictions and 

barriers that reduce the options available to people on the basis of their membership in a 

group. Oppression is often insidious, because the individual practices that make up the 

system of barriers may look innocent when examined on their own; their role as re-

straints may be easily obscured. As Frye notes, however, when the various oppressive 

practices are seen as an interwoven set of institutionalized norms, the pattern of re-

striction becomes clear. (p. 13) 

In the current discussion, the focus is on people in a marginalized position in society and 

within the health system. They describe their encounter with the health system where they 

feel powerless and dominated. I focus on the voices of fat people, disabled people, and wom-

en in a marginalized position participating in surrogacy procedures. I will argue that insight 

into these groups’ conditions from their own perspectives is an important part of the theoreti-

cal work in medicine. It is important to recognize them and their criticism to understand the 

key examples in this thesis. To notice these voices and respond to them is in accordance with 

the old Christian idea where the medical doctor has to note and respond to the vulnerable. It 

can also be seen as a feministic approach in medical theorizing since it relies on viewing the 

patient in relation to his surroundings as will be discussed further under the fourth theme.  

These voices, and their lack of visibility (or audibility) in mainstream medicine, are ad-

dressed in all of the papers. In paper I, on surrogacy, the absence of accepting the gestating 

mother as a driver in the surrogacy process when it is regarded as medical treatment is noted 

and reflected upon. The conceptualization of her role as being a surrogate, or some sort of a 

temporary substitute and tool towards some other persons’ end within the health care system, 

is troubling. It further highlights the shortcoming of any description of this process that does 

not give her voice a clear presence. Paper II, on obesity discusses fat people’s criticism of 

medicine along with the need to give their voice a central role in the medical discussion on 

obesity. I further take up this discussion in paper III, on fetal diagnosis. There, the criticism of 
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medicine comes from disability studies and Down syndrome activists. Their simple question 

is “Why?” Why are fetuses screened for Down syndrome? What is wrong with us? They 

themselves have Down syndrome and are leading good and worthy lives.  

In this section, I reflect upon similar voices belonging to the same group of people as those 

described in the articles. The emphasis is on voices in a marginalized position. I start by out-

lining them and looking at how they are expressed. I will describe why it is so important to 

listen to them and how medicine can deviate from its ends and inherent values if we ignore 

them. It is noteworthy that the majority of them, at least in the three key examples, are wom-

en’s voices. I will reflect briefly on that fact and connect the discussion to the feministic criti-

cism of medicine which leads us to the description and meaning of oppression in this context. 

Finally, I will introduce the last theme reflected in the papers which focuses on how to avoid 

oppression. This fourth theme highlights the importance of social justice and the need to see 

medicine in a political light where we focus on the relational view.  

4.3.1 The Voices  

I will now address the question: How are these voices presented and why can medicine devi-

ate from its ends and inherent values if we ignore them? First, the voices of fat people, disa-

bled people, and gestating women will be described. These voices are chosen since they re-

flect those discussed in the key examples of the thesis. These voices are not necessarily re-

flecting the experience of the majority of those belonging to these groups and are using the 

healths services. They are to viewed primarily as marginalized voices highlighting potential 

harm that can occur in the encounter between the doctor and the patient. Although, these ex-

amples can not be generalized it is necessary to take these voices seriously. In the end of this 

section, I will spell out why it is important to listen to them as they express how medicine can 

deviate from its ends and inherent values. 

The journal Narrative Inquiry in Bioethics published personal narratives from a symposi-

um inspired by the American Medical Association’s decision to label obesity as a disease 

(DuBois et al., 2014). These personal narratives are from fat people who describe their en-

counters with the health system. They were specifically asked to describe whether and how 

their weight affected their relationship with their doctor. The stories give us insight into the 

often difficult and sometimes stigmatic relationship between the doctor and the fat patient. 

The stories reflect how some physicians lack insight into what it really means to be a fat per-

son as well as totally ignoring the complexity of it:  
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In the middle of an annual pelvic exam, the gynecologist said to me, “You should 
apply to be on ‘The Biggest Loser.’” I was too stunned and embarrassed to mutter 
anything more than a comment that I didn’t think that, being quite introverted, I 
was a good candidate for a reality TV show. She argued with me about that. I felt 
blindsided, intensely vulnerable, and dumbstruck—completely unable to re-
spond—and later, when the shock wore off, incandescent with impotent rage. 
(Brass, 2014, p. 89) 

The text shows a lack of sensitivity towards the complexity of being an unique person with a 

history, hopes, and feelings. The doctor sees only an obese patient. There is no possibility that 

the patient has other diseases than “obesity” and as a consequence, the doctor hinders the pa-

tient from receiving accurate treatment for other illnesses: 

[S]he rolled her eyes, gave a very deep sigh and said to me, “Every fat woman 
wants to believe it’s because of her thyroid and it never, ever is.” I was so embar-
rassed for having even brought the subject up that in an effort to save face, I re-
acted to my shame by replying, “Yeah, I just assume my extreme lack of energy 
and excess weight is simply because I eat too much.” She said, “Right, so let’s not 
even bother running these tests.” It was at least ten years later that I finally had the 
thyroid panel run and found out it was very low functioning. (Bruk, 2014, p. 91) 

Another woman describes the same experience where there seems to be some sort of an inher-

ent impossibility for her to suffer from anything other than obesity: 

[S]ince I first hit my teens and was told I was obese, I have never had a doctor’s 
appointment where my weight was not under discussion. I can visit for a rash, or a 
stomach bug, or contraception, or just be registering with a new doctor, but every 
appointment will become about my weight … Sometimes my problem may be put 
down to a condition associated with weight, such as high blood sugar (which I do 
not have) or high blood pressure (which I do not have), but it is assumed I have 
because of how I look. Wheezing and heavy breathing due to the flu are consid-
ered to be due to my weight. If I contradict, I am considered a liar. When I talk 
about my diet no one believes me, because I am morbidly obese and everything I 
eat must be fast food. If I talk about enjoying long walks, I must be lying, because 
I’m morbidly obese and therefore can’t be exercising. If I talk about avoiding 
group exercise activity due to discrimination, I must be lying about its occurrence, 
because they have not experienced the same discrimination. Clearly I am just lazy. 
(Moore, 2014, p. 110) 
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Lack of insight into the lives of fat people and not seeing them as the persons they really are 

creates shame and stigma, especially in relation to health services: 

All during these years I struggled to control my weight. I went to Weight Watch-
ers four times. I tried hypnosis. Between those programs I went on numerous di-
ets. But I always gained the weight back, plus a little more. In total I have lost and 
gained almost 200 pounds though dieting. I was terrified of going to the doctor. I 
did not want to be shamed. I did not want to be lectured to. I did not want official 
confirmation of my absence of worth. (Anonymous One, 2014, p. 97)  

This feeling is further described: 

From a fat person’s perspective, the “war on obesity” is a war on fat people. It’s a 
license to bully, shame, and ostracize fat people and deny us employment, medi-
cal care, and even ordinary family life because we don’t look right. Fat people, 
proclaimed by medical authority to be the enemy and identifiable on sight as out-
siders, are made into targets for all kinds of free-floating anger. (Hansen, 2014, p. 
99) 

Fat people also criticize the solutions they are offered from health care professionals. Most 

often these solutions consist of telling them they are not as they should be and they should do 

something about that: 

After several appointments like this, one of the OBs hesitantly said, “Well, you 
know, we’re concerned . . . do you know you’re obese?” What I wanted to say 
was, “Gosh, that’s why most of the clothes in the catalogs don’t fit! I had no idea! 
Thank you so much, Doctor!”. (Hansen, 2014, p. 100) 

The health system is criticized for both a lack of understanding of what is labeled as the prob-

lem of obesity as well as not being able to come up with any real solution. It is further criti-

cized for systematically excluding fat people and marginalizing them: 

Before I even talk to my doctor, I am set apart from the other visitors by my size. 
Chairs in waiting rooms and treatment rooms may be too flimsy for me, or have 
arms that prevent me using them. Sometimes I attempt to sit on an examination 
table and it groans, or I will be asked not to sit on it at all. More than once I have 
had to stand during my appointment, or ask for another chair, or sit on the floor 
whilst waiting to see someone. Every visit to a doctor begins with the anxiety that 
this will happen, and the embarrassment of dealing with it if and when it does. 
This is the starting point for my interactions with doctors—the physical reminder 
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that I am apart and different and that it is not their job to take care of me but my 
job to change and accommodate them. In this way the physical limitations of a 
doctor’s office are emblematic of the relations between patient and doctor. 
(Moore, 2014, p. 110). 

There is much debate around the AMA’s decision to declare obesity a disease (Stoner & 

Cornwall, 2014). The voices of fat people themselves are diverse on the issue. Some are re-

lieved and hope for more real support to meet the challenges of life when being fat (Brass, 

2014). Others express certain fears for further stigmatization: 

The AMA’s decision to further medicalise my body and refer to it as diseased—a 
body that I love, a body that is carrying me around with no health problems, is just 
another reason for me to fear the medical establishment that wants to hurt me and 
have me thank them for it. (Moore, 2014, p. 112) 

As discussed in paper II, the health care system and medical doctors are criticized by fat peo-

ple for ignoring them as individuals, as persons with history, feelings, and narratives. They 

are instead reduced to something which is “scientifically obese” and should change or made 

to disappear in some exotic way. We see scientific phrases where the prevalence of obesity is 

to be lowered or obesity even eradicated. Fat people are rebutting this: “But no matter how 

many times we get told that we are wrong just for existing, we go on existing, in public even. 

How dare we?” (Hansen, 2014, p. 99). 

This discussion and these narratives of fat people have similarities to how people with dis-

abilities have described their encounters with the health system (Bishop & Sunderland, 2013). 

They complain about being first and foremost seen as being a diagnosis or some label instead 

of being the unique person they are: 

What I failed to realize was that because physicians tend to see disabled persons 
only in a patient role, rather than recognizing the multiple facets of a human be-
ing, which includes the professional aspect, it is challenging for them to alter their 
perspective. (Minicozzi, 2013, p. 211)  

Another person describes this in the following way: 

All I can say is that it felt like the doctor only saw me as a medical diagnosis. As-
sumptions were made about my intellect based on my size, even despite having 
been given a bit of background on me as a person. (Birmingham, 2013, p. 187)  

They are labeled through the diagnosis which also emphasizes their inadequacy: 
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Until those with disabilities are able to stand up and speak freely, labels will con-
tinue to take precedence over our true identities. Not being good enough is inad-
vertently projected. The expected standards are represented in our everyday lives; 
in magazines, in television, in the media; it is unavoidable. When we see these 
things from an early age, we grow up with reinforced beliefs of inadequacies. 
(Michael, 2013, p. 207)  

Being inferior to others because you have a diagnosis of disability that labels you increases 

the feeling of exclusion. It emphasizes how disabled people are not as they should be and, 

even as in the case of fetal diagnosis like NIPT, that they should not exist. Their existence 

should be hindered and prevented. Claims like these are increasing their marginalization with-

in society (Hofmann, 2017).  

Although disabled people are being described as patients, where their disability diagnosis 

seems to be what primarily defines them, research has shown that they are also marginalized 

within the health service. When they really need the attention of medical doctors and assis-

tance from the health system, they often meet systematic hindrances as well as prejudice be-

cause of their disability, and in some cases their doctors even consider them unable to have 

any other diseases than the disability itself (Drainoni et al., 2006; World Health Organization, 

2011).  

These stories reflect examples of when the diagnosis itself or their label can hinder people. 

Hence, these are examples of when these groups are stigmatized and marginalized within the 

health sector. When I refer to stigma in this context it is understood as a negative marker 

where the way the person is (e.g. by being fat) automatically influences the way other people 

behave towards her. Cockerham (2016) characterizes those who are stigmatized as follows: 

“People with such attributes are those who are different from the majority of other people, but 

different in a negative way and are subjected to discrimination because of it” (p. 211).  In the 

stories above, both fat people and disabled people are describing how they meet attitudes 

where they are not listened to, where their narratives on what is wrong or how they feel are 

dismissed because of their diagnosis and/or their appearances. Although these stories cannot 

be generalized as referring to all interactions within the health system, they are not merely 

isolated stories but a verified reality through multiple studies on the lives of both fat people 

and disabled people (Drainoni et al., 2006; Tomiyama et al., 2018; World Health Organiza-

tion, 2011). Another example of stigmatized groups where people have risen against the diag-

nosis itself, felt it stigmatizing and tried to reclaim their own identity, is those with a psychiat-

ric diagnoses or deemed “mad” as they themselves say. Here I am referring to “Mad studies”, 
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where scholars, who many have acquired a psychiatric diagnosis, criticize what they call “bi-

omedical psychiatry” often being “so distant from our lived realities” (LeFrançois, 2016, p. 

v). They describe a need to rebut the way medicine has defined them and their lives, because 

it has not been altogether helpful. They attempt to do so through mad studies, finding that, 

“This allows those of us deemed mad to formulate and advance our own understandings, the-

ories, research, actions, practices and knowledges, each of which carries an inherently en-

hanced credibility because of direct experience” (LeFrançois, 2016, p. v).  

These voices represented by the academic fields of Disability studies, Mad studies, and Fat 

studies all demonstrate the need of people with medical diagnoses to describe their personal 

experience and rise up against oppression within medicine, where stigma and the power of the 

diagnosis have marginalized them even further within society. This underlines the importance 

of medicine being described and understood not only as a biomedical science but also as a 

practice with a humanitarian grounding that can sympathize with patients as well as groups of 

patients and systematically tries to understand their feelings and experiences in life. These 

personal stories described in the text above and the field of academic research reflecting on 

them is not from mainstream medical research, but mostly from critical social sciences. Nev-

ertheless, they are a helpful addition to the necessary insights that doctors need in order to be 

true to their vocation.  

 I have so far not discussed these encounters with the health care system as an issue of 

gender. The stories above from fat people and disabled people, as well as stories of mad peo-

ple, could be stories from both men and women. Nevertheless, it is interesting that most of the 

stories come from women (Bishop & Sunderland, 2013; DuBois et al., 2014; Russo & 

Sweeney, 2016). It was also fat women in the US who first voiced their criticism towards 

medical doctors (Rothblum & Solovay, 2009). When the voices of disabled people within the 

health system are described, they are most often the voices of women, perhaps because what 

is often under discussion is reproduction, contraception, and childbirth, all of which seem to 

be women’s private concerns (Björnsdóttir et al., 2017). In all three articles discussed in this 

thesis, women’s experiences are at the core. This raises the question of whether women are, in 

general, more prone to be objectified within the health care system than men. If that is the 

case, it raises special concern that needs to be addressed.  

Feminist bioethicists examine the women’s positions within the health system. They have 

argued that women constitute an oppressed group within the health system (Sherwin, 1992). 

The articles in this thesis support that claim. In the next section, I will reflect further upon 
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these views and connect to the voices of women who have given birth to babies at surrogate 

clinics in India.  

4.3.2 Women’s Voices 

Feminist studies have shown that women, in general, are in a more vulnerable position within 

society than men. We further know that women have historically received worse health care 

than men only because they are women, as have other oppressed groups in society (McMur-

ray et al., 1991). Many of the normal experiences of women, like menstruation, gestation and 

childbirth, as well as menopause, have been addressed as illnesses, thus medicalizing wom-

en’s sexuality (Sherwin, 1992). Through medicalization, it is possible for the medical profes-

sion to gain increased control over women’s lives. These facts make it necessary to be gender-

specific and regard their position within the health system separately from men.  

Viewing surrogacy practices gives us the opportunity to reflect upon gender issues within 

health care. Although there are several studies that give voices to gestational women partici-

pating in the surrogacy process, more research still needs to be done in order to gain sufficient 

insights into the experience of women acting as surrogates (Yee et al., 2020). These experi-

ences are varied since the issues under discussion in places like India, Canada, and the U.S 

are not the same. What primarily influences the motives and experiences of women is not 

least the background and the circumstances in which they live (Gunnarsson Payne et al., 

2020). In the current discussion, it is important to pay special attention to the voices of vul-

nerable and marginalized women and view their position in relation to new technology within 

medicine. Several qualitative research studies have occurred regarding women giving birth to 

children in surrogacy clinics. Some of these practices reveal the oppression of women, medi-

calization of the female body, and global inequalities. To follow up on these cases, I will here 

use as a reference an ethnographic study on commercial surrogacy in India by Amrite Pande 

(2010). She describes it as follows: 

I conducted fieldwork in Anand between 2006 and 2008. My research has includ-
ed in-depth open format interviews with forty-two surrogates, their husbands and 
in-laws, eight intending parents, two doctors, and two surrogacy brokers. Typical-
ly, the interviews took a narrative form, with the woman responding to my request 
to “tell me about your life and how you got into surrogacy.” (Pande, 2010, p. 974) 

In this research, Pande throws light on the situation of the Indian women taking part in the 

surrogacy process as gestating mothers, as well as interviewing other stakeholders. This re-
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search highlights the complexity of this issue and the importance of viewing the process 

through a wide lens where nothing can be interpreted adequately without taking into account 

at least class, gender, and culture (Sherwin, 1999). The poverty of the women, as well as their 

duty towards their family, are shaping their choices:  

Naseem, a thirty-year-old surrogate and mother of a three-year-old boy, heard 
about surrogacy from the nurses when she went to have her second child aborted: 
“When Jayati [a nurse at the clinic and an informal broker] heard that I am getting 
the cutting [abortion] done because I can’t afford to feed another child, she told 
me about surrogacy. She told me there is nothing immoral about it, so I agreed. 
(Pande, 2010, p. 976) 

Difficult circumstances and poverty heavily influence these women’s decisions in the matter: 

Who would choose to do this? This is not work, this is majboori [a compulsion]. 
It’s just something we have to do to survive. When we heard of surrogacy, we 
didn’t have any clothes to wear after the rains—just one pair that used to get 
wet—and the roof of our house had collapsed. What were we to do? (Pande, 2010, 
p. 988) 

Instead of describing the act of surrogacy as an informed choice, they constructed the mean-

ing of it as a gift they had a chance to give their family: 

I will use the money to educate my children and repair my house. I know I won’t 
have anything left for later but I don’t want to do it (surrogacy) again. Matron 
Madam is right. God has been generous this time. He has given me the biggest 
gift – the opportunity to help my family. I don’t want to be greedy and try for the 
second time. (Pande, 2011, p. 621) 

Another woman expresses the same attitude:  

 I am doing this basically for my children’s education and my daughter’s mar-
riage. I am not greedy for the money. This surrogacy is like God has blessed me 
and given me the opportunity to do something for them. (Pande, 2011, p. 622) 

These stories show how vulnerable women in marginalized positions, i.e., because of poverty, 

can be. Here, one of the women “working as a surrogate” in India lists her daily schedule at 

the clinic: 

Get up at 8 a.m. and have some vitamins with our breakfast. Sleep. Get up in time 
for Doctor Madam’s visit. Sleep. Get up for lunch. Mostly we get served a fixed 



66 

lunch, along with whatever medicines we have left. The doctor wants me to eat 
too much here. I enjoyed it in the beginning, but now sometimes I feel like I 
would burst! Madam has told us that all mothers who want a healthy baby should 
take this diet. I know it’s required for the baby, so I can’t create a fuss. (Pande, 
2010, p. 982) 

The clinic even controls the most basic bodily functions, like how much you eat, and then 

imposes disciplinary measures:  

I am being extra careful now because Doctor Madam has said if everything looks 
all right in the ultrasound I can go visit my children. I don’t want to do anything 
that will make Madam change her mind about letting me go home for a day or 
two. (Pande, 2010, p. 982) 

Everything has to go well in order for this mother to be permitted to go home and visit her 

own children. She has to be the perfect surrogate and behave accordingly. Although, I do not 

realize whether I am in any way capable of understanding the feelings and choices of these 

women, I find their voices disturbing.  

It is important to emphasize two things. First, these voices should not be generalized in any 

way. As mentioned above, there are other studies based on interviews with gestating women 

in Canada that focus on other issues (Yee et al., 2020). Secondly, surrogacy does not respect 

borders; it is a global praxis as can be seen from the fact that Icelandic parents, like many oth-

er parents in the more affluent parts of the world, have used the service of Indian surrogates. 

This gives these voices global relevance. Hence, it is important for the ethical discussion on 

surrogacy everywhere to pay special attention to surrogacy procedures in the poorer parts of 

the world because this is where the women are most vulnerable. 

In spite of this, I do not bring these stories into light primarily to criticize these practices. I 

am highlighting them to give further examples of marginalized voices of women in a vulnera-

ble position where the use of modern technology in medicine marginalizes them even further 

and makes them more vulnerable. That is what makes them interesting in the current discus-

sion. I also want to highlight the importance of using a wide lens where situations and cir-

cumstances are given ethical relevance.  

In general, those who are already marginalized and vulnerable within the medical system 

seem to be prone to becoming more marginalized and vulnerable when medicine evolves into 

new fields. I will discuss this further in the next chapter. 
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4.3.3 Why Does the Practice of Medicine Deviate From its Ends and Inherent Values?  

All of the voices above are reactions to medicine. The voices indicate a power imbalance, a 

medical oppression where the patients are structured as objects of medicine, are no longer in 

control of their lives, and are no longer accepted as experts in their own lives. Instead, their 

lives and the way they should be and live is medically structured and not always to their own 

benefit.  

Again, we are faced with a type of medicine that seems to have difficulties accepting hu-

manity in all its diversity, i.e. to a humanity that is characterized by the imperfection and mor-

tality of every human being, the very imperfection that unites us (Weil, 1986). The descrip-

tions from the voices above are a response to the sort of medicine that generalizes them and 

reduces them as persons even to a collection of organs or biomedical processes. What further 

characterizes the marginalized voices in this thesis is the fact that they are often from women, 

from those who are poor, and from those who have a low status in society.  

To notice the marginalized voices and gain a better understanding of their situation, 

knowledge from mainstream empirical science is not enough. These voices are sometimes 

invisible unless we search for them as marginalized voices are easy to miss with conventional 

research methods. (Morimoto et al., 2014; Stefánsdóttir et al., 2015). Therefore, to tease out 

these experiences, alternative methods of qualitative research, like narrative inquiry and inclu-

sive research are necessary (Atkinson, 2004; Clandinin, 2013; Nin, 2917). Thesemethodologi-

cal approaches are specifically designed to address marginalized voices. They have repeatedly 

come up within research in critical sociology. Examples of these critical approaches that are 

specifically aimed at examining medicine, often by criticizing mainstream views in medicine 

on their lives are: Deaf studies, Mad studies, Fat studies and Disability studies. All these dis-

ciplines have roots in feminist ideas. All are formed as a reaction to an oppressive state of 

affairs. They frequently describe voices of people who have become more oppressed and 

whose position in life has worsened due to medical attention. Their reaction is a demonstra-

tion of medicine’s influence on their lives. Knowledge and awareness of their experiences is 

necessary if we are to prevent harm towards people in this position as medicine enters new 

grounds.  

At this stage, I want to clarify two things. The first is that I have so far discussed contradic-

tory descriptions of medicine. Medicine has been described as a humanitarian endeavor that 

focuses on the patient, caring for and curing those who suffer, those who are vulnerable, and 

those who need help. This is the medical doctor described earlier by Pellegrino (1999) and 
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Jonsen (1990). Such a doctor works within a tradition that listens and is sensitive to the pa-

tient’s vulnerability. There has also been reference to medicine described as a profession that 

primarily refers to the biomedical view of the human body where the patient as a person 

seems to be lost. The oppressed voices above seem to reflect and criticize this latter type of 

medicine which is heavily influenced by empirical science and technology where the patient 

seems to be a mere body almost without a soul. It is not my intention to claim that medicine is 

primarily of this type, and is mainly concerned with biomedical descriptions of the body, for-

getting the person inhabiting it. On the contrary, medicine is much more, as this thesis repeat-

edly states. It also needs to be acknowledged that many subdivisions and fields within medi-

cine are grounded in views derived from the premise that human beings were not best de-

scribed through biomedical processes. Hence, this thesis does not emphasize that medicine is 

only based on biomedical science; rather, it emphasizes that these tendencies within medical 

theorizing to oversimplify and restructure the patient primarily as the subject of biomedical 

science and technology have the potential to undermine the patient’s humanity as well as the 

ends of medicine. Fortunately, this does not describe what happens in all medical encounters 

but it has happened in the cases the voices above describe and that is of concern. 

My latter clarification is that it is now helpful to recall that the three key examples in paper 

I–III that this thesis is based on are chosen because they reflect examples where medicine 

enters new grounds. In this discussion, we are focusing on new grounds where developments 

in medicine are driven by constructional forces like new technological means, market and 

public demands, and ideas of human enhancement. These constructional forces can and do in 

the cases of the key examples cause medicine to deviate from its ends and inherent values. 

What happens in all of them, and has been described under the discussion on the themes 

above is: Firstly, there is a drift where the gap between the patient’s narrative and subjective 

experience  (illness) and the doctor’s professional perspective (disease), based on science, 

widens. Secondly, biomedical science becomes the dominant drive in medical thinking, and 

the feelings and narrative of the patient stay in the shadows. This lack of insight into the pa-

tient’s reality can undermine their importance and humanity. The ethical understanding, em-

phasizing the well-being of those most vulnerable in the given situations, is no longer at the 

center. Thirdly, the voices described above demonstrate how this can make medicine oppres-

sive. These processes can occur when medicine, influenced by constructional forces, enters 

new grounds. I am not claiming that this is generally what happens when medicine progresses 

and takes on new tasks, neither am I saying that this only happens when medicine enters new 



69 

ground. I am only highlighting that this is what these key examples in the papers show us can 

happen when medicine enters new grounds. What we can now add to the discussion in the 

papers is that, by looking at these three examples together, we get a clearer picture of how this 

can be seen as an oppressive process that repeats itself. This process described through the 

discussion of the first, second and third theme, summarized above, forms a flow of connected 

processes. As such it outlines how the progress of medicine where the ends and inherent val-

ues of medicine are not respected and as a consequence it can harm vulnerable patients.  

Now we can turn to the question: Why does medicine deviate from its ends and inherent 

values if we ignore these voices? Medicine is not best described as being biomedical or scien-

tific since we are not only biological beings (Kirkengen et al., 2016). Although these elements 

are a part of medicine, medicine is something more. Apart from being mere bodies, we are 

persons, individuals with feelings and aims in life. If medicine evolves in such a way that it 

becomes primarily a technical and scientific endeavor the medical doctor loses her ability to 

listen closely, even listen to that which is unspoken, listen to the voices of the weak, vulnera-

ble, and oppressed. This is a description of medicine not being true to its ends. In all three key 

examples of this thesis, the medical ear is not catching all the tunes. To be able to do this, the 

medical doctor has to listen to each and every patient but also to look up, use a wider lens, 

and see the patient not only in the consulting room but also through the web of human con-

nections that has taken part in forming each person’s character and life story. Hence, medical 

doctors need to be able to see each patient for what he is and be able to contextually reflect 

upon the patient. Here, the doctor has to rely on now marginalized research methods within 

the field of medicine, and rely on the approaches used by philosophy, anthropology, and the 

social sciences. Hence, it is not enough for doctors to improve their interactive skills with 

patients; medical knowledge has to include this as a part of its knowledge base. These fields 

are helpful in getting a better picture of life conditions and in understanding the patient’s 

point of view as well as detecting vulnerable groups in need of special attention. If this view 

is left out, the inherent values of medicine are not guarded, and medicine can actually harm 

the vulnerable patient.  

This leads us to the last theme we can see in the three papers: “The relational view,” ac-

knowledging that we are not only biological and personal, but are also contextual beings. 

Feminist health care ethics or feminist bioethics emphasize the importance of viewing ethical 

issues in health care through a wider lens than is usually applied in mainstream bioethics 

(Sherwin, 1999). The basis for this is the description of the human condition through a web of 
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persons rather than being constructed of distributed atomic selves (Donchin & Scully, 2015; 

Sherwin, 1992, 1999; Willett et al., 2016). Incorporating this view in medical thinking is help-

ful, not only to notice the weak and vulnerable, but also to gain a firm ground when consider-

ing questions regarding medicine and social justice.  

4.4 The Fourth Theme: Using a Relational Lens to Detect Oppression 

Since our identities, values, opportunities, and choices are shaped and constrained 
by the personal and public relations into which we are born and from which our 
characters develop, the sort of beings we are calls for a relational lens to interpret 
all of our ethical concepts. And, we insist, that relational lens must be a feminist 
one; that is, it must be one that is consciously attentive to the political dimensions 
of one’s relational status as it is influenced by factors such as race, gender, socio-
economic class, ability status, age, and ethnicity. (Sherwin & Stockdale, 2017, p. 
15)  

The voices of fat people, disabled people, and pregnant women described in the chapter above 

were not expressed in the consultation room. Hence, the clinical doctor can easily miss them. 

Although their voices are difficult to detect, they give a very important insight into the issues 

discussed in the key examples in the papers. Under the fourth theme, I address how we can 

gain a better insight into their relevance as well as how the pain they describe might be pre-

vented.  

To be able to adequately understand many bioethical questions, it is not enough to focus on 

the interaction between the doctor and patient. The social and political context in which pa-

tients, doctors, and policy-makers are situated also needs to be considered (Sherwin & Stock-

dale, 2017). This wider lens is what Sherwin and Stockdale (2017) refer to as the relational 

lens. This view has been applied in all of the articles discussing the key examples in this the-

sis. Political questions have been asked and their relevance acknowledged in order to gain a 

proper understanding of the issues under discussion and to find acceptable solutions. In paper 

I, on surrogacy, it is necessary to see the process not only as involving the gestating mother, 

the intended parents, and the medical doctor. This process has to be viewed as a social matter 

where we must evaluate our common understanding and the meaning of roles like mother-

hood, not just privately but also publicly. We further need to evaluate the status and relation 

of all of those participating in the process. Are people in general under a social pressure to 

have children? How and why? Does new technology commodify children? Does the possibil-

ity of surrogacy pose a new threat to poor women where the offer to become a surrogate is 
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something they cannot deny because of their unacceptable circumstances? All of these issues 

have already been discussed. Paper III, on obesity emphasizes the importance of seeing it as a 

public issue rather than a private problem. Public policy and the environment create a great 

influence on the average weight of those inhabiting it. I also discussed the stigma that fat peo-

ple face and how that restricts their options in life. Finally, in paper III, when discussion fetal 

diagnosis, the wider lens was used to highlight the difficulty of the choices that prospective 

parents face regarding fetal diagnosis. The political aspect further forces us to reflect upon the 

policy to offer this choice and ask ourselves to honestly determine what this choice means and 

whether and why this choice is relevant, as well as considering who has and what constitutes 

a good and worthy life.  

These questions, some of which have been discussed more thoroughly than others, all 

comprise a part of the wider picture. They concern oppression as well as ideas surrounding 

social justice. They are meant to throw light on how injustice can manifest itself. To fight 

injustice and to promote not only a good but also a just health care, medical doctors have an 

important role. They are partly responsible for structuring the health care system as well as 

driving the processes discussed in the papers of the thesis.  

Under this theme, I will discuss this view and argue for its importance. When we are eval-

uating whether current changes in our health service are good or bad, this is one perspective 

we need to consider. The former three themes showed us how the changes discussed in the 

articles could undermine the inherent values and ends of medicine. This last theme—the need 

to acknowledge this wider perspective—has the same purpose. If we do not acknowledge it, 

medicine can become oppressive without us noticing it, and then the practice of medicine  

deviates away from its ends and inherent values. To follow this thread, I will use insights 

from feminist bioethics (Collier & Haliburton, 2015; Flynn, 2021; Sherwin, 1992). The femi-

nist approach pays special attention to women’s experiences and, as such, is of interest when 

the key examples that form this particular thesis are under discussion. Further, feminist bio-

ethics focuses on oppression and marginalized groups. It aims at expressing insights into the 

lives and experiences of those most disadvantaged in society (Flynn, 2021). What characteriz-

es feminist ethics cannot described in terms of conflicts between individuals, but in “focusing 

on the larger political, institutional, and social contexts within which these conflicts occur” 

(Collier & Haliburton, 2015, p. 50).  

The next sections will outline the basis for this way of thinking about ethical dilemmas and 

show how this approach can be beneficial in medical work. I begin by outlining the feminist 
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approach to which I am referring. This view is rooted in ideas based on the social self and 

relational theory (Mackenzie & Stoljar, 2000b). I will then connect this way of theorizing 

about bioethics to the key examples by arguing for the importance of including the wider pic-

ture and by acknowledging the importance of our diversity. Both approaches are aimed at 

making us more sensitive to the marginal voices in our society and thus better able to resist 

oppression in medical work. 

4.4.1 What is Relational Approach Within Feminist Ethics?  

In their article, “Whither bioethics now? The promise of relational theory,” Sherwin and 

Stockdale say, “Feminist bioethicists have made significant achievements using relational 

theory to shape the notion of autonomy, bringing to light the relevance of patients’ social cir-

cumstances and where they are situated within systems of privilege and oppression” (Sherwin 

& Stockdale, 2017, p. 7). To understand their claim, it is necessary to explain what they mean 

by referring to relational theory and how that approach has shaped the notion of autonomy. 

The term “relational theory” comes from the discussion on relational autonomy within 

feminist theory (Mackenzie & Stoljar, 2000b). There, relational autonomy is an umbrella term 

referring to autonomy definitions with a range of perspectives based on the ideas of the social 

self, thus emphasizing a rich account of the autonomous agent: 

These perspectives are premised on a shared conviction, the conviction that per-
sons are socially embedded and that agents’ identities are formed within the con-
text of social relationships and shaped by a complex of intersecting social deter-
minants, such as race, class, gender, and ethnicity. (Mackenzie & Stoljar, 2000a, 
p.  4) 

Relational theories have drawn our attention to the influence of context on autonomy, where 

the focus is on the relation between the agent’s self-understanding, her social surroundings, 

and her abilities that are necessary to be autonomous (Mackenzie & Stoljar, 2000a). This ap-

proach views autonomy as a capacity that can be developed and held up to a degree. The more 

that the individual possesses this ability, the better. It is further believed that we all have the 

potential to develop these capacities and that we are entitled to support in doing so. 

According to these ideas, the context influences and shapes the way we understand our-

selves at every moment. The main emphasis in autonomy research is here to describe and ana-

lyze the social sphere’s influence on the self. For instance, how other people, culture, and 

gender affect personal autonomy and political activity (Mackenzie & Stoljar, 2000a). This 
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can, for example, be done by investigating the relation between autonomy and self-respect, on 

the one hand, and self-trust on the other, and then seek to understand how this influences au-

tonomy (Mackenzie & Stoljar, 2000a; McLeod & Sherwin, 2000). Here, the significance of 

others in shaping our lives has gained ethical importance as well as the influence of our social 

context, in general (Mackenzie & Stoljar, 2000a). As a result, it also becomes the purpose of 

relational approaches to analyze the specific ways in which oppressive socialization and op-

pressive social relationships can impede autonomous agency (Mackenzie & Stoljar, 2000a).  

What makes these feminist ideas interesting for the approach of this thesis is this potential 

to detect oppression and notice and respond to people in a marginalized position. By using the 

perspectives of relational autonomy, we need to take into account the influence of the sur-

roundings in a wide sense. We are thus forced to consider political views when evaluating 

people’s options and choices and when we determine who is responsible for these choices. 

This shapes our ideas of where the actual ethical problem is located as well as the focus on 

solutions to the ethical problems. Therefore, this view sharpens our sensitivity towards op-

pression and enhances our means to be more aware of invisible trends in society strengthening 

the position of those in power.  

To illustrate how this approach can be used in ethical discussion, it is helpful to regard the 

example of internal oppression. By using the notion of relational autonomy, it is possible to 

draw attention to the context in which the person lives and how the circumstances of her life 

may influence her personal autonomy. Willett et al. (2016) define internal oppression as when 

a person accepts a situation that is not acceptable. She refers to examples of women who view 

themselves as less worthy than men and, hence, expect less for themselves than men. Women 

are then internalizing the values of the patriarchy where they are commonly regarded as ob-

jects and not valued fully as self-governing agents. When these ideas are internalized, they 

diminish their self-worth and undermine their self-respect. This limits their options and di-

minishes their autonomy. It has even been argued that women as a group are less autonomous 

than men because of diminished self-respect, and consequently claimed that this has under-

mined their equality of opportunity. Consequently, this has revealed an example of serious 

systematic injustice in society (Meyers, 1989). When we focus on the agent in isolation and 

ignore the social context, we fail to detect internal oppression because it is already internal-

ized in the longings and desires of the individual and what she expects for herself. If we do 

not see and react to this, certain groups continue to suffer from a systematic lack of equal ac-

cess to benefits in society.  
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In the next two sections, I will use this relational approach to reflect upon the key exam-

ples described in paper I–III and in medical work. My aim is to show why it is necessary to 

identify marginalization and oppression within the health care system.  

4.4.2 The Ethical Relevance of the Big Picture  

When we use the relational lens to reflect upon these perspectives on autonomy, it is possible 

to see how they can be helpful in analyzing the situation of different participants involved in 

the key examples of the thesis. This opens up possibilities for an ethical reflection where we 

can shift the emphasis regarding choices, duties, and responsibilities. 

The contextual approach of the fourth theme is about ways to detect and analyze the ethical 

situation of fat people. It emphasizes the importance of seeing them as socially embedded and 

viewing their choices and responsibilities differently. Instead of localizing the real problem 

within the person herself, thereby placing the responsibility for the “obesity problem” only on 

fat people, it can be seen also as an environmental and social problem and as a political pro-

ject. This will shape the emphasis on different solutions rather than just drugs, behavior modi-

fication, and surgery. Including environmental influence, as well as ideas on who are respon-

sible for creating such an environment, gives way for a new type of discussion. It opens up 

the possibility to discuss political actions that influence public health and assign responsibility 

to those decisions. As it becomes acknowledged that increased obesity is not only due to per-

sonal decisions, this view gives way to a more shared responsibility for why people gain 

weight and a resultant relief from stigma. 

The same can be said for the approach to the surrogacy process. If we recall the stories of 

the women in Pande’s research, we can easily see why it is necessary to regard their options 

and choices in a political light (2010). Their position in life leaves them with limited choices 

and it may even be said that they have internalized their situation which prevents them from 

expecting better for themselves as they have accepted their role as well as their limited choic-

es. This highlights the marginalized position of the woman carrying the child and her vulner-

ability towards further marginalization. Although the option to define surrogacy as an adop-

tion does not completely change that, it is nevertheless an attempt to give her a more central 

position in this process. When reflecting upon the process of surrogacy and the need to have a 

child, we can also pose the question of whether there is undue pressure on people to have 

children and if and how that pressure is connected to new technological options.  

Finally, this contextual approach gives us an opportunity to discuss and evaluate in a dif-

ferent way the options and choices of parents and women, in particular, when deciding 
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whether to accept an offer of a prenatal test like NIPT as well as facing results from prenatal 

diagnosis. We can use this approach to theorize on how the view on the lives of disabled peo-

ple influences personal choices as well as policy-making regarding fetal diagnosis. To answer 

this question, it is necessary to reflect upon it by using a wider lens, i.e., to regard the rela-

tional perspective where we are aware of culture, gender, class, etc. 

When we do an ethical evaluation of these questions about choices and responsibilities, it 

is not enough to focus on what happens in the interaction between the doctor and the patient. 

We also need to reflect upon the underlying reasons for the options given, as well as question 

the location of the problem. These are political questions as well as policy decisions. I discuss 

them in all of the key examples and they play a major role in my conclusion in all of the pa-

pers. In the case of surrogacy, I focus on the process itself and suggest that we rethink it and 

restructure our way of conceptualizing it. In the discussion on obesity, I emphasize the need 

to see this as a political problem, not just a lifestyle disease where the fat person is often as-

sumed to bear all the responsibility. The real ethical problem here is not necessarily the fact 

that many people gain too much weight, but rather the potential violence against fat people, 

through stigmatization as well as marginalization within the health sector. This potential vio-

lence can never be the responsibility of fat people themselves; this is a much more deep-

rooted problem ingrained in our culture. Finally, when discussing fetal diagnosis, I claim we 

also need to step back, ask where the problem is located, and why are we offering these 

choices. 

In this discussion, I am not claiming that the choices we make inside the consultation room 

should always be doubted as being inauthentic. Far from it. The most important choice is the 

one coming from the person herself. But, to only regard the personal choice in isolation and 

give the larger picture no ethical relevance is nevertheless a very limited view. These limita-

tions are especially problematic when we consider responsibilities and solutions. If we omit 

the political picture from the discussion on obesity—the structure of the environment and 

people’s lack of access to good living conditions—we will never bring any true solution to the 

particular problem of people gaining too much weight. The reason for that happening is not 

and cannot be the existence of fat people as is indicated in public health propaganda phrases 

mentioned earlier like “War on obesity”.  If there is a culprit in this case, it is to be situated in 

the surroundings and the fact that our living conditions are not adequate. The responsibility 

for people gaining too much weight is therefore primarily political. The reason why I take this 

clear stance on the issue is partly pragmatic—since this stance is more likely to give good 
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results—and partly ethical, because it does not involve oppression towards fat people 

(Kleinert & Horton, 2015). 

This shows that the broader view considering the person as contextually situated gives us 

an opportunity to ask questions about how we define problems and whether the solutions giv-

en are solving real problems or pseudo-problems. As in the discussion of obesity, we can use 

this broader view to rethink fetal diagnosis. When structuring health policy, offering choices 

to parents within health care and defining fetal diagnosis as a solution to a problem begs the 

question: Solution to what problem? Why is there a given preconception that the birth of a 

baby with a disability is a problem? The relational view makes us consider these questions not 

only as personal choices or health issues but also as political questions and as questions of 

social justice, where the importance and meaning of the life of disabled people is not automat-

ically deemed of lesser worth than the life of those who are not with disability.  

A part of the process necessary to enhance social justice is to give space and attention to 

alternative voices. We need these voices to give everyone, especially those currently in a 

marginalized and stigmatized position, an opportunity to gain a healthy self-image and self-

respect. An example of important views necessary for such a reflection are the activists speak-

ing for fat people and disabled people, who have gained strength to rise above the oppression 

facing those in a marginalized position by describing their own lives. By doing this, they have 

inspired others to do the same (Friedman, 2000). Through public appearances, fat women, as 

well as people with Down syndrome, have served as role models to others in a similar situa-

tion. Their voices have the potential to make changes through different norms that others can 

use to reflect upon themselves and help them create a self-image where they can realize their 

self-worth and enhance their self-respect. The only way to acknowledge this as ethically im-

portant is to accept the individual as a relational being and to view the self as socially embed-

ded.  

It is very important to reflect upon the marginalized voices in surrogacy. These voices 

show us how oppressive surroundings can and do hinder their speech. We need to ask what it 

means if they are participating in a socially unacceptable process out of need. When the deed 

itself is also stigmatizing, it is hard to speak up and almost impossible to do that of your own 

accord (Pande, 2009). This is why qualitative research describing the voices of Indian women 

participating in the process, like the one by Pande, is so important. It does not tell us in gen-

eral what all women carrying a child for another couple feel. It uncovers the voices of those 

most vulnerable and marginalized in the surrogacy process. That is important knowledge 
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since we gain a wider picture and better knowledge of what this process can mean and how it 

can possibly cause harm. It helps pave the way for real solutions: political solutions, such as 

structuring laws and public processes that protect them against the violence from which they 

have no means to protect themselves. It further opens our eyes to the necessity of restructur-

ing and rethinking the surrogacy process where there is less chance of oppression towards 

those participating in it. 

I have so far focused on the wider view, the relational lens reveals to us when regarding 

questions in medical ethics like those posed in the key examples of the thesis. The importance 

of the relational view goes beyond that. It is a view that reminds us of our situatedness, our 

contextuality, and as such, our particularities. This approach highlights the importance of ac-

knowledging these aspects as ethically important. This type of knowledge is not just about 

describing the general and being able to draw general conclusions, we must also acknowledge 

particularities and the uniqueness of everyone. If not, we pave the way for further social injus-

tice in a systematic way. Such an injustice can occur due to a lack of understanding and gen-

eral ignorance towards the situation of those sharing different living conditions than our-

selves. We will now reflect upon that. 

4.4.3 The Importance of Understanding Diversity to Avoid Oppression 

Why is it important to understand diversity? How can a doctor’s ignorance of human diversity 

interfere with her work? How can such ignorance be oppressive? In this scenario, it is neces-

sary to recall that oppression is here interpreted as a “series of restrictions and barriers that 

reduce the options available to people on the basis of their membership in a group” (Sherwin, 

1992, p. 13). To illustrate how ignorance in health care settings can form these barriers to-

wards certain groups and how that can be oppressive, I will outline three examples from the 

everyday clinical work of the medical doctor.  

The first example is the manifestation of clinical signs. There are gender specific variations 

in clinical signs, e.g. heart and coronary diseases do not manifest in the same way in women 

as in men (Maas & Appelman, 2010). If this is not acknowledged and the way these diseases 

are represented in men becomes the true way of seeing these signs, we will be blind to the 

clinical signs of heart and coronary diseases in women. As a consequence, women will be 

systematically excluded from receiving adequate treatment. This can result in a form of barri-

er hindering them from receiving service when needed. That would be a sign of systematic 

injustice in health care. 
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Another example where lack of knowledge of marginalized groups can serve as a barrier to 

service is when doctors are ignorant regarding skin color. In Nelson’s Textbook of Paediatrics 

12th edition from 1983, there are 18 color palates for different skin outbreaks and rashes. Sev-

enteen of them show white children, with only one palate demonstrating a rash on a black 

child (Behrman & Vaughan, 1983). This represents the education of doctors learning pediat-

rics 30 or 40 years ago. Some of them are currently at the peak of their careers. This demon-

stration gave them the unspoken idea that being white was the norm whereas being black was 

not. Teaching doctors how to notice and interpret these rashes with a strong focus on white 

skin could easily undermine their sensitivity to skin rash and how it manifests itself on black 

skin. This marginalizes the black child, through ignorance and lack of knowledge about how 

skin diseases manifest themselves. We only have to hope that these currently practicing spe-

cialists have corrected this flaw in their medical education. These examples show how omis-

sion or simply blindness towards certain groups—in this case, women and people of color—

are examples of systemic blindness that hinders access to good services. This is a form of op-

pression within the system. The relational approach is based on awareness of how issues like 

gender, race, and color influence our situations. It is, therefore, helpful to alert us and hinder 

systematic blindness towards certain groups. 

Finally, I would like to mention, as an example of the importance of relational thinking in 

the doctor’s practice, a recent personal story. This story shows how hindrances in the lives of 

disabled people manifest themselves when they try to use health care services. A friend of 

mine has an adult son that uses a wheelchair. He broke his leg and, as a consequence, had a 

large cast on his leg. When he was due for a check-up at the hospital, it seemed almost impos-

sible to make the scheduled appointment. My friend explained to me how being in a wheel-

chair and with a cast on his leg made it difficult for her son to travel around as he normally 

did. He had real problems leaving his apartment and he could not properly fit into his car; 

furthermore, because the cast was so heavy, his personal assistant was unable to help him ac-

cess the car. The doctors treating him at the emergency clinic gave this no consideration when 

treating his broken leg and putting on this type of cast. They did not regard it as their respon-

sibility to get him to the hospital, or even let the means he had for transport influence the type 

of cast used to treat him. It took many phone calls and negotiations, as well as the involve-

ment of several influential persons within the health care system, to arrange for a suitable 

transfer. This shows us how important it is to regard the relational view and remember that we 

are different, we have different needs, and there are invisible hindrances systematically mar-
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ginalizing certain groups by not giving them adequate service as well as preventing them from 

receiving this service. This might seem like a minor incident, but when barriers of this type 

are met again and again in every encounter with the health care system, they systematically 

marginalize some patients and establish a form of social injustice. 

To notice that these systemic faults can lead to oppression, we need diverse types of re-

search methods grounding the knowledge necessary in order to be able to deliver good health 

care services. But we also need different types of health care workers (Sherwin, 1992). We 

need diverse professionals with varying origins, backgrounds, and personal experience to un-

derstand diverse patients and their specific situations. Nothing is as illustrative when trying to 

understand hindrances as first-hand experience. Hence, we need doctors of all genders and 

colors and we need those coming from all classes of society as well as doctors with and with-

out disabilities. All of this is necessary to increase the understanding of different ways of life 

in order to avoid systemic oppression and marginalization to help us create a more just health 

care system.  

The feminist ethical discussion around the idea of relational autonomy has revealed some 

pitfalls in mainstream medical ethics. These show how we can unwillingly be blind to the 

oppression of marginalized groups and how important it is to uncover their experiences and 

voices, especially of those who are in a weaker position in life. Here, I refer to the experience 

of women, people of color, and disabled people, to name a few. Further, they show how 

mainstream ideology can serve to enhance the power of those who have it while marginaliz-

ing further those who are in a vulnerable position.  

Under the fourth theme, I have outlined the relational view and argued for its importance 

when we evaluate ethical changes in medicine. The key examples discussed in this thesis fo-

cus on changes in medicine related to surrogacy, medicalization of fat people, and the use of 

NIPT in fetal diagnosis. Although the examples of medicine’s expansion addressed here af-

fect all genders, the experiences of women still seem to be at the core of them. Hence, we 

cannot ignore the need to look at them in a gender-specific way and accept that our differ-

ences and context matter ethically. Further, we need to evaluate changes in medicine relation-

ally and acknowledge that the wider view that recognizes our situatedness by noticing our 

gender, culture, class, and political background matters ethically. If we turn a blind eye to-

wards our social embeddedness and our contextuality, we do not hear the marginalized voic-

es. That omission results in medicine that does not adequately serve the most vulnerable 

members of society, and so medicine is then no longer true to its ends and inherent values. 



80 

4.4.4 The Themes and the Meaning of Medicine 

I have now outlined the themes common to all of the three examples discussed in paper I–III. 

First, I discussed the influence of disease and the power of the diagnosis on the patient’s life. I 

pointed out the tension formed between illness and disease when the connection is lost be-

tween the patient’s narrative on the one hand, and the acknowledgement and knowledge of 

the doctor using the diagnosis, on the other. The former, i.e. the illness, is based on the pa-

tient’s subjective experience, whereas the latter, the diagnosed disease, is characterized as a 

physiological dysfunction and, as such, is often objectively measurable. This led to the second 

theme where the humanistic thread and the scientific thread of medicine were outlined. I ex-

plored ways where the delicate balance between these two threads can go astray. I discussed 

the possible danger occurring when the doctor identifies primarily with medicine as a scien-

tific conduct, focusing on the objectively described disease which can overshadow the patient 

as a person. Here, I specifically recalled the Christian root of medicine, emphasizing the im-

portance of the doctor keeping her focus not only on the patient, but on the vulnerable patient. 

I concluded by saying that, within medicine, it is especially important to focus on the weakest 

call coming from those most vulnerable. That led us to the third theme, the marginalized 

voices. Under the third theme, I examined the personal voices of patients in a marginalized 

position within the health care system. Some have criticized the impact the diagnostic label 

has had on their lives and the way their voices are systematically ignored in theory and poli-

cy-making within medicine. To change this and give these voices full hearing, doctors need to 

accept research methods that are now marginalized within the field of medicine such as the 

approaches used by philosophy, anthropology, and the social sciences. These fields are help-

ful in gaining a better understanding of diverse life conditions and personal narratives from 

patients as well as detecting vulnerable groups in need of special attention within the health 

care system. This conclusion led to the last theme which reflects on feminist bioethics and 

relational theory. This theme illustrates the importance of viewing ethical issues in health care 

through a relational lens. According to the relational approach, our social context is given 

ethical importance as it affects our choices and responsibilities on all levels. 

The themes from the articles show how medicine can deviate from its ends and inherent 

values when entering new grounds. What characterizes new grounds is the fact that social 

constructional forces influence medicine. Originally, I regarded the themes as reflecting sepa-

rate issues in each of the key example in the articles, but when I regarded them together I no-

ticed that the themes are connected and intertwined. Saying that, and although I have kept the 
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thread of continuity when describing them above, they are not to be interpreted as an argu-

mentation culminating in the fourth theme.  

As illustrated in the beginning of this thesis, my primary intention in writing the papers 

was to address and shed light on the tension outlined in the international report that the Has-

tings Center published regarding the constructional forces of society or sources of stress and 

the aim and inherent values of medicine. Through three selected key examples, I wanted to 

pay special attention to what happens when medicine enters new grounds and takes on new 

responsibilities. The themes I have outlined are not to be viewed in the same manner as the 

constructional forces or sources of stress on contemporary medicine that are mentioned in the 

Hastings Center Report (Callahan & Hanson, 1999). They are patterns repeating themselves 

in all of the key examples, visible when medicine is strained, as demonstrated in the papers. 

After having studied them, I see them as reflecting some essential insight into the meaning of 

medicine. I fear these are insights that we, in our daily lives, tend to ignore. What are these 

insights to which I am referring?  

First, they involve the inherent uncertainty of empirical medicine. It is collecting infor-

mation about human beings, but they can never be more accurate than man himself.  Human 

beings vary in their biology as well as in their thoughts, will, and intentions. We all live in 

uncertainty and, even if we use the very narrow description of medicine where the human 

aspects of medicine are subordinated to the natural sciences, even medicine understood in this 

narrow sense would never deal with accurate figures. Medical tests, diagnostic procedures, 

and medical treatments are based on probabilities and must be interpreted contextually. There-

fore, even medicine in the purest scientific sense is uncertain where it has more in common 

with meteorology as a science than with mathematics. This uncertainty shapes medical theory 

and defines what medicine is and how it works. The medical doctor can never promise results, 

like a computer program can. She can only promise to choose what she thinks is best (and 

what has the best probability) and that she will work in the patient’s interest as best she can. 

Secondly, human interactions within medicine are always about dependence and power. 

Medicine influences people’s lives in a profound way. It has the power to have good and bad 

effects on people’s quality of life. The patient is in a vulnerable position and thus is dependent 

on the doctor. Hence, medicine will always bring with it a power imbalance. It is neither good 

nor bad per se; this imbalance is just inevitably a part of what medicine is and does. The med-

ical doctor needs to be aware of this and be trained to work in these situations. That is the 
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reason for codex ethicus where the doctor promises to do no harm and to always act in the 

patient’s interests.  

Finally, the concepts and the language influence the way we think and comprehend the 

world. Disease is the core concept of medicine. We have difficulties in understanding and 

defining this concept (Hofmann, 2001, 2010, 2021). We cannot phrase its precise meaning 

and we will never be able to do so. This relates to the complicated duty of the physician to 

respond to a person’s need and answer questions like: What is a relevant need? What is medi-

cal suffering? When is a human condition a disease and when does a health related issue fall 

under the doctor’s domain? These questions are real, but there is no definite answer to them. 

Although the meaning behind the word is elusive, we still need to refer to the concept of dis-

ease. We are bound to this concept, and our understanding and definition of it will always 

influence the way we think and act as patients, doctors, and policy-makers in health care.  

The themes from the articles reflect these insights that I here want to call ontological char-

acteristics of medicine and as such, they also partly tell us what medicine is. The discussion 

under these four themes has revealed how medicine can be ethically led astray. It has outlined 

examples where medicine has deviated from its ends and inherent values and as a conse-

quence has caused harm to patients. The key examples discussed in the papers show us how, 

to whom and under what circumstances this can happen. The discussion on the themes in this 

chapter has deepened the discussion in the papers and explained this process in more detail. 

If the potential harm described under these four themes is not acknowledged and ad-

dressed, it can enhance ethically damaging trends in medicine as medicine progresses. The 

benefit of spelling them out, as well as acknowledging the harm they can lead to, helps us in 

trying to avoid harm in medicine. That has been the purpose of describing them. 

We can now recall the research question: “When medicine enters new grounds, as de-

scribed in papers I–III, it can deviate from its ends and inherent values. What characterizes 

this deviation and how can that knowledge be used to interpret the meaning of medicine?”  At 

this point, I have shown how medicine can deviate from its ends and inherent values and what 

characterizes this deviation. In the next chapter I will turn to the question: “How can that 

knowledge be used to interpret the meaning of medicine?” I approach it by focusing on how it 

is possible to interpret and preserve the ends and inherent values of medicine as medicine de-

velops and enters new grounds. To do this, I will spell out a three-dimensional view of medi-

cine that can be used as a frame of reference when evaluating its expansion. Each of these 

three dimensions refer to different facades of medicine. I will argue that all of them need to be 
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acknowledged if we are to gain a proper understanding of medicine’s meaning. Through gain-

ing a deeper knowledge of the meaning of medicine, as well as its ends and inherent values, 

we are better prepared and in a better position to avoid the possible harm medicine can cause.  
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 A Three- dimensional View on Medicine: The Science, the Vo-5

cation, and the Values. 

5.1 The Dimensions 

This chapter will sketch up a three-dimensional understanding of medicine and outline what 

medicine is and ought to be. The first dimension emphasizes the need to ground medicine in 

validated knowledge, the second describes the vocation which must be alive as a way to re-

mind us of the ends of medicine, and the third spells out the important values inherent in med-

icine.  

5.1.1 The Grounding Knowledge and the Science 

Medicine’s greatest advances in the last century are based on scientific knowledge on new 

biomedical information about how humans are as natural beings and how they might be 

threatened by diseases or accidents. The discovery of microorganisms, the chemistry behind 

the drug industry and the genome, are to name a few groundbreaking scientific fields, con-

temporary medicine relies on. Advanced techniques, both in diagnosing diseases as well as in 

curing patients, have transformed medicine and medical work. This progress has, without a 

doubt, enhanced our lives.  

Most of this new evidence-based knowledge is grounded in the view that we are biologi-

cal beings and is described through the impersonal models of anatomy and physiology. Much 

of the empirical knowledge of medicine is also detected and described through numbers often 

extracted from large databases, like in epidemiology. This gives medicine an important and 

objective ground on which to stand. This type of knowledge is a necessary part of medicine, 

but is nevertheless a limited description of what it means to be a human being. This empirical 

description often lacks insight into the variations in life and is blind to our thoughts, will, and 

intention. It is mainly concerned with us as objects, not as subjects (Kirkengen et al., 2016).  

Greenhalgh et al. (2014) have outlined some of the difficulties with which evidence-based 

medicine is confronted. Here, “evidence-based medicine” is referred to as an important para-

digm for teaching and practicing clinical medicine (Bensing, 2000; Guyatt et al., 1992). This 

approach of evidence-based medicine is aimed at making medicine “more scientific and em-

pirically grounded and thereby achieving safer, more consistent, and more cost effective care” 

(Greenhalgh et al., 2014, p. 1 of 7). This in itself is a good aim, although challenging because 
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this type of evidence is sometimes difficult to apply. Scientific research and its relevance can 

be hard to interpret and explain and it sometimes lacks relevance to the lives of real patients. 

As a response to these difficulties in making medicine evidence-based, Greenhalgh et al. 

(2014) emphasize the importance of acknowledging the patient as being at the center of evi-

dence-based medicine. As a consequence, they introduce actions to deliver what they call “re-

al evidence-based medicine”. One of these recommendations is that ”[t]he research agenda 

must become broader and more interdisciplinary, embracing the experience of illness, the 

psychology of evidence interpretation, the negotiation and sharing of evidence by clinicians 

and patients, and how to prevent harm from overdiagnosis“ (Greenhalgh et al., 2014, p. 4 of 

7).  

This shows a discussion within medicine that underlines the importance of understanding 

ourselves as biomedical beings as well as agents, thinkers, and creators. This is done by draw-

ing attention to other research methods than empirical sciences and acknowledging their im-

portance as a contribution to medicine. These include research methods based on social sci-

ences and anthropology where it might be possible to give a more detailed description of the 

person and the human condition and thereby widen medicine’s knowledge base. The main 

benefit in adding descriptions from other fields like the social sciences and even the humani-

ties would be to better understand what it means to be a human being. These approaches 

could further increase understanding and help to come to terms with the inevitability of the 

uncertainty of the human condition. 

As mentioned above, there is a variation within human beings; we are of different gen-

ders, different colors, and different classes. All of this can influence our anatomy, our physi-

ology, and our likelihood of getting certain diseases. This means that the empirical results of 

medicine need to be interpreted contextually. The meaning of a positive HIV test in a person 

with no known risk factors of HIV does not necessarily have the same meaning as a positive 

test result in a person having a high risk of getting HIV. This test result might need to be in-

terpreted with a clear knowledge of probability and compared against the risk of false nega-

tive and positive results (Mukherjee, 2015). The difficulty of interpreting the results of medi-

cal tests does in no way undermine their importance, but highlights the complexity of medi-

cine since it is a science that seeks certainty but is inherently uncertain (Montgomery, 2006; 

Mukherjee, 2015).  

To summarize this, it can be said that medicine needs to be grounded in evidence-based 

knowledge, and to rely on empirical science and the scientific method, in general. Neverthe-
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less, we need to realize that being scientific it is not necessarily always accurate. This is be-

cause we are not mechanical or mathematical, but biological beings. The science describing 

us will always reflect that. Further, we have to interpret the probabilistic figures and the con-

text we get from the life sciences in order to gain some sort of a meaning, thereby providing 

additional knowledge from other disciplines than empirical biomedical sciences and broaden-

ing the base that medical knowledge is grounded on in the attempt to make the medical 

knowledge meaningful. The next step in describing medicine is to explore how this is done, 

i.e., how we use the medical knowledge described. This leads us to the second dimension: the 

discussion on the ends of medicine and the vocation.  

5.1.2 The Vocation and the Ends of Medicine 

Katheryn Montgomery describes two pillars of medicine: the scientific pillar and the clinical 

pillar in her book, How Doctors Think: Clinical Judgement and Practice of Medicine (2006). 

She draws attention to how medicine is based on science in a positivist sense, but is also 

based on clinical judgment. Clinical judgment, being how that scientific knowledge is used 

for the benefit of the patient (Montgomery, 2006). I have already discussed her approach in 

the article on fetal diagnosis. She criticizes the tendency to emphasize the scientific aspect out 

of proportion and view medicine only as an academic science and forgetting that medicine is 

a clinical practice. Although it is based on the empirical knowledge of science, it has to be 

remembered that this knowledge must serve a clinical purpose, or it becomes “medically 

meaningless” (Montgomery, 2006, p. 206). She is making a very important point. I agree with 

her that this has not received due attention in the discussion on medicine. Ignorance of this 

interpretive task of medical knowledge can be dangerous for the patient, the health care sys-

tem, and the medical profession.  

To know the ends of medicine is to understand the purpose of medical work and to have a 

deep sense of what it means to be a medical doctor. This is the teleological dimension of med-

icine. It describes its ends. Pellegrino talks about the “need of sick persons for care, cure, 

help, and healing” as making up the ends of medicine (1999, p. 60). Pellegrino describes the 

core of the ethos of medicine when he talks about “the healing end of medicine in the context 

of patient vulnerability” (p. 63). This means that all medical work has this end built into it, in 

order to answer the sick patient’s need. This also marks the position of the doctor; she is al-

ways in her work addressing those who are vulnerable and in need. 

This entails looking more closely at how we can interpret the ends of medicine. Daryl 

Koehn writes on professional ethics and describes the vocation of medicine. She talks about 
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the meaning of the word “profession”, derived from the Greek verb “prophaino” meaning “to 

declare publicly”. According to Koehn, the professional is “an agent who freely makes a pub-

lic promise to serve persons (e.g., “the sick” to use Pellegrino’s phrasing) who are distin-

guished by a specific desire for a particular good (e.g. health)” (Koehn, 1994, p. 59). The pro-

fession promises to answer the call of those in need. In the case of the doctor, this addresses 

the needs of those who are sick (Koehn, 1994). This is the calling, the vocation of the doctor. 

One aspect of the vocation of medicine can be traced back to the parable of the good Samari-

tan in the New Testament (Luke 10:25-37), where every patient is the doctor´s “neighbor” in 

the sense of the parable (Jonsen, 1990; Montgomery, 2006). This describes well the founda-

tion and meaning of the doctor-patient relationship. To be aware of why we practice medicine 

is inherent in the physician’s clinical judgement. The vocation is always towards the patient 

as a human being so the doctor attends to the person in need, not the disease per se.  

What gives medical knowledge meaning is its relevance to the patient. With the patient in 

the center, not the scientific description of the disease, we see why awareness of uncertainty, 

mortality, and vulnerability needs to be at the core. Hence, the aim of the profession—

reflecting on those ends—is not to eliminate imperfection or promote some sort of a disease-

free existence, but to accept us as we are and support us in our inescapably imperfect lives. 

This is what the medical doctor following her calling needs to hear. This is why she is not 

primarily on a quest for truth and knowledge, in the empirical sense, but is following a voca-

tion to care for and cure those who are sick.  

I will now turn to what I see Pellegrino referring to when he speaks about “the context of 

patient vulnerability” (1999, p.63). The patient’s vulnerability characterizes the doctor’s voca-

tion. It also characterizes the doctor’s position. She has to be aware of the patient’s vulnera-

bility at all times and this above all else has to shape the self-identification of the medical 

doctor. Due to the patient’s inherent vulnerability, the doctor in medieval Christian medicine 

was described as the servant of the sick (Jonsen, 1990). This shows why doctors need to al-

ways know their place. They are to advise, help, and support, not control and dominate. That 

is why the doctor always needs to be reverent towards her work and has to work with insight 

and understanding of the particular patient and his life. The patient in his vulnerable condition 

needs assurance he can trust his doctor. This assurance rests on the doctor’s promise to care 

and cure the patient (Koehn, 1994). Hence, we can say that the proper relationship between 

the doctor and patient is based on the premise that it is always the patient that matters most: 
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this particular human being, his life, not his disease. This is the core of ethical thinking in 

clinical medicine.  

There are good reasons for discussing these ideas in this context. With medical knowledge 

comes power and with diseases comes vulnerability. This inevitable combination can easily 

cause harm if the ends are not clear and strict protocols regarding the doctor’s position are not 

respected. This explains why we need to always remember that medicine may never be de-

fined as being merely science; it is a vocation, a calling that uses the knowledge of science for 

the patient’s benefit.  

Clinical judgement, giving meaning to medical science, can be described as the tacit 

knowledge of medicine. We need to lift this dimension of medicine and take care that it is 

mainstream in the professional discussion and not seen merely as an afterthought. Medical 

doctors must be true to their vocation at all times. If this reflection and awareness is not prac-

ticed and exercised, medical doctors can lose their integrity and identity as well as their ability 

to do the necessary interpretation of the scientific facts where their clinical relevance is evalu-

ated. 

Medicine is a profession that participates in a moral contract between the doctor and the 

patient as well as between the medical profession and society. What this contract entails is not 

discussed much within medicine. When working as a doctor, it is more or less assumed that 

doctors understand the moral importance of this contract. This relative silence about the ends 

of medicine and the vocation of the profession can undermine medical work. Awareness and 

insight into this dimension versus neglect towards it can easily be the defining difference be-

tween a good doctor and a bad doctor and between a good health care system and a bad one.  

This teleological insight revealing the ends of medicine and the awareness of its inherent 

power imbalance is what constitutes the second dimension. Montgomery describes two pillars 

of medicine, where the former is grounded in scientific knowledge and the latter in clinical 

judgement, i.e., on how to use that knowledge for the patient’s benefit. This clinical judge-

ment is rooted in the teleological dimension described above, but it also relies on the third 

dimension: the inherent values, describing medicine as being true, good, and just. That will be 

discussed in the next chapter. 

5.1.3 The Inherent Values: On Medicine Being True, Good, and Just. 

Drawing up this three-dimensional view is an attempt to describe the core of medicine. I have 

already described the evidence based scientific foundation, as well as the ends of medicine 

which give it its inner direction. The last dimension describes the inherent values of medicine. 
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It describes medicine through value judgements. When referring to the inherent values in 

medicine, the focus is on the values that help us understand and describe what medicine is and 

what it ought to be. I am not grounding my statements on sophisticated value theories, rather I 

am using the reference to inherent values to describe what makes medicine good and worthy, 

as something we would not want to be without or lose.  

I approach this discussion by referring to beneficence, justice and truth. Here it is also nec-

essary to clarify that I do not see these descriptions as “principles” or as describing “virtues” 

in medicine rather, these references are used to approach important normative ideas describ-

ing why medicine is valuable. 

Firstly, we can name beneficence. This word stems from Latin, the word “bene” meaning 

“well” and “facere” meaning “to do” (Skeat, 2007). Hence, this value describes the will to 

promote goods, such as health, well-being, welfare, and life itself. To be able to guard this 

value, the medical doctor needs some understanding of what a good life amounts to. I have 

here no intention of claiming that there needs to be some sort of strict unity behind our under-

standing of the notion of a good life. There is ample space for diversity as there needs to be in 

pluralistic societies. Nevertheless, medical doctors need to be familiar with and even partici-

pate in this discussion. Otherwise, they are not familiar with the reference to which judgement 

claims about well-being and health are made. An understanding of beneficence and a good 

life is the unspoken background upon which all medical decisions are evaluated and decided. 

Some might ask, why not refer to health, well-being, welfare, and life as basic values in medi-

cine rather than beneficence? The answer is that while these are important values in medicine, 

they are all an integral part of a more profound value of that which is good. We need this 

more foundational idea to evaluate the deep questions of how and why to practice medicine 

and to be able to give all of the decisions in medicine their clinical meaning. There are mo-

ments in medicine when questions can be asked about the goodness of things such as prolong-

ing life or promoting health. When facing these hard questions, we need this idea of goodness 

or beneficence to help us, as well as the importance to do no harm. Therefore, health, well-

being, welfare, and life are important ways to describe what beneficence in medicine entails. 

The importance of not doing harm or what often is referred to as the principle of non-

maleficence is “Primum non nocere.” This statement can be regarded as an important part of 

guarding the value of beneficence. Although it may not be referred to as a value in itself, this 

should be remembered as a special and primary concern. That is because of the nature of the 

bond between the physician and the patient: a doctor who holds power and a patient who is 
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vulnerable. This combination demands medical professionals be reverent towards their work. 

If not, medicine can easily do harm and turn a cure into wrongdoing.  

The second value inherent in medicine is justice. Justice is derived from the word “ius,” 

meaning “that which is right,” “that which is fitting” (Skeat, 2007). Justice is here referred to 

as having two fundamental meanings. First, the notion of distributive justice is described as 

fair distribution of resources (Beauchamp & Childress, 2001; Rawls, 2009). Second, there is 

the idea of justice understood as being able to attend to the voices of those who are weak and 

vulnerable. This connection to justice is described in Simone Weil’s article: Human Person-

ality (Weil, 1986). This latter idea has a deep connection with medicine where justice serves 

as the value that reminds us that those who are weak and vulnerable are not to be left out. 

Medicine is participating in a social contract that serves the community. It promotes health 

and distributes service that is good in itself. In the discussion above on the themes of the arti-

cles, I claim that medicine has a duty to listen to the voices of those who are ill and those who 

suffer, and the duty is strongest towards those who are most weak, most vulnerable, and who 

suffer the most. The third theme on marginalized voices provides an example of how these 

voices are and explain why it may be difficult to hear them in ordinary medical work. The 

voices there described only became visible when new methodological approaches were used 

outside the clinical setting. This idea to attend to those more vulnerable first, is intrinsic in 

most health systems, visible in things such as the discussion on allocation of health care 

where it is to be distributed based on need, where those in most need are to be served first. 

Therefore, medical service is not to be seen as a commodity to be bought and sold at will or at 

random.  

Third, truth is a grounding value of medicine. Truth here refers to that which is true, mean-

ing “firm” or “certain,” but also connected to the idea of “believing” or “trusting” (Skeat, 

2007). This value reminds us of the need to base medicine on research in order for it to be 

effective. It also considers medicine as a profession of truthfulness, where we can rely on its 

honesty and integrity. Since medicine is in high demand and has promised to help, it needs to 

ground its statements, its advice, and its doings in a reality that is honest and evidence-based. 

It is also necessary to discuss and evaluate what sort of knowledge should be the basis for 

medical work (Greenhalgh et al., 2014). The guiding value in this quest is truth, so medicine 

can be effective in acquiring its aims.  

These three core values—beneficence, justice, and truth—are what I call the inherent val-

ues of medicine. They are the properties of medicine describing how medicine is and how it 
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ought to be. They should be reflected in the doctor’s work and in the promise to the patient 

outlined above. This promise outlined under the discussion of the vocation is the basis for the 

patient’s trust (Koehn, 1994). Trust has not been included as an inherent value of medicine 

although it is a basic value in the practice of medicine. Here, it is necessary to make a distinc-

tion. On the one hand, trust is an important value that the profession needs to guard, i.e., by 

being trustworthy. On the other hand, trust is not something that doctors have the power to 

give, although it may follow if the doctor works in accordance with the inherent values of 

medicine. Trust in that case is coming from the patient towards the doctor and as such, it is an 

elementary value for which any profession strives. That is different from being a value that is 

inherent in medicine.  

Finally, it might be asked, what about autonomy? Has autonomy no place in this discussion 

on values in medicine? There is no doubt that autonomy has a central place in the ethos of 

medical work. Autonomy, however, has to be distinguished from being an inherent value in 

medicine. Although medicine has clear ends and characteristics, it is not like a self-governing 

person and as such, not inherently autonomous. I claim medicine to be characterized as being 

inherently good, just and true but reference to autonomy is in this discussion better described 

as the medical doctor’s duty to respect the patient’s autonomy.  

The values I claim are inherent in medicine are the values that help us to understand what 

medicine is and as such they are helpful in outlining the limits of medicine. Consequently, 

acts that are not truthful, good or just are not in line with what medicine is and ought to be. 

Trust is not marking this boundary, it is a value that follows if the doctor is doing her work 

accordingly. Same goes for autonomy, it is not characterizing medicine, it is an important 

value for the patient and the medical doctor needs to respect it in her work.  

5.2 Why the Three-dimensional View?  

The novelty of this description of medicine lies in how these three dimensions are viewed 

together as an inseparable whole where the vocation is seen as the origin and inner direction 

of medicine. Medicine is most often described too narrowly. Here, using this three-

dimensional view emphasizes the depth of medicine and its complexity. This description out-

lines the equal importance of all of these views and the need to see them as an inseparable 

whole. Medicine’s ends and inherent values can be undermined in many ways as described in 

the discussion of the themes from the papers. This happens because we are not nurturing all of 

these three dimensions together. To neglect any of them increases the probability of making 

mistakes and causing harm in medicine’s use. 
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We are now in a position to reconsider the harm described under the themes from the arti-

cles and reflect upon how this description of the three-dimensional view of medicine can help 

us address and prevent it. First, I discussed the possible harm of the diagnostic label, outlining 

the possible danger when the doctor’s professional perspective mediated through the classifi-

cation by diagnosis and the patient’s subjective experience are separated. To be able to toler-

ate this gap without harming the patient, it is necessary to remember and be aware of the vo-

cation and inherent values of medicine and use that insight as guidance. The ends help the 

doctor keep the patient in focus as the core of her work and hinders her from being carried 

away with the diagnosis in her hand. If the diagnosed disease or health related issue acquires a 

life of its own and loses connection to the personal dimension, i.e. the patient’s illness, then 

the doctor has lost sight of the ends and might act with the wrong aim in mind. Consequently, 

the diagnostic label must always be related to medicine’s ends and values.  

Secondly, I discussed the overemphasis on science where it can take the lead as the sole 

drive of medicine’s progress, whereas the patient as a person loses centrality. By recalling all 

three dimensions, it is possible to see the need for strengthening the doctor’s awareness of the 

vocation and the inherent values of medicine. The vocation and the inherent values help the 

medical doctor evaluate what does and does not matter when interpreting scientific evidence 

and giving them medical meaning to use the reference from Montgomery (2006). From the 

second and third dimensions, we gain insight into why certain factors matter medically and 

why they do not.  

Paper III addresses how science and the diagnostic label cast a shadow on the importance of 

the lives of people with Down syndrome, regardless of how they feel. The vocation and the 

values connected to the search for fetuses with Down syndrome are generally hidden in the 

mainstream medical discussion on when to offer tests like NIPT. I am here referring to ques-

tions like: Whom do these tests serve and why? Are the lives of people with Down syndrome 

of less worth than the lives of others? What makes life worthy? How can these tests harm? 

These questions are central when deciding upon the relevance of their use. Medicine grounds 

its policy and treatments on judgements regarding these questions but rarely discusses or 

questions them. These are value judgements but are nevertheless inherent in medicine and 

failing to address them is a serious oversight. Only disabled people themselves and their fami-

lies are speaking out in questioning the value judgements underlying the use of NIPT. The 

relevance of these questions should be acknowledged and debated within medicine. Of 

course, this does not mean that doctors are the only people capable of discussing them, like 
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oncologists discussing what medicines to use for cancer. It simply means that medicine 

should acknowledge that these questions and the way we answer them influences medical 

decisions, and medical doctors should listen, participate, and try to comprehend. When these 

value judgements are not discussed, there are unspoken biases hidden under the cloak of neu-

trality. That has been interpreted as a form of oppression towards people with disability, espe-

cially towards people with Down syndrome. This interpretation is based on the fact that 

screening is seen as discriminating towards this particular group of people so that they and 

their families feel the need to justify their existence (Dixon, 2008; Diaz, 2019). 

In the discussion on the third theme, the marginalized voices were described. In all of the 

key examples discussed in the papers there was emphasis on the need for the doctor to situate 

herself beside the patient and on trying to understand the possible barriers the patient might 

meet within the health system. When discussing the third theme, examples of personal experi-

ences of those marginalized within the health system were highlighted to gain a better under-

standing of their specific position. Again, the two additional dimensions describing the voca-

tion and the inherent values are helpful. The doctor who knows the ends of medicine is aware 

of the duty to listen and tries to understand the position of the patient, especially the weak and 

vulnerable patient. The doctor also knows that a primary concern of medicine is to do no 

harm. She realizes the importance of recognizing stigma and marginalization and does her 

best to prevent medicine from enhancing those tendencies when infiltrating her service. 

Under the fourth theme, the importance of the relational lens to avoid oppression was dis-

cussed. It outlined the need to use the wide lens and keep in mind the relational view. This 

view reveals why it is necessary to note hidden biases and social injustice and helps to phrase 

the discussion so that we can avoid stigma and search for better solutions. A medical doctor 

who recognizes her duty to listen to the voices of all, including the marginalized, the weak, 

and the vulnerable, accepts justice as one of medicine’s inherent values. Hence, she is more 

capable of preventing the possible harm described in the fourth theme.  

Finally, I want to mention the importance of both understanding the vocation and the in-

herent values in helping to demarcate medicine’s boundaries. The vocation is to answer the 

needs of those who suffer. Suffering clearly plays a central role in demarcating the limits of 

health and disease, and as such, the doctor’s attention (Hofmann, 2021). To gain a better in-

sight into what it means to say that medicine’s vocation is to answer the calls of those who 

suffer, we need to rephrase the problem more precisely, i.e., finding that medicine is not an-

swering human suffering, in general, but rather to what we might label as medical suffering, 
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in particular. Here, we are facing the difficulties coming with the third ontological characteri-

zation of medicine mentioned above, i.e., the dynamic concept of disease. The medical doctor 

does not need to note and react to all suffering. We suffer when we grieve, but it would not be 

helpful to medicalize e.g. a loss of a child. That could undermine or even trivialize the im-

portance and meaning of such a loss. We suffer from poverty, but this is not cured by medical 

means and neither is suffering due to loneliness. There is a reason to set limits to what types 

of suffering medicine reacts to and that boundary is not always clear. This is reflected in the 

difficulty of defining and demarcating the core concept of medicine, that of “disease” as has 

already been mentioned. In this thesis these difficulties are acknowledged. Insight into the 

inherent values further helps to draw this line demarcating medicine. The medical doctor has 

promised his patient to do him good and avoid harm. The doctor has also promised to act in a 

just and truthful manner. If the doctor is not following these ends and does not guard these 

values, she is not working in accordance with what is and ought to be medicine. 

The vocation, as well as the inherent values of medicine, is not well-represented in formal 

medical education. Neither is it reflected in their peer reviewed journals nor in their scientific 

work. This shows neglect of important elements of medicine, the very part that guards its aim, 

meaning, and value. 
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 Conclusion 6

In this thesis, I explore the meaning of medicine as well as the possible harm when medicine 

evolves and enters new grounds. The first part of the thesis is three peer reviewed articles that 

describe and ethically evaluate the discussion of three key examples. This is represented in 

papers I–III. The examples discussed in the papers were chosen because they originated in 

ethical discussions in Iceland in the last decade and reflected upon issues at medicine’s limits. 

In all the examples, medicine was entering new grounds and was influenced by constructional 

forces in contemporary society. In the second part of the thesis, I concentrate on four themes 

binding the papers together. These themes are common to the discussion in all of the key ex-

amples and by investigating them it is possible to strengthen the argumentation in the papers. 

The research question for the second part of the thesis is: “When medicine enters new 

grounds, as described in paper I–III, it can deviate from its ends and inherent values. What 

characterizes this deviation and how can that knowledge be used to interpret the meaning of 

medicine?”   

First, I want to focus on the former half of the research question above, i.e., what charac-

terizes this deviation of medicine from its ends and inherent values. To answer that, I have 

described the four themes that repeat themselves in the discussions in papers I–III. When 

these themes are investigated further, it is possible to see a connection between them forming 

a pattern that flows from the first theme to the fourth theme and can be described as follows: 

The first theme shows that, when medicine evolves and enters new grounds as described in 

the examples in the papers, the diagnostic label has gained a separate existence without clear 

connection to the patient’s subjective feeling and experience of illness. This diverging dichot-

omy undermines the patient’s humanity as he is no longer in the center of the doctor’s atten-

tion since that has turned to the description of the medical pathology and the diagnostic label. 

The second theme describes how this can further be enhanced by science’s influence as being 

the essence of medicine at the cost of the focus on the vulnerable patient. The third theme 

shows how this is especially prone to happen if the patient is in a marginalized position. Fi-

nally, the fourth theme emphasizes the need to evaluate and regard the patient as a relational 

being; otherwise, medicine can lead to oppression where justice is not respected.  

 How can the changes referred to in the key examples cause medicine to deviate from its 

ends? The reference to the ends of medicine reminds us of the vocation of medicine. In the 
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discussion on the first and second themes, it was shown how the aim of medicine can change 

when medicine loses its focus on the patient´s illness and primarily works with reference to 

the disease perspective, then medicine has deviated from its ends. As was discussed under the 

headings of the third and the fourth themes, this is especially threatening to marginalized and 

vulnerable patients.  

Further, how can these processes described under the four themes from the papers affect 

medicine’s inherent values? I specifically defined three values inherent to medicine: benefi-

cence, justice, and truth. When discussing medical ethics in general, additional values that are 

not included in what I call the inherent values of medicine are also in focus. These additional 

values are trust and autonomy. Both very important values to know and guard in medical 

work. What characterizes the inherent values of medicine, i.e., beneficence, justice, and truth, 

is that they describe why medicine is important and worthy as well as being descriptive of 

what medicine is and ought to be. The harm described shows examples of how these inherent 

values are not guarded as they should be in medicine. This can occur when it is not properly 

evaluated whether the work performed has clinical meaning for the patient. Medical work also 

needs to be grounded in evidence-based knowledge, has to improve the patient’s quality of 

life, and has to respect justice. Examples of neglect of these towards these inherent values are 

visible in the reactions by certain groups of patients. In this thesis, I have reflected upon reac-

tions of fat people, disabled people, as well as vulnerable women serving as surrogates. For 

these groups of people, medical attention is very important to enhance their quality of life, but 

it also has the potential to make their position in life worse, where it can be oppressive and 

harmful.  

The themes that repeatedly occur in the three papers are to be interpreted not as descrip-

tions of what generally happens but rather as signs of ethical concerns, visible in the dynamic 

evolution of medicine. It is necessary to recognize them in order to be able to both prevent 

harm towards individual patients in health care as well as be aware of potential harm towards 

certain groups of people that are stigmatized as well as marginalized in society. The themes 

describe ways in which the ends and the inherent values of medicine are not respected. I be-

lieve the tendencies that the themes describe cannot be escaped since they are there because of 

how medicine is. These characteristics of medicine that can lead to the harm are the uncertain-

ty of medicine, the power imbalance between the doctor and the patient, and the difficulty in 

deciding what is a disease and what is not. They are addressed as ontological because I want-

ed to underline that I see them as inevitable. They are inherent parts of what medicine is. Fur-
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ther, I now hesitate to call these characteristics “a weakness” because they are also the reason 

for medicine being an art and for being both caring and dynamic. That makes these character-

istics the origin of both interest and beauty. Nevertheless, they are the reason for why medi-

cine can be led astray when its limits are tested.  

We can now turn to the latter half of the research question which focuses on how this 

knowledge can be used to interpret the meaning of medicine. As a reply to that, I sketched a 

three-dimensional view of medicine that describes it as based on science, with clear ends and 

inherent values. Here, I am searching for a common core of medicine that can give us a frame 

of reference when distinguishing between what is medical and what is not as well as gaining a 

deeper sense of what to guard as medicine develops. I propose an interpretation of medicine 

as holding three dimensions that form an inseparable whole. This is done to counteract the 

marginalization of the vocation of medicine as well as keeping the attention on medicine’s 

inherent values in mainstream medical discussions. If physicians are not familiar with all 

these dimensions of their profession and keep them in mind, it can lead to an emphasis on the 

wrong things, and medicine can then cause harm.  

Primarily and fundamentally, medicine is a calling; it is an answer to the needs of those 

who suffer from medical conditions. The medical doctor has to constantly listen and follow 

the patients’ voices in order to be able to serve them. This provides an inner direction. Deeds 

that do not meet these ends are not in line with what ought to be medicine. Secondly, it is 

based on a science that is constantly evolving where we see progress both in its knowledge 

and technology. The dynamic evolution of medicine is necessary to meet the challenge of 

searching for new and better ways to meet the vocation. This makes up the direction, the 

drive, and the moving force of medicine. What helps demarcate the limits of medicine is both 

the ends, and the third dimension describing the inherent values. Firstly, we can reflect upon 

beneficence. Medicine is based on the calling to meet the patient’s needs and to do him good, 

here the will to promote life, health, well-being and welfare. This further refers to the goal not 

to harm the patient. What guides us in understanding beneficence are insights into discussions 

on what is a worthy life and what is a good life. Secondly, we have justice; medicine is to 

serve those who are vulnerable and most in need. It has to notice the marginalized voices and 

be aware of possible oppression in order to be able to avoid it. Thirdly, we have the value of 

truth where medicine has to be truthful and evidence-based as a necessary ground for medi-

cine to be effective. These core values as well as the ends of medicine do not change. Every-

thing done within the scope of medicine has to have this inner direction and include these 
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values. So, now we have the drives, the direction and the limits. When evaluating the evolu-

tion of medicine as it enters new grounds, this can be used as a frame of reference, since it 

describes a core that does not change. What is done within the scope of medicine has this in-

ner direction and includes these values. 

To reflect upon the ends and inherent values of medicine is as important for medical work 

as the evaluation that needs to done when scientific evidence is accepted. The additional tel-

eological and normative evaluations discussed above are not to be only conducted by profes-

sors in medical ethics classes in universities, but primarily by medical doctors meeting pa-

tients and medical scientists as well as health authorities implementing new health policies. 

These reflections should be ingrained into all medical work. If this reflection and evaluation is 

not done properly as medicine evolves, three things can happen. First, medical doctors can 

cause harm to patients. Second, the health care system can lose its correct focus and end up 

using its resources in an unjust manner. Third, doctors lose their professional identity. To pre-

vent that, the holistic view—a three-dimensional concept of medicine—is helpful.  

When reflecting upon this thesis, I want to highlight what I take from this work.  

First, the common themes of the papers brought to me a new knowledge. They revealed a 

pattern that could be described as flowing from the first theme to the fourth theme. By draw-

ing attention to this, a new insight is gained into how medicine can cause harm to certain pa-

tients as well as groups of people. Those most likely to experience this harm are patients who 

are in a marginalized position in society. It is important to highlight that these experiences are 

usually not expressed in the consultation room nor are they visible in general empirical re-

search done within health care. As was pointed out in Chapter 4.3., Sherwin (1992) claims 

that: “One of the central insights of feminist work is that the greatest danger of oppression lies 

where bias is so pervasive as to be invisible” (p.10). These voices are invisible unless we 

search for them.   

Second, by drawing attention to the three ontological characteristics of medicine, I gained 

a deeper understanding of how medicine is. Here, I refer to the description of medicine as 

being uncertain, with an inherent power imbalance and based on a dynamic disease concept. 

This description has ethical importance since it serves as a reminder for medical doctors to be 

reverent in their work. In many ways, medicine might be better described as a blunt instru-

ment rather than as a sharp one, and it should be remembered that medicine as a profession 

has the potential to bring both good and bad things for the patient as well as for society.  
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Third, this thesis is an attempt to phrase what medicine is. It tries to locate and describe a 

common understanding of medicine that can endure the dynamic forces of time and social 

construction. It searches for a common core that can serve as a frame of reference for doctors 

and patients when speaking and thinking about medicine. 

Finally, I see this thesis as an example of how we can discuss and evaluate changes as 

medicine enters new grounds. The value of applied ethics is in its relevance to our daily lives, 

to what is happening here and now. The problems we face touch us personally, and they are 

confusing and loaded with feelings where it is difficult to realize what is of relevance. In this 

context, it can be difficult to phrase and conceptualize our thoughts and actions. When I had 

to construct a theoretical discussion in the field of applied ethics, it was clear in my mind that 

the discussion had to originate in such problems, in an actual discussion that is alive here and 

now. By grounding this work in the key examples represented in each paper and then through 

a deeper reflection focus is on a common pattern in them I have been able to theorize on the 

same issues in a new way. This structure has given me the opportunity to ground my discus-

sion in real life events but, at the same time, search for new theoretical insights through re-

peated reflection.  

This research has focused on, examples of when medical attention can cause harm and the 

question: What is the core of medicine? In searching for this core, it has been important to 

describe a common nominator as well as to outline what makes medicine worthy and what is 

it in medicine that we do not want to lose. I find both of these focuses important and they 

have been neglected in medical discussions. This thesis does not provide final answers, but 

proposes an attempt to keep this discussion going.  

My discussion also shows the need for further research. There are other examples in line 

with the key examples in this thesis that need to be investigated. I can name the discussion on 

cochlear implants and the responses of the Deaf6 community toward these operations. It is 

also necessary to take seriously the voices of those now founding “Mad studies” and see how 

they might influence the approach of medicine in the field of psychiatry. There are further 

examples where I suspect we might see the same patterns in need of ethical attention as those 

described in this thesis. All of these examples need to be investigated and brought into the 

daylight. I have argued above that the type of harm described in this thesis is more prone to 

happen to patients already in a marginalized position within society. This needs to be better 

                                                 
6 Deaf with a capital letter refers to a cultural minority group that uses sign language and shares a history and a 

complex culture, transmitted across generations. See Padden, C. A., &  Humphries, T. (1988).  
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confirmed and ways in which medicine is better equipped to serve vulnerable populations 

need to be developed. One way of doing that is to listen to the users of the service and for this 

group in particular it is helpful to use insights gained from e.g. critical sociology and anthro-

pology. The knowledge these disciplines have be helpful in making medicine better aware of 

social injustice in relation to health care services and develop better ways to hinder that. 

I have in the 5th chapter sketched a three dimensional model of medicine. These are rough 

outlines that need to be refined. To finish this description of the core of medicine, more re-

search is needed. In this discussion the aim is primarily to show that medicine has defined 

ends and inherent values that are important. Further, to advocate for the view that medicine is 

based on a common core that is valuable and ought to be guarded.  

Medicine as a human endeavor is something that has to be reflected upon constantly and 

cannot be allowed to evolve and progress without concern and without paying attention. I say 

this because medicine is powerful and can therefore be dangerous, but medicine also guards 

something immensely important for our life, well-being, and welfare. This research is an at-

tempt to address this. The discussion on what medicine is, what it should be, and what its 

place in society should be must continue. 
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Empirical Ethics

Is ʻsurrogacyʼ an infertility treatment?

Astridur Stefansdottir

Abstract

In this article, it is argued that it is problematic to construe the debate around the process labelled ‘surrogacy’ as a form

for infertility treatment. Firstly, this way of defining what happens opens up a new form of medical desire where a

growing number of people wish to have children through ‘surrogacy’. This medicalizes childlessness and creates pressure

within health services to respond to the desires of an ever-growing group of patients. Secondly, this labels the woman

who carries the child as a ‘surrogate’ and defines her as a core element in a ‘treatment method’. This way of phrasing and

defining what happens puts the woman carrying the child in an unacceptable moral position within the health system.

Thirdly, by viewing the woman carrying the child as a ‘substitute’ for a mother or as a ‘temporary custodian’ ignores the

unique relationship between the foetus and the pregnant woman. To keep the ethical issues in focus in the ‘surrogacy’

process, it is necessary for health professionals to always accept the woman who goes through gestation and birth as the

mother of the child. This unconditional acceptance shifts the core of the process away from the idea of ‘treatment’ and

towards ‘adoption’ as the defining element in the process. Consequently, it will be easier to accept ‘surrogacy’ as a

complicated and wide-ranging process as well as to secure the basic human rights of the pregnant woman and the

welfare of the child being born.

Keywords

Adoption, healthcare, medicalization, surrogacy, infertility treatment

Introduction

In public debate, ‘surrogacy’1 has commonly been con-

strued primarily as a form of infertility treatment.

‘Surrogacy’ is then chiefly described as a form for assis-

ted reproductive technology (ART) to be used for the

benefit of the intended parents.2–5 According to this

view, ‘surrogacy’ is one possible option, along with

technical innovations in medicine, in overcoming fertil-

ity problems. What is referred to as ‘surrogacy’ is then

implicitly regarded as a form for healthcare service. In

this article, I will question this approach and this way

of framing the discussion. I believe the words we use to

construe the discussion are of great importance since

they will influence our understanding of what happens

around what is now labelled ‘surrogacy’. An example

of how words can influence our understanding and thus

our view of the issue is the use of the word ‘surrogate’

instead of referring to the ‘pregnant woman’ or simply

the ‘expectant mother’. Each of these phrases describes

the situation of a woman about to give birth to a baby,

but they have quite different meanings. It is necessary,

therefore, to contemplate what is involved and what we

are referring to when we discuss ‘surrogacy’. There are

difficult ethical issues that need to be dealt with regard-

ing the description of ‘surrogacy’ as a form for ART. In

this paper, I will draw attention to some of them and

emphasize the importance of taking care how we

phrase and categorize our practices.
I begin by considering why we might be tempted to

see ‘surrogacy’ primarily as a form of infertility treat-

ment. I will then outline serious challenges facing the

health services when ‘surrogacy’ is primarily seen as a

treatment option for infertility. Following that, I will

compare two ways of categorizing what is labelled as

‘surrogacy’. We can either outline the process as a way

to treat infertility problems or we can construe it as an

adoption process. Although ‘surrogacy’ is not a typical

example of either of those two, both references have

been made in the literature.6,7 In light of my discussion

of that comparison, I conclude that we should rather

emphasize the understanding of ‘surrogacy’ as an

adoption process since that approach is more likely

to reflect the ethical challenges involved as well as
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protecting the interests of those most vulnerable in the
situation.

‘Surrogacy’ as infertility treatment

In the current literature, the aim of ‘surrogacy’ is often
defined as being: ‘. . .a means of overcoming childless-
ness for couples unable to carry their own pregnancies
due to infertility, medical conditions, or sexuality’ (p.
273).8 This way of framing the discussion highlights the
importance of ART and medical means as the defining
element of the ‘surrogacy’ process. It implies the view
that ‘surrogacy’ should primarily be seen as a form for
infertility treatment and the related public administra-
tion as healthcare service. Occasionally, ‘surrogacy’ is
directly referred to as a treatment option.7 This way of
viewing the process of ‘surrogacy’ is quite understand-
able. It can, e.g., be argued for in the following way:
Not being able to have a child when one is wished for is
a difficult experience for a couple. As the desire for a
child is often very strong, it can deeply impact their
relationship and be the cause of life-long suffering.9

‘Surrogacy’ as an infertility treatment can be a way
to address such sufferings.

To better understand the perspective of those who
view childlessness as being, at least on occasion, a result
of lack of health, or even a disease, we can look to
Bircher’s definition of health:

Health is a dynamic state of wellbeing characterized by

a physical, mental and social potential, which satisfies

the demands of a life commensurate with age, culture,

and personal responsibility. If the potential is insuffi-

cient to satisfy these demands the state is disease. (p.

336)10

Bircher’s definition admits that health is not tied to
physical standards only, but also to mental, social,
and even cultural factors. According to Bircher’s
definition, when an individual cannot do what he or
she may be expected to do, the state is disease. For
example, a woman of fertile age unable to carry and
give birth to a child suffers from a disease according to
this definition, since generally it may be assumed that
such women can have children. By using Bircher’s def-
inition of health, it can be argued that certain instances
of childlessness are health problems, to which the
health services should respond.

We see from this discussion that it can well be
argued that there are instances where the condition of
not being able to carry and give birth is viewed as a
health concern. When ‘surrogacy’ is used to meet that
problem, we could be tempted to view ‘surrogacy’ as a
form for treatment of infertility. In the following sec-
tions, I will focus on the concerns that are raised by this

view. I will begin by showing direct challenges facing

the healthcare services.

Medicalization: The ‘cure’ increases the

number of ‘patients’

In 1985, the U.K. was the first country in the world to

have a specific legislation permitting ‘surrogacy’

(Surrogacy Arrangements Act, 1985).7,8 ‘Surrogacy’

was supposed to be the last resource to solve the

problem of a very limited number of couples with fer-

tility complications. One could be tempted to assume

that when surrogacy had been an accepted practice

within healthcare services, for some time, there would

be a decline in the cases where ‘surrogacy’ is meant to

address, since the problem had then been solved for

many couples. Such views were, e.g., stated in the dis-

cussion around the possibility of legalizing ‘surrogacy’

in Iceland. In a report on the issue written for the

Ministry of Health, it is stated that the estimated

need is most urgent in the beginning since there are

now many couples waiting for a solution to their child-

lessness, but later the need would probably stabilize.11

This view does not reflect the experience in the U.K.

Since 1985 there has been a steady increase in demand

for ‘surrogacy’ as a form of infertility treatment, and

accordingly the number of ‘surrogacy’ agreements has

never been higher.8

One possible explanation to this development within

the health services is that instead of accepting limita-

tions of life, there is now increased pressure to use new
medical innovations whenever possible and almost at

whatever cost to meet unfulfilled desires.12 This hap-

pens almost automatically in parallel with technologi-

cal developments. Now it is possible for everyone, not

only heterosexual couples, to have a child. It results in

more people feeling their own shortcomings and new

demands emerge. A new norm for reproduction

evolves. Using new technological solutions to over-

come childlessness not only satisfies desires and

demands but also increases the pressure to have chil-

dren. Groups that generally were neither considered to

have any health problems nor to have any reason to

seek healthcare service due to not having a child, such

as childless individuals or two men living together, now

experience a need for healthcare service due to new

possibilities and a change in the culture of reproductive

behaviour.
Here, medical technology is used to solve problems

for a constantly growing group of people. Not only

infertile women, but also individuals and homosexual

men, become ‘patients’ in the healthcare system and

thus their inability to have a child is also conceived

as a healthcare problem. We already see both ethical
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and legislative changes in the U.S. and some European

countries giving equal rights to requests for assisted

reproduction without regard to sexual orientation or

marital status.13 These techniques are then normalized

for everyone on demand since they are regarded as a

response to a medical need. This leads to medicaliza-

tion; that is, it defines human problems, hitherto not

regarded as medical in nature, to be identified and

treated as medical problems.14,15 What initially was

introduced as a medical solution for a very limited

number of couples will be culturally accepted for

almost everyone. It might be said that ‘surrogacy’

evolves from being what was conceived of as a medical

necessity to becoming a medical desire.16 The downside

of this is that a great number of people will not be able

to live up to the demands of life unless they receive

medical assistance for reproduction. These will not

always be fulfilled and many go through grief when

things do not work out as planned.17 Furthermore,

this new demand will compete for both human resour-

ces as well as financial resources which are limited

within the health system. As a result, they might mar-

ginalize other diseases and health problems that do not

receive as much attention.

The ambiguous position of the pregnant

woman as a ‘surrogate’

What is called altruistic ‘surrogacy’ is permitted and

has been practised for many years in some countries,

for example the U.K. and Canada.8,18 Hence, some

deliberation has already taken place about the practice

of ‘surrogacy’ and the experience of healthcare

professionals participating in the process. The discus-

sion has emphasized the need to take special precau-

tions to protect the rights of the ‘surrogate’ during

pregnancy.8,18–20 This sheds light on the problems

that emerge when ‘surrogacy’ is considered a normal

part of medical services. Thus a Canadian doctor has

said:

After a busy morning in the office, you have an

appointment with a new prenatal patient. This gravida

3, para 2, woman is at 6 weeks’ gestation. There are 3

people waiting in the examination room: the patient

and the couple whose egg and sperm were used to

create the embryo being gestated by the patient. Each

person has questions about prenatal care and wishes to

be involved in any decision that needs to be made. (p.

483)20

This situation is complicated. The regulations that

doctors have already put in place for their practice

regarding ‘surrogacy’, e.g., in Canada and the U.K.,

state the necessity of all professional processes and
rules surrounding the pregnancy and birth to be well
implemented. These regulations highlight that the
‘surrogate’ should have full control over her body,
including the fate of the unborn child. She should be
fully entitled to make all decisions related to the preg-
nancy by herself, in exactly the same way as any other
pregnant woman.19–22 Medical professionals should
therefore meet the ‘surrogate’ by herself and not with
the prospective parents. Furthermore, it is considered
important that the doctor caring for the couple dealing
with infertility is not the same doctor as the one who is
taking care of the ‘surrogate’. Decisions made during
the pregnancy, for instance related to foetal diagnosis,
chorionic villus sampling, ultrasounds and even abor-
tion, should, therefore, be the choice and responsibility
of the ‘surrogate’ and not the intended parents. Finally,
all parties must have open access to the services of
psychologists and social workers to help them face
the emotional pressures related to this, and healthcare
professionals are required to be alert to potential
oppression or duress in the process.3,8 These regula-
tions come about as a professional response to ensure
that doctors involved in ‘surrogacy’ work according to
the physician’s primary duty. They can also be seen as a
way of the healthcare system to protect the ‘surrogate’
as a person.

When these actions are considered, it is interesting
that they are framed as being some sort of ‘extra
means’ to take care and prevent the welfare of the ‘sur-
rogate’. It might even seem as if her rights were placed
higher than the rights of the intended parents by these
means. However, if we rephrase our thoughts at this
point and use the word ‘expectant mother’ instead of
the ‘surrogate’, it becomes clear that these rules are not
best understood as special means where the ‘surrogate’
trumps the intended parents. Instead, they are the basic
human rights of the woman who is going to give birth
to a baby. They are the same basic human rights that
women have been fighting for over the last centuries.23

During the pregnancy process, women are more prone
to suffer violence and it can therefore be argued that
they need special protection during that time.24

Besides, there is also a strong tendency in these special
circumstances by both the prospective parents and even
the medical professionals to want to gain control of the
body and daily life of the ‘surrogate’.25 This is done on
the grounds that the foetus or child is not only a part of
her body; she is also a part of the child’s body, but the
child is not hers. To view the pregnant woman solely as
the child’s temporary custodian or as a substitute, as
the phrase ‘surrogate’ indicates, has the unfortunate
implication within the healthcare services that the preg-
nant woman becomes ‘instrumental’ in the sense of
being part of the ‘medical means’ to cure the infertility
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of the individual or couple at hand. These very
regulations are a sign of that danger. Their existence
shows that the woman carrying the child is in such a
vulnerable position that it becomes necessary to remind
us of her basic human rights.

But are these precautions sufficient to ensure the
respect and humanity of the ‘surrogate’? While these
regulations may protect her against potential oppres-
sion by healthcare professionals and the intended
parents, they are of questionable use when her status
within the healthcare services is assessed on a deeper
level. We still have not ensured her position as an inde-
pendent actor in the process. She is not referred to as
an ‘expectant mother’ but labelled as a ‘surrogate’, and
within the healthcare system, the process of ‘surrogacy’
is recognized as a ‘treatment option’ for infertility. The
‘surrogate’ is still at least in healthcare discourse, a part
of the ‘means’ of the health services. This can always
develop into a situation where concern for her auton-
omy and welfare ceases to be in focus. This is especially
prone to happen in countries where there is widespread
poverty and women’s rights are not valued sufficiently.
This has already happened in India where the poverty
and low social status of women has forced them into
making unacceptable choices and taking part, during
pregnancy, in services where their basic human rights
were broken.25–27

‘Surrogacy’ differs from other remedies available
through the healthcare services because a third person
is used in a very profound way to reach the treatment
goals. The ensuing situation creates a new relationship
between medical professionals and the pregnant
woman acting as a ‘surrogate’. Here it does not
matter whether there is always an assumption of her
full consent. When a woman agrees to go through ges-
tation for another woman, and does so as healthcare
practices, she enters into two different and often con-
flicting kinds of relationships within the health system.
On the one hand, she is a patient who needs care during
her pregnancy. On the other hand, she is seen as part of
a treatment plan by the health services, where she is
either selling or giving service. This situation involves
dilemmas which will not be solved as long as ‘surroga-
cy’ is accepted within the health system as a treatment
for infertility. This is irrespective of whether we have in
mind altruistic ‘surrogacy’ or commercial ‘surrogacy’.
The situation arises because the pregnancy and birth
are regarded as infertility treatment for the intended
parents. Healthcare professionals can face contradicto-
ry responsibilities in their approach towards the group
of women who are taking on these roles, on the one
hand, and towards the infertile couples, on the other.
This possible conflict of interest can undermine the
ethos of the doctor–patient relationship which is the
cornerstone of medical service.28,29

The ‘adoption model’ vs. the ‘treatment

model’

In many countries where ‘surrogacy’ has been legalized,
adoption is part of the ‘surrogacy’ process.22,30,31 The
woman carrying the child and giving birth is then its
legal mother at birth, regardless of intention or the
genetic origin of the child.31 The advantage of this is
the certainty of the baby to have at least one legal
parent at birth. For the intended mother to become
the legal mother of the child, adoption is mandatory.
When adoption is a necessary part of what is now
labelled ‘surrogacy’, a ban of commercial ‘surrogacy’
usually follows.22,30 Yet, adoption is not always a nec-
essary part of the ‘surrogacy’ process. In some coun-
tries (e.g. Greece), the intended parents become the
legal parents of the baby at birth and their names
appear on the baby’s birth certificate.31 Often they
are also the persons whose sperm and egg were used
to conceive the baby. That per se and the fact that they
are the ones who initiated this process through their
intention is seen as the ground for their parenthood
and no adoption is needed. Intended parents are here
accepted as the driving force of the process and it is
highlighted that because of their wish the baby exists.
However, this approach raises some serious issues.
Surely, willingness of the intended parents is necessary
but not enough. To meet their wishes, they need a
woman to carry the baby and give birth to it. From
the perspective of the intended parents, this process is
labelled and categorized as service or labour on behalf
of the ‘surrogate’. The service can either be given
(altruistic surrogacy) or sold (commercial surrogacy).
This terminology and interpretation of the whole pro-
cess gives rise to questionable talk about compensation
or payment. ‘Surrogacy’ without adoption, accompa-
nied by what is called commercial ‘surrogacy’, is often
criticized, not only for commercializing children but
also for being degrading and potentially oppressive
towards the ‘surrogate’.32–34

‘Surrogacy’ with adoption has also been criticized,
for example as being unfair towards the intended
parents due to insecurity and also for being both
unfair and exploitative towards the woman carrying
the child. An alternative approach which is meant to
be more fair towards both parties can be seen in the
writings of Van Zyl and Walker.30 They call it ‘profes-
sional surrogacy’. The authors claim that ‘surrogacy’
should be paid for on a ‘fee-for-service basis’ and
emphasize the importance of a professional regulatory
body for the process. In their words, ‘the surrogate
would be motivated by a desire to do something worth-
while while still expecting reasonable compensation for
her service’ (p. 384).30 They underline the importance
of the intended parents being the legal parents of the

4 Clinical Ethics 0(0)



child right from birth. That would eliminate uncertain-
ty both for the intended parents and for the ‘surrogate’.
They acknowledge that in the ‘professional model’, it is
important to secure that the surrogate retains all her
rights as a pregnant woman. Hence, it would be impor-
tant to maintain the rule that the intended parents
could not require her to undergo any procedures and
tests that she does not want. Furthermore, Van Zyl and
Walker claim that through this model the surrogate is
much better protected from exploitation than in the
adoption model where altruistic ‘surrogacy’ is the rule.

These are important points that need to be
addressed. Firstly, I agree with Van Zyl and Walker
that it is problematic to define ‘surrogacy’ primarily
as an altruistic deed, but I do not share their belief in
payment as being the solution to that problem. What is
problematic with this runs deeper. Let us first look at
the obvious downside of altruistic ‘surrogacy’, that is,
viewing it as a deed performed primarily by ‘good
women’. This deed is then driven by the duty to help
others in need; others who are viewed as patients.
Throughout history, women have been in the position
of caring for the sick and those in need. This work has
been unpaid and not properly acknowledged. Women
have been trying to free themselves from this role and
fighting for acceptance as agents where their work is
acknowledged, respected and paid for on an equal basis
to men. Using women to carry babies for intended
parents in need and the sole gain of the process being
the ‘joy of helping others’ could turn into a new way of
exploiting women. Arguing, therefore, as Van Zyl and
Walker do, that they should be able to charge for their
service and thus gain prestige and due compensation
should come as no surprise.

Although I do agree with this criticism of altruistic
surrogacy, it does not follow that we should accept
commercial ‘surrogacy’ and hence see payment as the
solution. What is problematic in Van Zyl’s and
Walker’s argument is their reference to ‘surrogacy’ as
a form of infertility treatment. In contrast to what they
label ‘the adoption model’, I contend that the view they
describe should be called ‘the treatment model’. The
authors see the adoption as a weakness in the process
and describe it as degrading for the woman who gives
birth to the child that she does not receive compensa-
tion for her work. I want to argue that there is some-
thing inherently wrong with this view on the state of
being pregnant. The connection between the gestating
woman and the child to be born is unique. It has a
profound and defining effect on the lives of both.
This will never be described accurately through the lan-
guage and laws of labour and business.35,36 The preg-
nant woman is neither selling (commercial surrogacy)
nor giving (altruistic surrogacy) any type of work or
service. She is not to be defined as ‘labourer’. During

pregnancy she is first and foremost an expectant
mother.36 If we are to keep our attention on the core
of the ethical issues in this complicated debate this has
to be acknowledged. Health professionals especially
need to keep this in mind when establishing relations
with the woman carrying the child within the health-
care system. My contention is that the only way to
acknowledge this is by always accepting the woman
who goes through gestation and gives birth as the
mother of the child. Taking that seriously shifts the
core of our understanding of this process: It becomes
hard to view it as a treatment for the intended parents.
Instead the adoption becomes the defining element in
the process.

Why is adoption so important?

Family units can now be structured in many ways.37 In
this new landscape, the status, role, responsibility, and
self-understanding of those involved can become
unsteady and complicated. This initiates many difficult
moral issues, not only regarding the understanding of
concepts like mother and father32,36 but also other
things like the welfare of the child,9,38 the rights of indi-
viduals to know their origin,39,40 the connection between
responsibility and family relations,22,29 our culture32 and
the foundation of our self-understanding9 to name a few.
The critical issues listed here have been addressed by
many and it has not been the purpose of this article to
investigate them in any depth. They are only mentioned
to draw out how complex the process now labelled ‘sur-
rogacy’ is and to show how widespread the effects of it
can be. These issues are not only health related. They are
wide-ranging and complicated.

The main focus in the paper has been on ‘surrogacy’
within the health system and I have criticized how
viewing it principally as a health issue is problematic.
When contemplating our policy and our discourse
around ‘surrogacy’, not only health matters, but at
least all of the issues mentioned above and many
more. They all need to be at the centre of the discus-
sion. The ethos of the health system is primarily based
on working privately with patients. By categorizing
‘surrogacy’ as a treatment for infertility we tend to
view it as a private matter of concern mainly to those
directly involved, the core of our attention being to
meet the needs of the intended parents. This tends to
divert the attention away from important ethical con-
cerns regarding this process. This view is therefore too
narrow and leads us to marginalize important aspects
of the ‘surrogacy’ debate. Consequently, it is very
important to evaluate and think carefully how we con-
strue the discussion around this complicated process.

When the ethical issues involved are contemplated
within the health sector, it is important to remember
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that what really happens involves at least (i) the inten-
tion of a couple or an individual to raise a child; (ii)
conception, gestation and birth and (iii) the transfer of
a baby from the woman who gave birth to it to the
people that will raise the child. This is a long process,
which can take years and involves many people, not
least the baby being born. This is neither an infertility
treatment nor is it a simple adoption, although it
relates to both. It is of primary importance here what
we choose to be the defining element of this process and
the discussion around it. In order to understand and
define these events, it is very important to keep a close
eye on where to place the rights, the duties and the
responsibilities. When the whole process is discussed
and choices made accordingly, I contend that there
are two fundamental points that have to be clearly
understood. The first one is the claim that the relation
between the child being born and the woman carrying
that child cannot simply be described in the terminol-
ogy of a ‘mother substitute’ or a ‘temporary custodian’.
These connections are more profound and special than
the term ‘surrogate’ implies. The second claim I want to
draw attention to is the importance of keeping the
attention on the gestating woman and the child being
born, because they are most vulnerable in this process.

If ‘surrogacy’ is a treatment option for childless cou-
ples, we have circumstances not least in the health
system where the child and the pregnant woman tend
to be overshadowed in the discussion by the wishes and
desires of the intended parents. This is especially prone
to happen if the woman giving birth is not recognized
as an expectant mother in this process.

Every decision made should be taken with the wel-
fare of the child in mind. The only way to do so is by
basing the process on an ethos that acknowledges the
needs and the welfare of the child and gives it priority
within the discourse. If we compare the aims of adop-
tion to the aims of infertility treatments, we can note a
clear difference: Adoption is about finding parents,
guided by the child’s welfare, whereas treatment for
infertility has only the aim of producing a child, and
there is no claim or reference to the capabilities of the
parents to raise that child.

To refer to surrogacy as a form of adoption has
already been done.6 As noted before, ‘surrogacy’ is
strictly speaking neither a form for infertility treatment
nor is it a conventional adoption. I want to draw atten-
tion to the advantage of adoption in this process. If we
omit the adoption and ignore the importance of it, we
open up for a new way of harming both women and
children. We do no longer respect the special relation-
ship that forms between the mother and the child
during gestation; we open up for the possibility of com-
mercialization of childbirth and there is no attempt to
evaluate whether the welfare of the child will be met by

the intended parents.35 By highlighting adoption as the

core of what happens rather than claiming this to be an

infertility treatment is a better way to guard for the

dangers mentioned above.

Conclusion

In this article, it has been argued that it is profoundly

problematic to construe the debate around ‘surrogacy’

as a form for infertility treatment. Firstly, thismedicalizes

childlessness and creates pressure within health services

to respond to the desires of an ever-growing group of

patients. As a result, the medical treatment of ‘surrogacy’

is not alleviating the problem at hand but increasing it.

Secondly, the treatment method of using another woman

as a ‘surrogate’ to carry a child for a couple or an indi-

vidual dealing with infertility puts the woman carrying

the child in an unacceptable moral position within the

health system where the doctor’s responsibilities towards

the patient are no longer clear. And thirdly, by viewing

the woman carrying the child not as an expectant mother

but rather as a ‘substitute’ or a ‘temporary custodian’ of

the child, the unique relationship between the foetus and

the pregnant woman is ignored. By accepting adoption as

a necessary and defining step in this process, as well as

giving it an increased importance in the debate, it is easier

to secure the basic human rights of the pregnant woman

as well as to secure the welfare of the child being born.
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Empirical Ethics

Three positions on the fat body:
Evaluating the ethical shortcomings
of the obesity discourse

�Astr�ıður Stefánsd�ottir

Abstract

This article raises serious ethical concerns regarding the medical discourse on obesity. It offers a description of three

alternate positions on the fat body: the scientific approach dominant within medicine, the critical view mainly raised by

social scientists, and the voices of fat people themselves. By viewing and comparing the perspectives these positions

reveal, it is possible to underline the complexity of the problem labeled as the “obesity epidemic” and draw attention to

serious ethical concerns in the mainstream medical discussion. Medicalization of fat people narrows the focus on the

“obesity epidemic” where it is framed as private and personal rather than social and political. It is also argued that the

hegemonic discourse of medicine omits the social embeddedness of fat people and ignores their own voices and

narratives. This undermines the well-being of fat people and hides their humanity as well.

Keywords

Ethics, medicalization, fat people, obesity

Introduction

I, the author of this article, am labeled overweight
according to medical terms. I come from a family of
fat people. By calling them fat, I am not making any
judgment on my family. I am simply using the word in
a neutral sense, referring to a certain state of the body.
As far as I can remember I have been fat. I have not
always been happy about it. I have tried many types of
diets or food restriction programs, resulting in short
and long term bodily changes. I am in a moderate phys-
ical condition and I am able to successfully accomplish
difficult long term assignments, as can be seen by my
finishing medical school without really being interested
in becoming a doctor. As I grow older my acceptance
of my fat body grows as well as my love of life itself,
with all its joys and wonders, aches and pains.

I am sharing this personal story to explain my posi-
tion when writing this and to underline the main thread
in this article: the need to realize the missing factor in
the dominant discussion on the state of being fat, the
humanity of fat people. Being a medical doctor myself,
I do not deny the fact that more people worldwide are
fat today than there were 20 or 30 years ago and I find
this to be of concern.1–3 Nevertheless, in this compli-
cated and for me in many ways personal discussion on

the lives and prospects of fat people, it is necessary to

highlight certain ethical concerns in the medical

narrative.
The narrative I am referring to is framed as being

based on objective scientific facts. It uses objectively

determined terms when talking about fat people like

“overweight,” “obesity,” and “the obesity epidemic.”

“Overweight” usually defined as the body mass index
(BMI)1 in the range of 25–30, “obesity” defined as BMI

over 30, and the “obesity epidemic” referring to a

public health hazard.4–7 This way of describing the

lives of fat people has been criticized by many social

scientists who claim that the medical discourse is

oppressive toward fat people.8 They have advocated
for the use of the term “fat” as an empowering term

in the fight against the oppression of fat people.9 I will,

in this article, use the term fat as a neutral term describ-

ing a body with increased body fat, whereas the words
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“overweight,” “obesity,” and “obesity epidemic” will
refer to the medical standpoint that describes the fat
individual through biomedical facts mostly relating
their lives to diseases and personal suffering.

The main question in this paper is: What are the
ethical concerns regarding the mainstream medical
discussion on the lives of fat people? I begin by describ-
ing and analyzing the objective scientific position that
dominates medical discourse. Subsequently, I outline
what I call the critical view, coming mainly from
social scientists where shortcomings of the medical dis-
course are outlined. Finally, I draw attention to the
importance of the voices of fat people themselves,
when trying to understand the complexity of what is
labeled “the obesity epidemic.” By uncovering these
different positions in the discussion on the lives of fat
people, it is possible to highlight serious ethical short-
comings in current medical approach and suggest how
it could be complemented.

The scientific position

When medical doctors talk and write about the fat
body they tend to refer to objective measureable facts
that are described as scientifically proven. According to
this way of thinking, obesity is one of the most serious
health problems of the present day.2,10–12 This implies
that obesity is a condition that leads to diseases, dimin-
ishing the quality of life for the person involved.
Sometimes obesity is even defined as a disease in and
of itself.13,14

When we view obesity as a disease it becomes a
medical condition that has to be responded to and
the fat person becomes a suffering patient. We see
this expressed, for example, in the Canadian Clinical
Guidelines on how to manage obesity.7 In the guide-
lines it is stated that approximately two-thirds of the
Canadian population are either overweight or obese.
The objective of the guidelines is to: “ . . . provide
evidence-based recommendations for structured inter-
ventions aimed at preventing weight gain in adults of
normal weight and to provide recommendations for
behavioral and pharmacologic interventions for
weight loss to manage overweight and obesity in
adults” (Brauer et al.,7 p.185). It is further recom-
mended that those in this position should be managed
by medical doctors, according to a scheme that
addresses the current and imminent problem of over-
weight and obese patients. This objective to target
every single individual, who is according to set defini-
tions overweight or obese, raises serious questions
about the approach of medicine. In this paper, I will
not pay attention to doubts regarding causal links
between obesity and diseases, although such doubts
have been raised.15–17 At this stage my concern is

rather: what does it mean to define two-thirds of any
nation as chronic patients in need of healthcare inter-
vention and specialist aid? This is troublesome in view
of the fact that the majority of these “patients”
are currently leading normal and happy lives and do
not necessarily suffer, feel sick, or view themselves as
unhealthy.

To begin to understand this medical recommenda-
tion, it is necessary to realize that the focus of medicine
is primarily on the patient and as a consequence being
fat is in essence a biological imbalance or deviation
situated within the individual. Therefore, it is thought
to be crucial to treat this individual in order to
“normalize” her18 and help her to gain the right bal-
ance. It is common in medical journals to explain the
etiology of obesity in the following way: “obesity devel-
ops when unconsumed energy because of excess intake,
reduced expenditure, or most likely both, accumulates
gradually as fat tissue” (Maziak et al.,19 p.36). Here the
“imbalance” is situated within the individual. She is
responsible for her “excess intake” and “reduced
expenditure.”

This way of placing the problem and locating it in
the individual has deep roots within medicine. The
medical doctor is trained to focus primarily on the
patient. The patient is defined as a person who suffers
and needs assistance. She cannot deal with her prob-
lems on her own.8,20,21 She seeks help from the doctor
by placing the problem in his hands. The idea of “the
Patient” is closely related to the idea of the one who is
passive and patient and bears her suffering in silence.22

The role of the doctor is to use methods that he masters
to treat or change the one who suffers and is ill, for
example by using medication or surgery. When the
doctor focuses on “the disease” obesity he behaves
accordingly. The individual is not “normal.” The prob-
lem is solved by changing this particular individual, by
making her undergo the right treatment. Based on
these premises, the conclusions of the Canadian Task
Force on Preventive Health Care are quite logical.

These and similar clinical guidelines have been in
place for decades but we have so far seen little suc-
cess.2,23 Worldwide we have seen rising figures in obe-
sity prevalence despite the efforts of medicine.17,19,24–26

Treatment plans that consist solely of advising people
how to change their diet (reduce intake) and exercise
more (increase expenditure) are not working.12,27–29 If
nothing else is done during treatment it can be assumed
that almost all of those who lose weight on a regular
diet will be back to their original weight within a matter
of years.11,29–31 Medication for obesity has been tried
but with limited long term success and surgery used as
cure for obesity is still controversial and limited to a
very small group of persons since it has serious adverse
effects.12,29

40 Clinical Ethics 15(1)



In view of this and in view of the epidemiological
statement that figures of overweight or obesity seem
to be on the rise globally, it can be said that clinical
doctors are making little or no progress in curing the
obese patient.12,26 This has called for a new way of
looking at the matter.

Lately medical as well as media attention in the
obesity dialogue has shifted toward the “obesogenic
environment.”5 This approach acknowledges the
causal importance of environmental forces in
the “obesity epidemic.”1,32–34 Environment in this
sense has reference to open spaces and structures of
buildings but more broadly to things in life that we,
individually, do not control. They can be the results of
political choices or decisions by public institutions or
private companies. The environment can comprise
food production industries, architecture and design of
public places, means of transportation, access to
healthy food at work and in schools, and even the
acceptance of the attitude that exercise and motion
should be a normal part of everyday life in the structure
of the school day and in the arrangement of our work
facilities.35

There is hardly any doubt that our daily living
habits, like how we commute and use our leisure
time, are undergoing a change that makes people
more sedentary. Studies from the U.S. show a clear
connection between the opportunities a person has to
exercise in daily life and the prevalence of obesity.
Those who live in surroundings where the possibilities
for motion and outdoor activities are not available tend
to be heavier than those who live in neighborhoods
where such options are on offer.19,36 This strengthens
the claim that it is more difficult to remain within what
is defined as normal weight in some environments
than in others.

Medical and public health scholars have advocated
for the view that at present we are heavily influenced by
the environment we live in and the way it is currently
structured directly increases the obesity prob-
lem.10,13,37–39 It has been forecast that in 2030 half of
those living in the U.S. will be obese and the only way
to prevent that from happening is to make environmen-
tal changes.40

Although medical scholars do emphasize the impor-
tance of environmental changes when fighting the obe-
sity epidemic, the medical view on the fat person is
always seen through the eyes of the physician who
bases his position on the clinical definition of obesity.
As stated above, this view is characterized as an objec-
tive science where obesity is a biomedical fact, a health
risk, and an epidemic.8 Accordingly, regardless of
cause, fat people are predominantly framed as patients
suffering from a disease in the mainstream medical
discourse.7

What are the consequences of framing the fat person
primarily as a patient and as an object of science? I will
address this question in the next section.

Consequences of medicalization

Being fat was in former times a sign of prosperity.
Later being thin became a sign of health and beauty
whereas fatness was assigned to weakness of the will,
even sloth. It became a moral issue where the respon-
sibility for this undesirable condition was placed on the
fat person.41 For centuries doctors have attributed
fatness to an unhealthy way of life, but it was not
until the latter half of last century that the state of
“being fat” became an “obesity problem” that should
be dealt with by medical means.41 The responsibility
for this condition was no longer personal but instead
seen as something that had happened.42 The manifes-
tation of the medicalization of “obesity” appears, for
example, in statements from the World Health
Organization, in medical textbooks, countless articles
in medical journals addressing the issue, in the fact that
there are doctors specializing in obesity and medical
clinics that have it as their primary agenda to cure obe-
sity.41,42 At this point I want to highlight three factors
worth considering when reflecting upon the consequen-
ces of seeing the fat person as a patient and as such the
object of medical science.

First, I will discuss the stigma of being fat. It might
seem that medicalizing the fat person and turning her
into the obese patient would neutralize and even destig-
matize this condition. If being fat is no longer a sign of
vice or moral weakness, but a disease, it should free the
patient from the blame of obesity. Surprisingly this is
not the case. The stigma on obesity manifests itself in
many ways in modern society. It is evident in health-
care settings and research has showed considerable
stigma and negative views toward obese patients
among healthcare professionals. Puhl and Heuer43

refer to a study where:

620 primary care physicians, >50% viewed obese

patients as awkward, unattractive, ugly and noncom-

pliant. One-third of the sample further characterized

obese patients as weak-willed, sloppy, and lazy.

Physicians also viewed obesity as largely a behavioural

problem caused by physical inactivity and overeating.

(p.944)

This strengthens the view that the medical profession is
still blaming the obese patient for their bad results in
curing obesity.30 Thus, medicalization does not destig-
matize obesity but quite the reverse.

Second, I want to mention the desire for power
or wealth as a driving factor of medicalization.
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Here attention is drawn to the self-interest of the med-
ical profession. Sadler et al.44 refer to Illich and
Foucault who both argued that physicians expanded
the list of diseases to grant themselves more power
and authority. As mentioned earlier, we see claims in
medical articles where it is considered very urgent to
introduce medical interventions addressing the majori-
ty of the population regarding the chronic health risk
and disease of overweight and obesity.2,7,23 As there
described, the patients would need imminent attention
from doctors and other health personnel who were to
influence (and control) their way of life. This medical
intervention would last for a long period of time since
obesity is a chronic disease that will not be cured in
days or weeks but rather in months and years.2,7,23 I am
not saying that medical doctors are consciously trying
to gain control over the lives of the majority of the
population in Western countries. Nevertheless, this is
what they propose by claiming “excess body fat” to be
a disease and thus labeling them “patients” in need of
healthcare attention.14 From the perspective of fat
people, this disease label can be a very troubling
claim. To me, the fat author of this article, it seems
more appealing to be addressed and seen in control
of my own fate in the “kingdom of the well” than
being in the “kingdom of the sick” under the manage-
ment of healthcare personnel.45

The third point I want to highlight is what Sadler
et al.44 refer to as the balance between individual rights
and responsibilities, on the one hand, and governmen-
tal or societal roles and responsibilities, on the other.44

They describe the “obesity epidemic” in the following
way:

Partisans have frequently medicalized collective (social)

problems in an effort to shift the onus of responsibility

from society at large to healthcare services and, ulti-

mately, to individuals. For example, Western societies

have recently medicalized “lifestyle habits,” particu-

larly diet, exercise, and self-care, in an effort to shift

the responsibility for public health and disease reduc-

tion away from government/society and more towards

individuals. (Sadler et al.,44 p.416)

There are strong societal forces that want to avoid
political interference to promote a healthier lifestyle.
For example, the Centre for Consumer Freedom.
They represent the food industry and have taken part
in the public discussion on obesity.46 Needless to say
they are advocating the consumer’s freedom to choose
and the freedom of the industry to advertise and sell
their products.47

This shift in responsibility leads us to depoliticize
politically difficult social problems.44 To further show
the need for acceptance of political responsibility and

not only personal responsibility for the “obesity

epidemic,” studies show positive correlation between

being of a lower social class and being obese.19

Studies have also shown positive correlation between

inequalities within societies and prevalence of obesity.48

Inequalities and poverty are here recognized as impor-

tant causal factors for obesity.
These authors draw our attention to the fact that the

“obesity epidemic” needs to be met as a social problem.

The danger of medicalization is however that when

problems are framed as medical problems, they tend

to be seen as primarily private and personal. Hence,

when being fat is framed as the medical problem of

“obesity” the responsibility for it is mainly viewed in

a narrow perspective where the responsibility is situat-
ed in the personal life of the fat individual.34 This

happens although a call for a wider view on the respon-

sibility for what is labeled as the “obesity problem”

is in general accepted in medical and public health writ-

ings.6,42 Politicians are nevertheless hesitant in taking

steps to change the “obesogenic environment.”5,49

Although public health recommendations are clear,

the influence of medicalization is not leading to better

public health through political and environmental

changes but rather to increased medical attention on

the fat person, who experiences increased stigma as well

as public blame and shame.43,50

Those who resist the medicalization of fat people see

the medical discourse on “obesity,” not as revealing

scientific facts and truths about the lives of fat

people, but rather as a product of power and oppres-

sion. They claim the medical view has a tendency to

ignore the social implications of defining the state of

being fat as a pathology and thus make it primarily the

concern and responsibility of individuals.8 These criti-

cal voices form the second position on the fat body,

introduced in this article.

The critical view from the

constructionist pole

Patterson and Johnston8 claim that the academic liter-

ature on obesity bifurcates into two poles: the former

being the realist pole, expressed within medicine and

public health, and the latter, the constructionist pole.

The constructionist is critical of the obesity discussion

and relates to it as “ . . . a moral panic driven by polit-

ical interests and cultural values” (Patterson and

Johnston,8 p.265). They are not interested in outlining

a cause for rising body weights but try instead to prob-

lematize the obesity epidemic as a social construct. The

aim of the constructionist is to analyze issues like

power interests, beauty norms, and feminine ideologies

underlying the discourse.
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The realist (medical) discussion is criticized for not
being correctly constructed. Instead of focusing on the
fat body, research should concentrate on a healthy diet
and lifestyle as well as exercise for all body types.16,51

“Thinness” is a commonly cited value in contemporary
Western culture and that in and of itself stigmatizes
“fatness.” This might explain why medical research is
so centrally focused on bodyweight rather than life-
style. Patterson and Johnston8 draw attention to the
questions asked in medical research on obesity where
the studies are dedicated to:

. . . the ill health effects of overweight and obesity . . . to

justify the pre-existing cultural notion that there must

be something wrong with fat people. This would not be

the case if the research was more centrally oriented

towards the health effects of lifestyle habits. (p.277)

Hence, the studies are asking value laden stigmatizing
questions. The results of those studies are therefore no
longer objective. They go on to say that describing
obesity as a disease of those who cannot control their
food intake and balance it with their energy expendi-
ture implies that the thin body is an attribute of the
“normal”, controlled, healthy and desirable citizen
where the “ . . . dominant realist discourse . . . creates
‘division between active [thin]citizens who can
manage their own risks, and “target populations”,
those who require intervention’ . . . ” (Patterson and
Johnston,8 p.283). These underlying ideas determine
the way we feel about our body, whether we get a job
or not and they determine who requires medical treat-
ment or intervention.8

As a reaction to this criticism of social construction-
ists, a trans-disciplinary movement called Health at
Every Size (HAES) has emerged. Their agenda is to
shift the focus from weight management to health pro-
motion. They propose ways to health promotion where
the focus is not on physiological measures like BMI but
on health behavior and increased general well-being.
Psychological health reflected in self-like, self-esteem,
and body image as well as body acceptance is impor-
tant. They criticize mainstream medical approach
toward fat people where the main concern is lowered
body weight. They advocate for a paradigm shift in the
obesity discourse where weight is not the focus but
HAES.52

This criticism has even entered into mainstream
medical journals where there is increased awareness
of serious concerns regarding the conventional medical
discourse on obesity, based solely on objective science.
Ralston et al.3 ask in a recent comment in The Lancet
for a new obesity narrative. They go from the premise
that obesity is a disease but nevertheless point out that
current medical discourse is causing fat people harm.

By using a simplistic causal model, the discussion is
placing blame on individuals and a “siloed focus” on
individual responsibility is hindering necessary political
action to prevent obesity.3 They also call for a more
person-centered medical approach toward obesity.
They draw attention to the importance of including
lived experiences of fat people and call for respect for
them while searching for solutions to the problem of
obesity.

To better understand the importance of changing
the dominant medical narrative on the lives of fat
people and include their voice, I will introduce the
third position on what it means to be fat. I label it:
The personal position.

The personal position

Currently, there are several university departments
teaching and studying social forces that are at play in
stigmatizing the fat body (fat studies). The root of these
movements can be traced to fat women in the 1960s
and 1970s. Originally their fight was aimed toward the
medical profession and its discrimination and subjec-
tion toward fat people.9 Researchers in fat studies in
the 1980s and 1990s were mostly marginalized voices,
publishing research articles that undermined main-
stream views on obesity and criticizing diets and food
restriction programs.53,54 Now, fat studies are an inter-
disciplinary study, focusing on the lives of fat people
from a wide range of perspectives. These writings are
not only focused on criticizing the medical dimension
but also on describing social, spiritual, and cultural
aspects of the lives of fat people.9,55

It is noteworthy in this discussion that it is primarily
driven by fat people themselves and they want to
change the whole narrative on what it means to be
fat. This position in the discourse on the fat person
draws attention to the fact that speaking about “energy
machines” as in clinical medicine or referring to
“communitarian bodies” controlled by environmental
forces as in the public health dialogue does not capture
the essence of the real lives of fat people.19,56 They
show us that we all desire to be accepted regardless
of size or appearance.

These personal voices help us to understand impor-
tant ethical realities which must be acknowledged when
dealing with any human and social issue. A fundamen-
tal problem of our ethical and social life is to appre-
hend that other people are existing in exactly the same
sense as I myself am existing. What is problematic with
the medical narrative based on the scientific view
described above is that by being impersonal it makes
it more difficult to recognize the real existence of
others. The philosopher and writer Iris Murdoch
claims that the essence of ethics is knowledge of the
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existence of other human beings or in her own words:
“Virtue is not essentially or immediately concerned
with choosing between actions or rules or reasons . . .
it is concerned with really apprehending that other
people exist” (Murdoch and Conradi,57 p.248).
Implied in the above, is this special knowledge, and
the fact that other people too are creators of their
own lives, like me, every minute.

What does it mean to really apprehend that other
people exist? It means to recognize the inner life of
others as equal to my own inner life and to understand
this reality to be just as meaningful as my own exis-
tence. This understanding cannot be taken for granted.
The English writer George Orwell demonstrated the
point in a powerful essay called “A Hanging.” There
he describes what goes on in the mind of a soldier who
follows a prisoner who is about to be hanged. The man
walks with a steady pace. Suddenly, he does the unex-
pected: he steps aside to avoid a puddle:

It is curious, but till that moment I had never realized

what it meant to destroy a healthy, conscious man.

When I saw the prisoner step aside to avoid the

puddle, I saw the mystery, the unspeakable wrongness,

of cutting a life short when it is in full tide. This man

was not dying, he was alive just as we were alive.

(Orwell,58 p.16)

These words capture the moment when Orwell realizes
that the prisoner is a human being, that he is a person
with thoughts and feelings just like Orwell himself. We
can see this as an insight into our common humanity,
which is no less of an achievement than the discoveries
of science. It is in fact an important part of what makes
us human. But this insight can easily be lost; for exam-
ple, if our “objective scientific language” is dominant in
medical and public discourse.

To fully apprehend the existence of others does not
only imply recognition of their experiences, it also
acknowledges their freedom and power to live their
own lives according to their own will. Again, this
acknowledgment is not something to be taken for
granted. It is part of our moral universe that we can
easily lose sight of, especially when we are focused on
big problems like what is now labeled as the “obesity
epidemic.” In search for the good life, also fat people
need to believe in the possibility of change, particularly
when living in an environment that is not favorable to
our health. A necessary prerequisite for those who
want to change their lives for the better is to see them-
selves as creators of their own lives and to believe in the
possibility of change. To do so it is necessary to have
inner strength, self-confidence, and a clear vision for
the future. To quote the philosopher Thoreau59:
“there are as many ways as there can be drawn radii

from one centre” (p.331). Similarly, we should open
our eyes to the fact that we should not let others
make our choices but choose ourselves our own way
toward happiness.

My main criticism of the dominant scientific descrip-
tion on obesity is its blindness toward this personal
view and acknowledgment of the uniqueness of each
one of us. Mainstream medical articles on obesity are
rooted in this discourse. Hence, they have a tendency to
objectify the person and reduce her to “a body” or even
“a disease” to be eliminated.19,40,60 I object to this
description as the “objective and scientifically true dis-
course” on what it means to be fat. I further regret that
it has become the hegemonic discourse both within
medicine and within public discourse describing the
lives of fat people.

This does not reflect how the real life of fat people is.
Fat people celebrate life in all its forms. For them being
fat is woven into their lives. When obesity is discussed
it cannot be addressed separately from their existence.
Obesity does not exist as a unity in and of itself, but it is
only real in the lives of fat people. Furthermore, there
are no fat people existing without heads, like many
pictures in medical journals regarding obesity
express.61 Such framing of their lives is in a nutshell
what I am criticizing. These pictures are likely to exac-
erbate the stigma, as well as being attempts to rob them
of personality and reduce their existence to a
disease.3,62,63

To help us remember the deep connection which can
exist between the individual human person and his
figure, I want to quote the preface of the biography
of the famous philosopher and author C.K.
Chesterton. He was a great thinker and a beautiful per-
sonality and by current medical standards he would be
labeled as morbidly obese:

C.K. Chesterton was a giant. In every way. A massive

mind in a massive body. He stood at a towering six

feet, four inches, and he weighed three hundred

pounds. His weight was the subject of many jokes,

most of which he told himself. For instance, he said

he was one of the most polite people in England.

After all, he could stand up and offer his seat to

three ladies on a bus.64

Chesterton’s figure was interwoven with his personality
and his philosophy of the wonder and miracle of life. A
“thin Chesterton” does not exist. Thus, it would be
utterly perverse to reduce his (fat) being to a disease.
To eliminate Chesterton’s fatness is to eliminate
Chesterton. A world without Chesterton is without
doubt a poorer world than one with Chesterton in it.

We all have a personal relation to food and to
motion. These relations are unique and special because
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these are core elements of human existence and life
itself. This relationship is not best described through
a connection with suffering and disease, not even in the
lives of fat people. Rather, it is a fundamental aspect of
human life which can no less be expressed through cre-
ation of art and beauty where it is a source of pleasure
and well-being. Obliterating the personal position and
the complexity of being human makes the discussion of
the lives of fat people shallow and we may question
whether it reveals any sort of truth or value.

I have in this discussion underlined the blindness of
medicine toward the humanity of those being fat.
The core of medicine concerns people and how to
make their lives better. Hence, medicine is not primar-
ily about “objective science,” it is a profession with a
rich ethical dimension.65,66 That is why medicine needs
to take this criticism seriously. They need to realize the
missing factor in the medical discourse: they need to
include the humanity of fat people.

The way forward

I have now reflected upon three different positions when
describing the lives of fat people. The first describing the
objective view of science. This is the dominant position
in modern medicine. It is impersonal and claims to be
factual and true. The second position is the constructive
pole of social science demonstrating a critical perspec-
tive. These critical voices aim to show how the objective
view of science and medicine can be oppressive toward
fat people. Third, I want to emphasize the importance of
the personal position, revealing the voices of fat people
themselves. These voices are highly important to coun-
terbalance the impersonal view of science. It is to remind
us of our common humanity shared by all of us, both
the thin and the fat.

Medical discourse has approached fat people mainly
through the narrow focus of objective science. This
narrow focus has undermined the moral status of fat
people. This view disregards their personal story, the
social embeddedness of fat people, and ignores them as
relational beings. Objectification of fat people frames
them as passive and it marginalizes them as actors with
feelings, ideas, personality, and a voice. Their own view
on their own lives is thus not receiving due attention.

Medicalization further narrows the responsibility
for what is labeled as “the obesity epidemic” where it
diverts attention away from the political and social
toward the private and personal. This “siloed focus”
nourishes ideas of blame and shame instead of under-
lining the importance of fundamental changes in our
living conditions.

Finally, describing fat people as passive objects,
faceless and speechless, as well as ignoring their social
embeddedness undermines their humanity. Therefore,

it is time to advocate for a change in the medical dis-
course on the lives of fat people.

I will now outline two standpoints that the medical
discourse on fat people needs to acknowledge to meet
the ethical concerns introduced above.

First, by medicalizing the lives of fat people, it is
omitted that the fat person is socially embedded. She
is situated in time and space where culture, gender, and
social role matter. This is opposite to most medical
approaches where “ . . . food, bodies and eating are dis-
embodied and disengaged from the social contexts in
which people live their lives” (Warin et al.,67 p.98). This
needs to be acknowledged. What follows is that by
accepting the social embeddedness of fat people,
public solutions like fighting inequalities and helping
people out of poverty become more obvious than
simply viewing the task as “curing” the anonymous
“patient.” To view the fat person relationally as a
socially embedded being further shows the importance
of admitting the negative effects of external influences
like shame and blame. They can easily undermine their
self-esteem, self-worth, and self-respect and conse-
quently their personal autonomy.68

Second, as discussed in the previous section, it needs
to be acknowledged in a more profound way that other
people exist.57 The lives of fat people should not be
seen and defined primarily as “a medical problem”
and “a personal tragedy.” Focusing on the fat person
as “a patient” marginalizes the voice of the fat person
herself. Thus, with medicalization the emphasis on the
person as the object of science and technology
increases.44 The person herself ceases to be the expert
in her own life and as such loses power over her own
fate. In fat people’s protest we can see similarities with
the current fight of disabled people against the medi-
calization of their lives and the fight of those labeled
with a psychiatry diagnoses where they want to reclaim
their identity and deny the medicalization of their
lives.69,70 These groups wish to tell their own story of
how their lives are and resist the typical story told in
scientific medical articles as being the dominant way to
describe their lives. This has to be changed; the person-
al position has to be accepted as a source of important
truth and as such given a central place in the dominant
narrative of the lives of fat people.

Conclusion

The aim of this article is to draw attention to ethical
concerns in the medical discourse on obesity, where the
social dimension and the humanity of fat people are
undermined. In order to reach this aim, I have outlined
three positions on the obesity discourse—demonstrat-
ing the view of objective science, the critical voices of
social scientists, and the personal perspective. All can
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contribute to the overall understanding of the lives of

fat people. By encompassing these three positions and

view together the different perspectives they reveal,

the complexity of the problem labeled as the “obesity

epidemic” is underlined and the serious ethical

concerns in the mainstream medical discourse become

visible. Acknowledging and emphasizing that fat

people are contextually situated and that they share

our common humanity is a good start. Here the med-

ical profession needs to pave the way.
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Abstract:

This article is an ethical evaluation of two familiar views in the debate on 
foetal diagnosis; one being the mainstream view in medical texts 
emphasizing early detection of foetuses with Down´s syndrome so they 
may be aborted, and the other coming from Down´s syndrome activists 
claiming that such screening is never acceptable. The core question 
asked is: What ethical weaknesses in modern medical practice does this 
discussion reveal? I argue that the marketization of noninvasive prenatal 
testing (NIPT) and the mainstream discussion in the health sector on its 
application shows two trends undermining the traditional ethos of 
medicine. Firstly, that doctors are, in their work, concentrating on 
diseases as isolated entities, whereas the patient and her life remains in 
the shadow. Secondly, the emphasis has been on the scientific 
foundation of medicine where the clinical evaluation of these scientific 
facts has not received due attention.

 

URL: http://mc.manuscriptcentral.com/cdso  Email: hjoliverjournals@gmail.com

Disability & Society



For Peer Review Only

Points of interest. 

 This article is about how we can evaluate ethically two different views on tests done on 

foetuses.

 It describes how some medical texts talk about tests done on foetuses to see if they have 

Down’s syndrome; and secondly, how some people with Down´s syndrome and their 

families talk about such tests. 

 The medical view is criticized for failing to understand the importance of the lives of 

people with Down´s syndrome and for not taking their views of the value of their lives 

seriously. 

 The medical texts focus on diseases instead of patients. Thus they tend to ignore the life 

and value of the person having the disease.

 The medical view is mainly about science and facts. It ignores the question of whether 

and how these facts matter for the patient. 

 People with Down´s syndrome and their families have criticized this medical approach. 

Their criticism is very important. 
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‘A World without Down’s Syndrome’ – An Evaluation of Foetal Diagnosis in 

Light of the Ethos of Medicine 

Introduction. 

In the documentary A world without Down’s Syndrome (Phillips and Richards 2016), Sally 

Phillips asks: “What kind of a society would we like to live in, and who do we think should be 

allowed to live in it?” She interviews doctors, talks to people with Down’s syndrome and 

describes her own views as a mother of a boy with Down’s syndrome. The film shows a wide 

gap between the views of people with Down’s syndrome on prenatal testing, on the one hand, 

and the views of medical doctors on the importance of such tests, on the other. In the 

documentary, doctors are shown as wanting and aiming for more precise tests to diagnose 

Down’s syndrome in foetuses early in pregnancy, so they may be aborted. People with Down’s 

syndrome and their families resist this approach and find it necessary to justify their existence in 

public. The film brings these two views into the public sphere, and in her article in Disability and 

Society, Burch (2017) shows how social media keeps this discussion alive, where it continues to 

echo through a Twitter debate. 

Recent techniques in prenatal screening have sparked a rise in the debate over the search for 

foetuses with Down’s syndrome. One such breakthrough is NIPT, non-invasive prenatal testing 

(Greely 2011). This test can be used to detect the nucleic acids of a foetus in the mother’s blood 

and, on that basis, assess the prospective child’s inherited characteristics. In this way, genetic 

variation that can lead to, for example, disabilities or diseases which can be expected to 

negatively affect the quality of life of the child and its family may be identified. 

Disability studies have criticized what they label the medical model of disability, as 
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opposed to the social model of disability. They claim that the medical model focusses too 

narrowly on disability as a characteristic of the person or unborn baby, instead of regarding it as 

being caused both by individual factors, such as bodily impairment and oppressive factors in 

society (Shakespeare 2014; Hartley et al. 2011). One of the aims of disability studies as a 

discipline is to sweep away the hindrances that confront disabled people in society (Shakespeare 

2014). Disability studies frequently express criticism of the medical profession and its approach 

to disability, where it has, historically speaking, assumed the power of specialist knowledge, thus 

contributing to the social isolation and oppression of people with disabilities (Goodley 2016; 

Barnes and Mercer 2010; Bjarnason 2010). 

The debate over using NIPT to diagnose Down’s syndrome in pregnancy clearly shows 

the difference reflected in medical texts, on the one hand, and the views expressed on prenatal 

testing for Down’s syndrome by disability activists, on the other. It is not presupposed in the 

discussion that these views represent all doctors or all those with Down’s syndrome and 

affiliated families. Life is more nuanced. In both groups, we find diverse views. Nevertheless, 

these two conflicting views are prominent within each group, as will be demonstrated through 

examples. The aim of this paper is to examine these polarized views as an example and use them 

to address important aspects within medical ethics. I will focus on the question of how these 

different opinions can be interpreted in light of the ethos and aims of medicine and what ethical 

weaknesses in modern medical practice this discussion reveals. 

I begin by describing my understanding of the ethos and ends of medicine. This 

understanding is a necessary prerequisite for my argument. Next, I will use the discussion on 

NIPT to show how medical attention has shifted away from the patient to the disease, where the 

disease seems to be constructed as a separate entity in and of itself. I will then turn to discussing 
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how the emphasis has been on the scientific foundation of medicine, whereas evaluating the 

relevance of that knowledge to the patient has received insufficient attention. 

Understanding medicine and its two pillars

In her book How Doctors Think, Kathryn Montgomery (2006) describes two pillars of 

medicine. Firstly, she draws attention to medicine being based on science in a positivist sense 

and, secondly, to what she calls clinical judgement, that is, how to use this scientific knowledge 

for the benefit of the patient. She criticizes the tendency to disproportionally emphasise the 

scientific aspect of medicine and view medicine as an academic discipline, thus forgetting that 

medicine is, first and foremost, a clinical practice. She claims that medicine can never acquire 

the certainty and accuracy of mathematics or physics, since it is a practice that inevitably has to 

work with uncertainty and death. Although it is based on scientific facts, all those facts must 

serve a clinical purpose. Otherwise, they are not important and are, instead, what we might call 

“medically meaningless” (Montgomery 2006). 

To know what has relevance and meaning in medical practice is an assessment every 

clinical physician must be able to perform to be a good doctor. To achieve this, medical 

practitioners must see their work not only in relation to scientific figures but also in relation to a 

particular patient’s life. A doctor who lacks the understanding of how a disease relates to a 

patient’s life and circumstances does not understand the art of healing (Montgomery 2006). 

Tolstoy ([1886] 2004) describes such a doctor in his story about the death of Ivan Ilyich. 

For Ivan Ilyich only one question mattered: was his condition dangerous or not? But the 

doctor ignored this inappropriate question. From the doctor's point of view, it was an idle 

question and not to be discussed; there existed only the weighing of probabilities – a floating 
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kidney, chronic catarrh, or appendicitis. It was not a question of Ivan Ilyich's life, but an 

argument between a floating kidney and the appendix (61). 

The doctor in the story falls into the trap of seeing a disease while remaining unaware of 

the connection with the person whose life is at stake. He is not talking to Ivan about what is 

really happening. Ivan is dying, but that has little bearing on the conversation. Instead, the doctor 

describes a reality which is alien to the patient and totally irrelevant to how he feels. The doctor 

appears oblivious to the fact that Ivan is a human being with hopes and fears, not a mere bundle 

of organs.

This particular notion of seeing the patient has deep roots within medicine. We can first 

relate it to kline, in the writings of Hippocrates. Kline means bed and refers to the clinical doctor 

coming to the patient’s bedside. It emphasises the doctor who has to use his knowledge and 

adapt it to this particular patient. Medicine, in this sense is not only based on general knowledge 

but also on particular knowledge where the general understanding has to be adapted to a 

particular patient’s life and needs (Hippocrates 2008; Nuland 1995). 

Secondly, we can name a different ethical foundation for medicine, one where the doctor 

sees the patient as a fellow human being and responds to him or her as a person in need. That is 

the Christian root of medicine which appears in the parable of the Good Samaritan in the New 

Testament (Luke 10:25-37). The attitude so clearly manifested in this story remains an important 

undercurrent in the relationship between doctor and patient. Here, suffering is noted and 

responded to (Winch 1987). The ethical core of the medical profession is that the doctor is called 

upon to heal and minister to anyone in need. In that sense, every doctor follows in the footsteps 

of the Samaritan and every patient is his neighbour (Jonsen 1990; Montgomery 2006). In other 
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words, working to heal and alleviate suffering means being concerned about a human being. One 

sees the person and, through one’s work, reveals his or her humanity (Winch 1987; Gaita 2002). 

This understanding of the physician-patient relationship was practised in mediaeval 

cloisters and has shaped the meaning of this connection in modern hospitals (Jonsen 1990). In 

this reference, the doctor was seen as the human instrument of God and the servant of the patient 

(Jonsen 1990). The idea of the servant where the sick person is the Lord, illustrates how 

medicine gains its true meaning through the patient, his cure and care. Medicine does not receive 

its meaning through the doctor, science or knowledge. The physician exists because of the 

patient and for the patient. The true value and end of medicine is, therefore, in the care and the 

cure of the patient (Pellegrino 1999). 

Because of the patient’s vulnerability, it is important that doctors remember this historical 

tradition and accept it as an important ethical foundation for their role and their position. Here, I 

am primarily referring to the doctor seen as the servant of the patient where his role is to help, 

advise and support, not to rule and control. The patient’s trust in the doctor is based on this 

unspoken promise, and the doctor has to work with concern and understanding for this particular 

patient and his or her life.

When we read medical textbooks and journals, medicine appears as a branch of the 

natural sciences. Positivist science gives medicine its necessary grounding in evidence-based 

truth, but although this is necessary, it is not sufficient. Evaluating the relevance of this positivist 

knowledge to the patient is also an essential feature of medicine. This evaluation is done by 

referring to the essential ends of medicine, the care and cure of the patient (Pellegrino 1999). 

This is the foundation of the doctor’s promise to the patient and of the moral contract between 

medicine and society. 
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To sum up, physicians rely on a long and well-established professional tradition of not 

only collecting information on the human body, health and diseases, but primarily of fulfilling a 

promise to the patient to use this knowledge for the benefit of the patient to care and cure. Ivan’s 

doctor in Tolstoy’s story saw only organs and probabilities; he did not see the patient that is Ivan. 

He was not upholding his professional promise, since what he said had no meaning for Ivan. If 

the doctor cannot communicate with the patient and does not understand his fears and hopes, 

there is always the danger of him offering a treatment that does not benefit the patient. In this 

case meaningless information instead of care and consolation. The doctor’s promise is not meant 

to address organs, or diseases.  It can only be made to a human being, that is to the patient.  

I will now outline two trends in current medical discourse undermining the ethos of 

medicine described above. Firstly, I will show how the disease itself can overshadow the patient. 

To do that, I will present the discourse on using NIPT as a screening tool or a way of making a 

meaningful reproductive choice with regard to foetuses characterized by Down’s syndrome. 

When ‘the patient’ becomes ‘the disease’ through screening and choosing

The main goals of medicine are sometimes said to be to prevent and cure diseases as well 

as promoting health (Callahan and Hanson 1999; Calman 2007). One way of reaching this aim is 

to reduce the incidence of diseases in the community. Since Down’s syndrome is defined within 

medicine as a disease (see: ICD 11: LD40.0 Complete trisomy 21), it might seem appropriate to 

reduce its incidence by preventing the birth of babies with Down’s syndrome. We can see this 

view expressed in medical articles on screening tests for Down’s syndrome. Here is an example: 

Currently, the most effective prenatal screening tests for Down syndrome combine maternal 

age with information from sonographic measurement of nuchal translucency in the first 
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trimester and measurements of several maternal serum screening markers obtained in the 

first and second trimesters. This approach detects up to 90% of all cases at a false-positive 

rate of 2%. Given the prevalence of Down syndrome, 1 of every 16 screen positive women 

offered invasive diagnostic testing (amniocentesis or chorionic villus sampling) will have an 

affected pregnancy and 15 will not. As many as 1 in 200 such invasive procedures are 

associated with fetal loss, a major adverse consequence of prenatal diagnosis. (Palomaki et 

al. 2011, 913)

The phrasing in this text is noteworthy. When the authors refer to foetuses with Down’s 

syndrome, they are described as affected pregnancies and they are to be detected. On the other 

hand, when a foetus that does not have Down’s syndrome is lost because of a medical procedure 

the text refers to adverse consequence and foetal loss. This avoids addressing the foetus with 

Down’s syndrome as a foetus. The only real foetus in the text is the one that does not have 

Down’s syndrome. In other words, the foetus with Down’s syndrome is constructed as a state of 

disease where ‘the pregnancy is affected with Down’s syndrome’. Further, to improve public 

health, it is important to detect and, according to this line of thinking, end the affected pregnancy 

and thus remove ‘the disease’.

Down Syndrome International (DSI) has criticized this attitude on prenatal testing, where 

it says:

DSI does not consider Down syndrome in itself a reason for termination. People with Down 

syndrome can and do lead full and rewarding lives and contribute as valued and equal 

members of their communities (DSI  2018).
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The DSI’s statement rejects the medical view described above and maintains that the 

diagnosis of Down’s syndrome in the foetus is not to be accepted as a reason for terminating 

pregnancy. The Convention on the Rights of Persons with Disability (CRPD) has also been 

interpreted as a Human Rights statement opposed to screening for foetuses on the grounds of 

them having Down’s syndrome (Lord 2013; "Convention on the Rights of Persons with 

Disabilities" 2007). 

Although we might not accept the view that the birth of people with Down’s syndrome is 

seen as a public health threat, we might support the idea of having the choice to test foetuses for 

impairments like Down’s syndrome. We could then claim that it is irrelevant whether or not we 

regard Down’s syndrome to be a disease. Potential parents should, in any case, have the choice 

to eliminate a pregnancy of a foetus with Down’s syndrome to avoid the birth of such a child. 

When policy makers argue for prenatal testing it is more often referred to in this way; not 

as health screening but as a reproductive choice (Parens and Asch 2003; Shakespeare 1998; 

Nijsingh, Juth, and Munthe 2017). We see this view demonstrated in the following medical text 

on the purpose of foetal diagnosis:

Enabling meaningful reproductive choice with regard to parenting or avoiding a child with a 

serious disorder or disability is (or should be) the aim of offering testing for fetal 

abnormalities. (de Jong et al. 2011, 657) 

Is a ‘meaningful reproductive choice’ a valid reason for offering prenatal testing for Down’s 

syndrome? The screening procedures are meant to prevent future suffering from disease and 

disability. The reproductive choices, on the other hand, are mainly to be interpreted as the private 

concern of the prospective parents. Some even go so far as to state that parents should always 

have the choice of selecting embryos on the basis of their traits, regardless of diseases or 
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impairments. Prospective parents should only be guided by which prospective babies are most 

likely to have a good life (Savulescu 2001). 

However, the argument about the benefit of information and choice is based on the 

premise that prospective parents’ free choice and autonomy will be increased if they are given 

sufficient information about the foetus. That is, per se, meant to increase the well-being of the 

parents and the child. Does such information truly increase parental autonomy and theirs and 

their child’s well-being? At first sight, it might seem that giving parents more information would 

increase their autonomy and control over their lives and lead to a better life. In reality, the 

interpretation and understanding of the meaning of the tests under discussion is complicated and 

their results can be of limited meaning to the parents. The real challenge for both parents and 

doctors is not only to understand the figures, the tests sensitivity and specificity in the scientific 

sense. It is also to understand and interpret what the test results mean in real life. What do they 

tell us about the child’s life in the future and that of the family? Will she have friends? Will she 

be happy? Will she suffer? Such an interpretation is at best complicated, if at all possible 

(Heyman et al. 2006). For the prospective parents to interpret the figures from the tests and try to 

translate them into meanings about the value of the unborn child’s life, is both complicated and 

difficult. Interviews with prospective parents have shown that many feel they are not given 

enough time and support to really face these difficult tasks and choices in maternity support 

(Nijsingh, Juth, and Munthe 2017; Bjarnason 2010). Therefore, the choices are most often not 

personal in that they do not necessarily reflect the values, context and character of the 

prospective parents. Instead, a routine is followed where the woman does what she feels is 

expected of her (Kristjansdottir and Gottfredsdottir 2014). In spite of the woman’s powerlessness 

against these choices, she always bears the responsibility for the conclusion (Sandel 2009), 
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which puts her in a very difficult position. Although she has limited means to evaluate this 

choice it inflicts upon her the responsibility of whether her prospective child lives or dies. 

By questioning this reproductive choice, I may be criticized for arguing against the 

freedom of women. The question of abortion is to be seen solely as the right of women to control 

their own bodies. The choice is a private decision and needs not be justified. This reflects the 

mainstream feminist view on abortion, which conflicts with prevailing views expressed by 

disability activists, as has been shown earlier in an excellent article in Disability and Society by 

Sharp and Earle (2002). Although this tension is accepted, it is nevertheless right to emphasize 

that there are different types of justifications for reproductive choices. The foetus could, for 

example, be aborted because of certain circumstances in the life of the mother (or parents). In 

relation to the use of NIPT, the discussion is about whether the choice to abort a foetus because 

of its characteristics can be justified. In other words, this is the choice of a woman who wants to 

become pregnant but not with this foetus/child because of how it is (Lid 2015). This is also a 

socially accepted, and even encouraged, justification. It could further be said that offering a 

choice to abort a foetus because it has Down’s syndrome sends the messages that not only 

foetuses with this particular characteristic do not have the same value as other foetuses but also 

that persons living with Down’s syndrome are inferior. This argument is referred to as the 

‘expressivist argument’ (Hofmann 2017). 

I realize that this argumentation is controversial. Parens and Asch (2003) have reflected 

upon this debate and outlined how some people claim, for example, that foetal screening or 

prenatal testing is not aimed against disabled people. Foetal-screening programs are not to be 

seen as any kind of statement about the current lives of people with Down’s syndrome. Thus, the 
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claim is that the issue of people alive today is totally different and should be clearly 

distinguished from foetuses. 

Although we may differ in our opinion on the logical truth of the expressivist argument, it 

cannot be denied that many of us regard the use of NIPT to diagnose foetuses with Down’s 

syndrome to be a way of expressing a certain value judgement, being the idea that the lives of 

people with Down´s syndrome is of less value than the lives of those who are not with Down´s 

syndrome. This underlying premise is not discussed openly in medical texts, since the existence 

or nonexistence of such value judgements is regarded to be outside the scope of medicine. This 

reflects ignorance and lack of deliberation around the relevance of this test and is further masked 

by referring to Down’s syndrome as ‘a disease’ in itself or a separate entity instead of seeing it 

for what it is, a characteristic of a fellow human being.

I want to state that claiming that Down’s syndrome in a foetus is a medical justification 

for a systematic offer of abortion has implications for the self-identity and self-respect of people 

with Down’s syndrome and how others see them. I do not ground my statement in logic but in 

discussions with people with Down’s syndrome and with their friends and families and on public 

statements from Down’s syndrome activists. We can interpret their voices as a response to the 

underlying notion that people with Down’s syndrome are not welcome because of how they are. 

They feel the need to rebut implied judgements about their lives and to justify their existence 

(Friedersdorf 2017). In public discourse, examples can be found of people with Down’s 

syndrome who describe how meaningful their lives are; their parents report how thankful they 

are for having their son or daughter with Down’s syndrome in their lives (Björnsson 2001; 

Þorbergsdóttir 2012). We read about people with Down’s syndrome who contribute in a 

meaningful way to society and hear Down’s syndrome activists say that Down’s syndrome is not 
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a disease but a variation to be welcomed in the human spectrum (Pineda 2015; Goksøyr 2012). 

Those who are categorized as accepted, welcomed and valued do not feel the same need to 

justify their existence as those who are not. Hence, these voices can be interpreted as an effort to 

resist and rebut the unspoken judgment value in the medical discourse.

The medical discourse, rebutted by the voices described above, represents a view of 

people with Down’s syndrome as ‘a disease’ that should have been prevented and that we should 

choose to prevent. This is apparent when foetal diagnosis is discussed as a public health 

screening measure and when it is routinely offered within health services as a personal 

reproductive choice. By singling out foetuses with Down’s syndrome, describing them as 

‘affected pregnancies’ or introducing the search for them as ‘a meaningful reproductive choice’, 

the danger of conflating the foetus with Down’s syndrome with ‘a disease’ in and of itself is 

increased. 

This last point may seem like a bold ontological claim, but this very claim is present 

enough to be rebutted by people with Down’s syndrome and by disability activists. They have 

argued against categorizing Down’s syndrome as a disease and have particularly stressed the fact 

that they themselves are people and not ‘a disease’ (Kikabhai 2014). Their strong reply shows a 

clear resistance to the dehumanizing attitude expressed through systematic approaches towards 

foetuses with Down’s syndrome within the health care system. 

By viewing foetuses with Down’s syndrome as something that should either be 

effectively detected or that people should chose to detect, medicine has undermined the humanity 

of people with Down’s syndrome. By so doing, there is a shift in medical attention away from 

‘the patient’ and to ‘the disease’. There are other examples within medical discourse showing the 

same tendency. The discussion on obesity has, for example, been criticized within fat studies. 
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They have shown how fat people are, through medical discourse, depersonalized and 

dehumanized (Rothblum 2012; Ralston et al. 2018). This is a serious trend that undermines the 

patient’s trust in the physician’s vocation and word. 

I will now turn to the second trend in current medical discourse undermining the ethos of 

medicine, being the neglect of the importance of the clinical pillar mentioned earlier. Here, I am 

referring to the emphasis on the scientific foundation of medicine, whereas evaluating the 

relevance of that knowledge to the patient needs to be addressed more sincerely. 

The medical meaning of NIPT 

Currently, the discussion on the application of NIPT and the policy around it is regarded 

as appropriately being in the hands of medical experts. Furthermore, the choice of whether to 

terminate pregnancy because of a result from NIPT is primarily seen as a private choice for the 

parents. Although medical experts and health policy makers do not directly decide which 

foetuses are aborted, they do choose what types of foetuses are singled out and targeted for 

abortion. They determine when it is justifiable to offer a choice to terminate a pregnancy. The 

offer itself is probably the single most important issue shaping the choices of the prospective 

parents. Health care settings are characterized by the ethos of health care professionals. This 

implies that when this offer is presented by physicians, it can easily be understood as part of the 

doctor’s recommendations and treatment. Because of the inherent ends of medicine and because 

of the implicit promise to act solely for the benefit of the patient, the parents are inclined to 

believe that these choices, recommended by their doctor, are for their benefit and for the good of 

the foetus. 
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When both offering and interpreting a test like NIPT, physicians are directing people’s 

choices through medical advice. This power brings with it difficult ethical questions that doctors 

ought to face. I am not referring to complicated interpretations of scientific results like 

evaluating false-positive or false-negative tests, figures and statistics. Rather, I am referring to 

hard questions regarding which lives are meaningful and which lives are not. In other words, the 

doctor needs to evaluate when his actions are of beneficence and when not. These questions are 

normative but they are nevertheless medical questions about health and disease.  To be able to do 

that, doctors must acknowledge the scientific pillar of medical knowledge and the clinical pillar 

discussed earlier. Such reflection requires the ability to view scientific knowledge from a 

personal, ethical and political perspective. 

The way reproductive choices are viewed goes hand in hand with how medicine is 

envisioned. It is, therefore, necessary to point out that medical decisions are taken in a social 

context. The medical profession is embedded in society and, as such, is influenced by powerful 

social forces. Marketization and public demand influence medicine, including reproductive 

choices (Callahan and Hanson 1999). If such choices are to be regarded as personal and offered 

only because people want them, they seem to be represented as medically neutral. By that I mean 

that the physician offering them is not restricted by the constitutive values and aims of medicine. 

Instead, we might tend to regard these decisions as market decisions, mainly influenced by 

people’s personal choices and, as such, their personal responsibility. Accordingly, doctors only 

have the duty to inform, not to advise. 

This double meaning of medical aims can cause, and does sometimes cause, 

misunderstandings between health professionals and patients. Firstly, offering choices and 

claiming that they are medically neutral, means that the choice itself is no longer based on 
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considerations regarding the welfare or health of the patient. It shifts responsibility further away 

from the doctor towards the patient. The medical doctor might even become indifferent to the 

patient’s choice. This change in the relationship between doctor and patient is contrary to the 

ethical foundation of medicine, where the physician cares for the patient and accepts the 

responsibility for his treatment (Jonsen 1990; Callahan and Hanson 1999; Calman 2007). This 

situation can easily create confusion. The general public and patients specifically may still 

assume that medicine only promotes values and choices beneficial to their health. This may in 

turn lead them not to evaluate, or even question, medical proposals in the way they would e.g. 

offers on the market. 

Secondly, if prenatal testing were to be regarded as a neutral offer, some health 

professionals might misinterpret their position in this changed ethos and use nudging to coax the 

patient towards a certain decision. Nudging in health care might be acceptable in cases where we 

can be certain of the health benefit of the choices offered, but when the choice is merely based 

on personal preferences, such pressure from health personnel is not ethically acceptable 

(Hofmann and Stanak 2018).

This clearly shows why it is insufficient to conduct this debate either in an academic 

(scientific) discussion within medicine on the one hand or within disability studies on the other. 

The debate on how and why we use prenatal testing has also to be conducted in the broader 

community where the aims and goals of medicine in human life are openly discussed. It has to be 

discussed openly what sort of a choice is being offered, is it based on our traditional 

understanding of the ethos of medicine or is the nature of this choice different? Is it to be 

regarded in the same way as commercial choices in the market? If this is not clear to both 

prospective parents and doctors it can lead to misunderstandings as outlined above.
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When we follow public discussion within medicine and read standard texts in medical 

journals on NIPT, we do not see any true evaluation of the relevance of NIPT (Brady et al. 2016; 

Buchanan et al. 2014). When I say ‘true evaluation’, I am referring to an evaluation of NIPT 

founded on both pillars of medicine, not only the scientific pillar. Only when this is done, can 

medicine uphold its moral contract to society. Articles within medical journals are scientific in 

nature and, as such, accept unspoken assumptions on the relevance of these tests. They mainly 

refer to complicated interpretations of scientific results like evaluating false positives or false 

negative tests, figures and statistics. They systematically avoid hard questions involving 

fundamental ideas about the meaning and purpose of medicine in the face of ethical challenges 

as to which lives are meaningful and which lives are not. 

If the academic discourse is to take on the task of reflecting upon the clinical pillar with 

reference to NIPT, it will need to gain basic insights into what it means to have Down’s 

syndrome. That begs the question of whether doctors can explain this choice to prospective 

parents having seemingly avoided any research into what it really means to have Down’s 

syndrome. 

What does it mean to have Down’s syndrome?

A doctor talking to a prospective mother with the results of a foetal diagnosis in her 

hands describes the situation and defines terms in light of medical interests and knowledge. Let 

us assume that the mother is carrying a child diagnosed with Down’s syndrome. The medical 

discourse is highly likely to define the unborn child, first and foremost, on the basis of its 

relation to diseases. The doctor’s description might sound something like the following: 
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The child will be born with reduced intelligence, possibly damaged hearing and a 

heart defect. Besides, it could develop leukaemia and degenerative diseases as it 

grows older. The average lifespan of this individual will be lower than normal and 

there is considerable likelihood that the child will require special support in daily 

life. 

The doctor’s interpretation is not wrong, but it is far from being a full description of the life 

awaiting the mother and child (Lord 2013). Fortunately, our health weaknesses do not form a 

complete picture of our lives. 

To search for a more accurate picture, we need to include the voices of people with 

Down’s syndrome and their families (Boardman 2014). We would, of course, hear all sorts of 

stories. We do often hear claims emphasizing the special value of their life. Some parents also 

describe their experiences as involving a lot of work but nevertheless, say it has also taught them 

to value life (Björnsson 2001; Þorbergsdóttir 2012). We could interpret such statements as 

examples of how finding our way through difficulties teaches us to value life and understand 

how precious it is. The Stoics pointed this out and explicitly advised people to think of all we 

could lose, so we might learn to appreciate what we have. Life, with all its gifts, should not be 

taken for granted. Irvine (2009) says in his description of Stoic philosophy:

Generally, war, disease and natural disasters are tragic inasmuch as they take from us the 

things we value, but they also have the power to transform those who experience them. 

Before, these individuals might have been sleepwalking through life; now they are joyously, 

thankfully alive – as alive as they have felt in decades. (Irvine 2009, 75) 

We could say that problems and hardships teach us to value everyday life, being alive and 

existing. This view is mainly presented to draw attention to the fact that aiming to constantly 

remove difficulties and relieve pain is not a way to a better life. Such a way of living would 

convert us into sleepwalkers in our own lives. Disability studies have, by means of research and 
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critical attitudes towards medicine, demonstrated that disability is not first and foremost a 

personal tragedy. Discourse from people with Down’s syndrome on their own lives and from 

their families shows that they can, as well as most of us, lead rich and giving lives (Burch 2017; 

Alderson 2001). Above all, they are thankful for life in all its diverse forms.

In this discussion, I primarily highlight the difficulties in distinguishing unambiguously 

between lives that are worth living and lives that are not. Furthermore, more information on the 

foetus through prenatal tests is not automatically related to more autonomy and more happiness. 

As a matter of fact, the tests and choices are not necessarily helpful in that respect. Life and what 

gives it value and meaning are much more complicated than that. 

When we reflect upon the question of what it means to have Down’s syndrome, we can 

state that people with Down’s syndrome are the only people with first-hand knowledge of how to 

answer this question. Family and friends of people with Down’s syndrome are the only ones with 

first-hand knowledge of what it means to share your life with a person with Down’s syndrome. 

Hence, their voices are of fundamental importance when interpreting the relevance of a prenatal 

test to diagnose Down’s syndrome. Their views matter in public debate, in policy making for 

those taking the tests and, finally, for medical doctors who discuss options with prospective 

parents at health clinics. Disability activists’ claim of ‘Nothing About Us Without Us’ is 

fundamental to the discussion on foetal diagnosis (Kikabhai 2014). Ignoring their voices, as is 

mostly done in today’s health care policy making, is an example of poor clinical reflection. 

Making offers involving prenatal tests like NIPT look like ‘meaningful reproductive choices’ 

provided by neutral scientific medical doctors shows insensitivity about what it means to live 

with Down’s syndrome and ignorance as to the importance of the clinical pillar of medicine.
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I have now demonstrated the second ethical weakness in modern medical discourse that 

this paper illustrates. It highlights the mainstream medical discourse on NIPT and its narrow 

focus on the scientific pillar of medicine that ignores the importance of careful deliberation of 

the relevance of this test to the patient. The discussion of NIPT is not the only example of this 

trend. Medical doctors have, for example, been criticized for not understanding and respecting 

the culture of deaf people. Without due familiarity with this culture, physicians cannot correctly 

evaluate the clinical relevance of a cochlear implant as medical treatment. (Sparrow 2005; 

Gaylor et al. 2013).

These examples show that physicians and those planning health policy need to recognise 

the interaction between doctor and patient in a social context. Furthermore, medical treatment is 

an act of beneficence, and thus should be connected to the good life. This asks for ethical 

reflection and deliberation from doctors as an integral part of their work. To systematically 

ignore this and promote medical choices as neutral personal preferences can change the purpose 

of medicine and, as such, undermine its essential values.

Conclusion

In this article, I have used the discussion about NIPT in the medical literature and the 

discussion conducted by disability activists to reflect upon two serious trends in modern 

medicine that undermine the ethical foundations of the profession. 

The discourse on NIPT shows that medical doctors have given undue attention to the 

disease as a separate entity. This construct of the discourse undermines the fact that there is no 

such thing as a separate disease. A disease only exists in relation to a living being. In the case of 

the foetus, we can debate and disagree on its moral status, but we cannot deny its presence and 
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its potentiality of becoming a person. Such a denial is apparent in medical discourse, for 

example, where we have reference to ‘the affected pregnancy’, when referring to a foetus with 

Down’s syndrome as opposed to ‘foetal loss’ when referring to a foetus not having Down’s 

syndrome. The medical approach and the accompanying discourse occurs frequently under the 

cloak of science and neutrality. As such, it can undermine the humanity of people with Down’s 

syndrome. This is contrary to the very essence of medicine, where the patient, not the disease, is 

always the primary focus. 

Secondly, the medical approach shows undue attention to scientific facts and little 

reflection in medical journals on their relevance to the patient. The medical discourse on NIPT 

takes for granted that the number of births of children with Down’s syndrome should be lowered. 

This premise is not discussed within medicine with due sincerity. A real discussion about the 

relevance and meaning of tests like NIPT does not seem to have a proper place within medical 

journals. This task is mostly viewed as being outside mainstream medicine, either addressed as 

an afterthought or downplayed as not being real medicine. That shows serious indifference 

towards one of the two pillars of medicine; that is, how can the knowledge of science benefit this 

particular patient? 

This critical reflection on the discourse around NIPT highlights the importance of 

medical doctors knowing their vocation. The discussions reflected upon in this article are not 

isolated examples of these ethical shortcomings of modern medicine. The medical discourse on 

obesity and the use of cochlear implants are also examples of the lack of open, ethical 

deliberation within modern medical practice which needs to be addressed with more sincerity. 

Physicians are guardians of important values in society as they are called upon in 

people’s times of need. They are highly influential in shaping our health policy and should take 
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responsibility for its practice. They need to know what they stand for and why they are practicing 

medicine. If this is forgotten, physicians can lose their integrity and their primary focus on the 

patient, as well as the ability to accomplish the necessary interpretation of scientific facts within 

the frame of clinical relevance. Neglecting this can cause the profession to lose its essential value 

and fail to uphold the moral contract between the profession and society. Here, the opinion 

outlined by Sally Philipps in her documentary as well as the criticism of Down’s syndrome 

activists and their families can serve as an important reminder.
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