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and Reproductive Justice: Sociological Perspectives on ARTs and Equitable Access to Health Care

Disciplinary Area IV: Health & Policy Advocacy

Anna Krawczak, M.A., President of the Society for Infertility Treatment and the Support of Adoption
“Nasz Bocian” [“Our Stork”], Interdisciplinary Research Team for Childhood Studies, University of Warsaw
(Poland): Patient Monitoring in Polish Assisted Reproductive Technologies Centres: Patients' Perspectives
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Poster Display:
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Esther Crespo, Ph.D. Candidate, University of Barcelona (Spain): Women and partners experiences after
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Dov Greenbaum, Ph.D., Interdisciplinary Center Herzliya (Israel): A Novel Cause of Action to Discourage
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Helen Allan, Ph.D., School of Health and Education, Middlesex
University (UK)
The shaping of organisational routines and the distal patient in assisted
reproductive technologies

In this paper we comment on the changes in theigioovof fertility care in Australia, New Zealanddithe UK
to illustrate how different funding arrangementsasiisted reproductive technologies shape the etgliof
patient care and the position of fertility nursifge suggest that the routinisation of IVF techngldwas
introduced a new way of managing the fertility patiat a distance, the distal fertility patientisThas resulted
in new forms of organisational routines in assistgroductive technologies which challenge bothitianal
forms of nursing and advanced nursing roles. Weudis the consequences of this increasingly gladshlis
approach to infertility through the lens of threstional contexts, Australia, New Zealand and thetokinpack
the position of nursing within the new forms of angsational routines.

Jill Allison, Ph.D., Community Health and Humanities, Faculty of Medicine,
Memorial University of Newfoundland (Canada)
Enduring Politics: The culture of obstacles in legislating for ART in Ireland

Assisted reproduction technologies (ART) have bex@mormalized part of reproductive medicine in ynan
countries around the world. Access, however, isvan and inconsistent, facilitated and restrictgdstich
factors as affordability, social and moral acceptaor refusal, and local cultures of medical pcactiln Ireland,
ART has been available since 1978 but in spiteecbmmendations by a government commission and many
examples where lack of clarity in the law have fafnilies in limbo with regard to embryos, relaébidentities
and even citizenship, ART remains unregulated lgyslation. Physicians themselves have been okliy&i
carry the responsibility to self-regulate throudteit own professional licensing bodies. This @esatn
uncertain and untenable legal circumstance giverctimtested issues related to constitutional ptioteof the
right to life of the unborn and the indeterminaggdl status of embryos in vitro. This paper examihe impact

of an enduring political impasse. | explore howmickl ART services in Ireland operate both insiohel outside
dominant institutional frameworks, meeting a pratiat and pro-family social and political agendaileh
sometimes contradicting the pro-life politics thas continued to shape women’s reproductive livids
medical approaches to infertility thus intersecthwihe ongoing debates around abortion, the faibfréhe
government to regulate assisted reproduction tdopres, and notions of embodied motherhood and
responsibility within changing meanings of familydakinship. At the same time women and their pagseek
treatment with assisted reproduction technologiesther countries throughout the EU where lawseditind
availability of services varies. A decade has pdssnce the Commission on Assisted Human Reprimauirt
Ireland released its recommendations; the enduléggslative vacuum leaves women and families and
practitioners in potential legal limbo.

Antonietta Elia, Ph.D., University of Santiago de Compostela (Spain)
Balancing Ethics Values with Scientific Reasonableness: The Italian Law 40/2004
on the Access to Medical Assisted Reproduction in the Light of National and
European Case-Law

The ltalian Law 40/2004 deals with the access poaguctive health care and technologies. It has liee result
of a long and controversial political, social, etiiand also religious debate. Despite many vdicas civil
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society underlining the possible violation of accés reproductive health care and technologies|etislative
power estimated that the law was the only reasenatrinpromise between different and divergent istere

However, the ltalian Constitutional Court in a ssriof judgments had the opportunity to underline th
incongruence of the law. In particular, in its joggnt n. 162/2014 of June 2014, the Court, inter, @kamine if
and how the contested law provided a reasonablnbialg between opposite and different exigenciese of
the central point under scrutiny was the prohibitioinder the law, to have access to “etero-teclymdd,
guarantying the reproductive health rights of pteim cases of grave infertility of one of bothtbém. At the
European level, the European Court of Human RiB&HR) had the opportunity to deal with similastss.
The present proposal aims, inter alia, to: 1) preaegeneral background of the Italian legal framewand its
evolution in the light of Constitutional Court dsiins; 2) pay attention to the Constitutional Cqudgment
declaring the unconstitutionality of the law 40/203) examining the contextual jurisprudential adr of the
ECtHR looking for similarity/divergences of viewteen national and European judges in relatiorctess to
reproductive health care; 4) looking for possibledification of the national law in the light of Cstitutional
and International obligations of the State reldtedccess to health care and reproductive techiasiog

Michelle Bayefsky, Pre-Doctoral Fellow, Bioethics Department, National
Institutes of Health (USA)
Comparative PGD Policy in Europe and the United States and its Implications for
Reproductive Tourism

Unlike many European nations, the United StatesHrwmsegulations for the use of preimplantation dgiene
diagnosis (PGD), the powerful technique employedndufertility treatment to select embryos basedtlogir
genes. As such, PGD can and is used for a varfetprroversial purposes, including sex selectimlection
for children with disabilities such as deafnesg] aelection for ‘savior siblings’ who can servetiasue donors
for sick relatives. The lack of regulation, whichdue to particular features of the US politicall @ronomic
landscape, has profound ethical and practical safibns for patients seeking PGD around the wdthis paper
contrasts the absence of PGD oversight in the U8 &iisting PGD policies in several European caastr
specifically in the Switzerland, Italy, France atheé United Kingdom. The primary reasons why PGD ats
been regulated in the US are addressed, with ceragidn of factors such as varied funding scheroe#\RT,
the proximity of PGD to the contentious issue obréilon, and the struggle of diverse, pluralistienderacies to
develop just regulations on such a sensitive topi@ obstacles that would need to be overcomeedrth for
PGD to be regulated in the future are outlined.rThke implications of the current divergence inDP@olicy
for patients around the world are discussed. Régylalifferences create opportunities for reprotigctourism,
which result in legal, health and moral challengése paper concludes with comments on the needlambe
respect for the characters and constitutions oividdal countries with appreciation of the needsirdgértile
patients around the globe.

Bettina Bock von Wiilfingen, Ph.D., Humboldt University (Germany)
Reconstructing the embryo: the new German PGD and in-vitro parenting

Until recently, German laws protecting the humarbgm from the moment of conception were some of the
strictest internationally. These laws had previgysievented any manipulation of the embryo, sucingsre-
implantation genetic diagnosis (PGD), and contitmaffect stem cell research. In 2011, however,Gleeman
parliament voted in favour of allowing PGD in sgiEccases. This article analyses the argumentsléldato the
change: while the change in the law tends to pnéted as being in keeping with the usual nom@Gdrmany,
this article argues instead that the reasoningnoetfie partial acceptance of PGD, rather thandbellchange
itself, is indicative of a fundamental cultural clge that extends to the underlying civic epistemgpl@lasanoff
2005). Not only has the identity of the embryo besgonstructed towards a pragmatic concept buaditiens of
parenting and pregnancy have also changed. The fotthe mother and the moment of birth has given to a
focus on conception. A new concept of ‘in-vitro gmancy’ has been introduced in Germany in whichritiets
of the not-yet-implanted embryo are negotiated Withse of the two parents-to-be.
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Esther Crespo, Ph.D. Candidate, Joan Bestard, Ph.D, Department of
Cultural Anthropology, University of Barcelona (Spain)
Women and partners experiences after successful Assisted Reproductive
Techniques in Barcelona

Introduction : It's assumed that pregnancy and parenthood siiiéering infertility is without problems and it's
rewarding. However, the literature review highlighthe complexity of the psychological and social
consequences of pregnancy, childbirth and parerdftey successful ART (Hammarberg K & Fisher JRW,
2008).

ART have created new forms on non-genetic and/cabkparenthood. How do women and couples integtate
history of infertility to pregnancy and parenthaafter successful ART?

Aim: To explore the psychosocial needs of women anm@a following ART.

Methodology:

Ste: Hospital Clinic of Barcelona and primary careBarcelona.

Design: Ethnography.

Subjects: 30 pregnant women and 21 couples after ART frolp 2010 to April 2014.

Technical data collection: participant observation, semi-structured indiadunterviews, self-administered
guestionnaire and documentary analysis.

Analysis: ATLAS.ti

Results: Ethnography.

Conclusions: Prior studies have found that couples that achj@egnancy after infertility may experience
higher levels of anxiety in relation to pregnantiis anxiety can be linked with higher risk of cdioations
during pregnancy after ART compared to spontanemugeption (Pinborg et al, 2013; Davies et al, 2012
Rimm et al, 2004; Wen et al, 2012). However, a nambf issues were identified. The evidence about
adjustment to pregnancy and parenthood is incoivelus

It was also suggested that parents often expresseows about the possibility that their childrenynsaffer
negative health consequences arising from the igagbs. However, according to most studies regardasisted
reproduction and neurodevelopment outcomes of liild,ove know that there is no increased risk otak
disorders or cognitive, behavioural, socio-emotiatheficits, and psychomotor development in childedter
ART (Bay, Mortensen & Kesmodel, 2013). There isap dpetween the evidence available on studies around
infertility and care focused on women and theitipens during pregnancy after ART (Allan H, 2007).

Dov Greenbaum, Ph.D., Interdisciplinary Center Herzliya (Israel), Yale
University (USA)
A Novel Cause of Action to Discourage Detrimental Genetic Selection

Amit Shoval, Danielle Hornstein, Sara Weinberger, Baron Nakar, Zvi Meiter Institute for Legal
Implications of Emerging Technologies, Radzyner L&ehool, Interdisciplinary Center Herzliya (Israel)
Tzofia Cates & Dov Greenbaum, Ph.D.Zvi Meiter Institute for Legal Implications of Earging Technologies,
Radzyner Law School, Interdisciplinary Center HgezIsrael), Molecular Biophysics and Biochemistrale
University (USA)

With current technologies, putative parents havprexedented opportunities to select one or moretgen
characteristics for their next generation. Butywascontinue to tease out genetic and/or epigebeasts of more
diseases, conditions and traits, we raise ever-roomplicated ethically and morally questionableiap in
selecting against and/or for particular traitsphrticular, what ought to be the litmus test, ifyam deciding
which genetic disorders are "bad enough" to sedgeinst and what genetic conditions ought to betipely
selected for? Particularly troubling are instamnabgrein parents might select a seemingly objegtididabling
trait. For example, individuals from the deaf, higinctioning-autistic, dwarfism, and other non-tyai
communities, who might take particular pride initremndition, might employ ART to select for an eny that
will result in a child who is similarly disabledn @ption still legal in most jurisdictions.

Currently, a child born from such a situation hittkellegal recourse: in many countries reproduetutonomy
is a basic human right. However, parental rightsasvis their children are not absolute and chiidvaght to be
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protected from the possibly misguided and potdgt@len capricious, whims of their parents. Thengfol life
cause of action (available in very few jurisdicgdmrovides little deterrent for parents and thdiysicians to
make very poor reproductive choices as the verjopbphical and legal contortions necessary to effeis
option limit its usefulness.. In its stead, we a&dor a “wrongful selection” cause of action. Thause of action
would be useful for children whose parents egregjigumaliciously or perhaps even negligently seddor a
trait that has a detrimental outcome for the chiltk outline the legal ethical and social concehasg heed to be
addressed to create this possibility to proteatrugenerations.

Shirin Garmaroudi Naef, Ph.D. Candidate, University of Zurich
(Switzerland): Attitudes Towards Sex Selection: A Survey Among Iranian
Medical, Legal, Philosophical and Religious Scholars

This paper focuses on the recent debates overedeatisn in Iran, where sex selection for both madand
non-medical reasons is allowed and is availablseweral leading infertility and IVF clinics undepegific
circumstances. Based on my extensive ethnograpbéarch on assisted reproductive technologiesimvihich
includes an examination of the normative argumehtsrovide an overview of legal, ethical and redigs
arguments relating to the availability of sex sétet methods, such as preimplantaion genetic disign® GD)
and sperm sorting, and their social implicationthdugh there are opposing arguments to the ussenf
selection for non-medical reason, other argumergsim favour of permitting sex selection for a dfiec
purpose, such as family balancing.

Jenny Gunnarsson Payne, Ph.D., School of Historical and Contemporary
Studies, Sodertérn University (Sweden)
Trans*forming the Fertility Patient.
Egg Freezing and Transgendered Fertility Patients in Swedish Law and Policy

In October 2012the American Society for Reproductive Medicine (ASRM) published a report saying that
technologies of egg freezing should no longer besickered experimental. In the literature, “socgd éreezing”
refers to the phenomenon whereby women freeze dlggis for other reasons than purely medical @.eletay
reproduction). This is contrasted to “medical eggpting”, that is, fertility preservation that isapticed, for
example, as a preventive measure before a womandsrgoing cancer treatment. Less visible in thielipu
domain is the specific form of medical egg freezihgt concerns people undergoing gender transitiothe
Swedish context, a recent law change removing &ique demand for sterilization as a compulsory [ort
gender corrective surgery, however, has meantWwadish fertility clinics have faced a new patigraup — the
transgender fertility patient.

Building on policy documents and interviews withdizal doctors, this paper seeks to shed light envidry
process by which claims for reproductive rightotlgh access to reproductive technologies, and aew &nd
policies that are formed as a result of such ra&itms become ‘translated’ in the constitution afeaw patient
category, and a new care chain to suit these speeiéds. In addition to the empirical aim of thaper — which
is to document the constitution of this new catggufr fertility patients which is made possible besa of the
recent developments in egg freezing, as well asgases of social and political change — this papeks to
raise more general questions pertaining to isswegerning the relationship between reproductivéntsig
reproductive technologies, law and policy.



Zeynep B. Giirtin, Ph.D., Department of Sociology, University
of Cambridge (UK)
International Eqg Exchanges: Beyond Exploitation and Consumerism

This talk seeks to map the contemporary socialaghital implications of international egg exchandasawing

on existing empirical data by a range of reseas;haarticularly from the UK and the US, and engggiith

ethical analysis, particularly as promoted by Pssfe Stephen Wilkinson in his book Bodies for Stile,paper
tried to elucidate the aspects of egg exchangesedhaire our urgent and rigorous attention. Byniifging and

categorizing different kinds of practices that eatty exist within a broad and largely undifferaéd
international market, and briefly considering thiffedlent opportunities and challenges generatecdnsh, the
paper argues that the current vernaculars arougexchanges often obfuscate rather than illumitteessue.
The goal is not to offer a simplistic prescriptiimn best practice, but rather to illuminate thelieoating means
by which eggs are acquired and exchanged, andablemneflection on the potential consequences efdffor
global inequalities and policy making.

Mariella Hager, Ph.D., Erich Griessler, Ph.D., Institute for Advanced
Studies, Vienna (Austria)
Changing direction. The Austrian struggle about how to requlate ART

Austria from 1992 until 2015 had a very restrictiReproductive Medicine Law that prohibited a numbér
ART treatments such as, e.g., egg donation, PGfgrdiegous sperm donation for IVF/ICSI as well aseral
access to ART for same sex couples. As a consegu#rtbis rather prohibitive law, Austrian physitsaactive

in the area of ART cooperated with or had daugimstitutes in countries with less restricting legadulations
such as the Czech Republic and Slovakia, whicloalga few hours’ drive away. A more liberal refoohthe
Reproductive Medicine Law was for a long time bledkby the fierce and seemingly unresolvable steiggl
between permissive social democrats and restriativeservatives, a division which also mirrored fre t
respective recommendations of the Austrian Biostkiommission to the Federal Chancellor. Only tligrythe
gridlock, which lasted over decades, was dissolaef@vor of a more liberal Reproductive Medicinew.¢hat
permits egg donation, PGD in some cases and hetgraé sperm donation also for IVF/ICSI and lesbian
couples. ART treatments for single women and sate@giotherhood are still prohibited. The new Repctisie
Medicine Law is heavily criticized by the Catholizhurch, by some conservatives as well as by disabil
associations. The paper will present the politmaditions taken before and after the reform and autline the
effects of the former restrictive law, which resdltin open medical tourism. The paper is basedhaxtensive
empirical study on the use of ART in Austria “Geaéftesting and Changing Images of Human Life” fushdby
the Austrian Genome Research Program GEN-AU).

Elzbieta Korolczuk, Ph.D., Department of Sociology and Work Science,
University of Gothenburg, and Sédertorn University (Sweden)
The Others, “fetal subjects” and “patients-citizens”. Reproductive technologies
and citizenship in contemporary Poland

Our reproductive experiences are shaped by and#eetive of ideological, sociopolitical and ecaonic trends.
Contradictory views on human reproduction whichculiate in society, influence political debates and
regulations as they become part of "emergent naltistyles of reproductive governance" (Knecht, Klahd
Beck, 2012: 12). These debates involve the negmtimtof right claims and terms of belonging, aslwsl the
formation of new political subjects. Thus, theraiseed to examine the field of assisted reprodudtirough
the lens of the contemporary scholarship on cighgn which has been rarely done so far.
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In my presentation | will discuss the ways in whicitizenship identities are discursively constrdcte the
debate on infertility and in vitro fertilization\(F) in Poland. | analyze the rhetoric strategieshef main social
actors: the representatives of the Catholic Chuednservative politicians, and the people expenmgnc
infertility. The specific questions to be answeregshcern how institutional actors construct discesrsn
citizenship in relation to infertility and IVF artibw people active in the Association for Medica¢diment of
Infertility and Supporting Adoptions “Our Stork” gstruct and negotiate their citizenship status flmefow.
The analysis draws on a variety of texts publisimegrint and electronic media between 2007 and 20hése
include articles on infertility and ARTs publishedmain Polish dailies and weeklies, online resesrsuch as
"Our Stork" web page, forum and facebook page a$ agedocuments issued by the representatives eof th
Church, e.g. open letters, commentaries, informafar the media, and interviews. Additionally, iniiual
interviews with "Our Stork" activists were condutte

Atina Krajewska, Ph.D., Cardiff Law School, Cardiff University (UK)
Legal issues concerning the access of single women to fertility treatment in
England and Wale

The purpose of this article is to evaluate the rxte which single women (SW) gained and securegssto
fertility treatment after the amendments introdubgdhe HFE Act 2008. It claims that despite thet that great
progress has been made in removing gender ineiggalit the area of assisted reproduction in Englamd
Wales in recent years there are points in the atgry framework that still allow for discriminatiagainst SW.
Contrary to many commentaries, the paper argué¢sttisanot the interpretation or the implementatiaf s 13(5)
HFE Act per se that has the potential to hinderessdo fertility treatment for SW. Rather it is ttension
between different levels and aspects of governaag¢he HFE Authority's code of practice (COP),NdCE
clinical guidelines, and ¢) CCGs and Health Boardsource allocation policies that should be seeithe
primary reason for any remaining inequalities. paper argues that current regulation does notgerfaugh in
acknowledging SW's impossibility to conceive naliyrebut at the same time that it struggles to addrthe
fluidity of contemporary familial relationships. &lpaper provides a detailed analysis of the prosfierareas in
the regulatory framework of fertility treatment,cfesing on NICE guidelines and rationing decisiorfis o
individual CCGs and health boards. The analysisqires an opportunity to contribute to debates atiwutole
of law in shaping the scope of reproductive autopogender equality, and social justice.

Anna Krawczak, M.A,, Director of Patients Association for Infertility
Treatment and Adoption Support Our Stork; Interdisciplinary Research
Team for Childhood Studies, University of VWarsaw (Poland)
Patient Monitoring in Polish Assisted Reproductive Technologies Centres:
Patients' Perspectives

Currently there is no legislation regarding ART gedure in Poland and no system of accreditatiocootrol
over ART centres is installed. Therefore, patiamdergoing ART procedures act on the basis of cwiltracts
signed with ART centres. Since 2006, Polish statetons have remained on the level of politicakdurse and
lack real action. In 2013, the National Health Pamgme of IVF Reimbursement was accepted and iastdly
the Ministry of Health, which slightly normalised/F treatment socially. Nevertheless, patients remai
unprotected in terms of safety of treatment, eveugh some of them get a chance of free theramtetdre,
Patient Association for Infertility Treatment andidption SupporiOur Sork introduced in 2014 the project
called ,patient monitoring of Polish ART centres’ theck and describe how the situation of infepiémple
looks in a lawless environment. The project staméth a general questionnaire among patients aihoed
understand patient's expectations, opinions andreqres. Based on 722 questionnaires anéitingelines for
counselling in infertility - ESHRE 2001 as well as other documents, a document titledigRest recommendation
in infertility treatment” was prepared. 37 PolisR'A centres adopted the ,Patients recommendationie”their
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practice. Then, in the second part of our projeetsent seven well-trained teams, consisting of fonmer
patient and one non-patient, to ART centres toyeeativil contracts and their correctness in thetext of
patients' rights, as well as to interview doctarégjwives and patients to get the objective pictofenfertile
patients’ care. Consequently, we observe and dmsthe infrastructure of ART centres, includingaagement
of examine rooms, psychological care, and the seexamination procedures. The goal of the projedbis
empower patients' voice through the central momitpreport, which will be presented in the PolisdrlRment

in autumn 2015. Our initial conclusion is that ewough Polish ART market has existed since 198Y an
achieved a reasonable quality in terms of pregnaates and medical standards, there is still a tdghatient-
oriented approach among doctors and medical sté&fbland.

Sigurdur Kristinsson, Ph.D., School of Humanities and Social Sciences,
University of Akureyri (Iceland)
Surrogacy in Iceland: Legal developments and ethical issues

ART-surrogacy is currently prohibited by Icelandiégav. In recent years, however, surrogate motherhuasl
received increased discussion and debate in Icelafettile couples have sought transnational giacy in
India and the United States, despite uncertaiafi@ait legal parental status as they return to mdeleith infants
born to surrogate mothers abroad. In some suchscdlse Icelandic parliament has granted these tisifan
citizenship. At least one court case has been ameal) demanding recognition of parental statuscdasethe
child’s rights and interests.

In January 2012, the Icelandic Parliament passetiléi-partisan resolution to the effect that thenbdtry of
Welfare should appoint a working group to prepargdiation that would make altruistic ART-surrogadegal in
Iceland, subject to strict regulation and oversigbhe of the stated aims of this initiative wast thkear
regulation of surrogacy in Iceland would reduceséxatravel. In February 2015, the working groupraiited a
complete proposal for a new law on altruistic sgawy, which may now be presented in Parliament.

This paper will describe the main features of tiesv legislative proposal, including definitionsethights and
interests of the child, surrogate mother, and idéenparents, process and oversight, conditiore thulfilled
by applicants and how they are assessed, counsediuirements, transfer of parentage, and proesdiar
preventing, handling and settling disputes. Keycalhissues will be discussed, including the digion between
altruistic and commercial surrogacy and the disitmc between gestational (full) and traditional rijzd)
surrogacy. Special attention will be paid to theegtion whether and how this legislation is likety dffect
evasive surrogacy travel.

Renate Kurszus, M.A., Onskebarns. Norwegian Association for Fertility
and Infertility, Oslo (Norway)
Conservative laws in a modern country

The Norwegian law is strict. Treatment abroad imewn. Travelers circumvent the Norwegian legishatio
thereby providing Norway several challenges theesurlegislation has neither taken account of,aw practice
dealing with.

It is a paradox that treatments considered medgi@aill ethically responsible in a number of our hbiging
countries do not meet the same acceptance hergué dghat the knowledge in Parliament when it comees
infertility and egg-donation is poor. | experiertbat the common politician is not particularly ke®enacquire
knowledge on the topic, and instead of seekingcadfiom patient organizations they keep arguingrega
bringing their personal religious believes to ttebate. Some of the representatives do represaniservative
Cristian belief, stating the mother can only be pleeson carrying the child. That person must hdeidical
strings to the child.

When | point out that a law against egg donatiolh wat stop people wanting a child, but rather sebkoad for
treatment | rarely get answers. The response is Ntaway can't allow egg donation only because the
alternative is going abroad. It leaves me to belithat politicians think it is not their problen.léaves people
struggling with infertility to feel quite discrimated.
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The debate about egg-donation has been going greéos, but we have failed to conclude. It seenmssible

to take the debate from a yes or no debate, tméde step; investigating how it could be implemenie the

current treatment. Debates tends to focus on thianeeof the child, as if the welfare of childreonceived with

this treatment abroad is worse than a biologicah letiild. This depicts childless people as a grilwg does not
have the welfare of the child in mind.

Pawet kukow, Ph.D., Institute of Philosophy, Ethics Department,
University of Warsaw (Poland)
Assisted Reproductive Technologies. Requlation and Abstraction (draft)

There are two types of argument appealed to in mibstal and legal debates about regulation of AROm®e,
usually offered in support of ARTS, is based oniiitthal rights. It assumes that individuals haveght to
shape their future according to their beliefs. Adaagly, if a person believes that having childiemn essential
part of her or his life projects, she or he shcdsle access to technologies which can help heinotdachieve
her or his goals. The other type of argument, Ugwaitical of ARTSs, discusses the moral statughef human
embryo or fetus and appeals to the principle ef fifotection. On this argument, since the fetus (sotential)
human being, it must be protected in the way inclwliorn humans are protected, and so ARTs are gsibi@
only if they do not endanger the life of the emboydetus.

These are very abstract approaches. They seersumadhat consideration of rights or the valuewhén life
can help us decide how the use of ARTs should belae=d. | will argue that in a pluralistic socidtyese
approaches must be inconclusive because they tenikdlect central aspects of human life and parenta
aspirations. Although the law must be abstract, smdegulation of ARTs cannot directly address &riwve
views of a good life, the debate on ARTs must gipeabstraction. One of the key features of abstmadh
moral and legal discourse is that it makes humaira®ns, interests, needs, and values invisikden going to
argue that public debates which are to result igulation of ARTs must address human lives in their
concreteness and, in particular, they must artieulaose moral goods which are at stake for pdatiqueople,
embedded in their narrative concretness, who cendlte use of ARTs. | will offer an argument in daof
ARTs which relies on an analysis of the worth ofgméhood. On the basis of these conclusions | &b
delineate some elements of the boundaries, whiell teebe included in any plausible regulation ofTAR

Inmaculada de Melo-Martin, Ph.D., Weill Cornell Medical College,
Cornell University (USA)
How Best to Protect the Interests of Donor-Conceived Individuals: Prohibiting or
Mandating Anonymity in Gamete Donations?

Anonymous gamete donation continues to be practicedost jurisdictions around the world. Indeedsame
countries such as Spain, France, and Denmark,ribeyenity of donors is explicitly protected by Ieigison.
This practice, however, has come under increasedirsg. Thus, several countries including Swedeuastia,
Switzerland, the Netherlands, Norway, the Unitechg€iom, New Zealand, and Finland, as well as the
Australian states of Victoria and New South Walesvrmandate that donors be identifiable to theiregien
offspring. A significant reason for the currentsiéowards legislation prohibiting anonymous ganukteations
is the belief that donor-conceived individuals havkindamental moral right to know their genetigims and
that such moral right should be legally protectggblicies that prohibit anonymous donations. Pregmis of a
right to know one’s genetic parentage usually arthag such a right protects at least three vitsdrasts of
donor-conceived individuals: their interest in mayistrong family relationships, their health instse and their
interest in forming a healthy identity. These vitalerests are presumably respectively protectedlitigrent
aspect of the right to know: knowing one’s modecofiception, accessing medically relevant infornmgtand
accessing identifying information about one’s genparents. In this presentation | first discussheaf these
interests, examine what they amount to, and expithether and how they might be set back by an iddal’s
lack of access to information about his or her tiengarentage. | then evaluate legislation in coaatthat
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prohibit anonymous gamete donations and in thasentiandate anonymous donation so as to assesayisamw
which these different legislations might or migbt protect these vital interests.

Ginny Mounce, Ph.D. Candidate, School of Health Sciences, University of
Surrey (UK)
A longitudinal ethnographic study of couples’ experiences of starting infertility
treatments: early findings

Ginny Mounce*, Helen Allan” and and Nicola Carey*.
"School of Health Sciences, University of Surrey,; U&chool of Health and Education,
Middlesex University, UK)

This study investigates the experiences of coupkeking medical assistance in their desire forogichl

children. Infertility is a complex social experientor couples, which evolves over time and withfetifig

circumstances. Unlike previous research aroundtéipie, this study utilises a longitudinal ethnggnir design
with a prolonged data collection period of 18 mentiarch 2013 to September 2014).

Fourteen (14) couples took part in the study. Datee collected at the first medical encounter dedh tafter any
subsequent consultations. Therefore data colleatiemived repeated rounds of observation (22) aerviews
(22) with the same participants, facilitating aerdtive process to inform and refine analytic idaasthey
emerged. The researcher, as participant obserttahuées cultural meaning to the couples’ expereanand
uses field notes to reflect on other senses, tg &rhbody inquiry in the field. The philosophy aitérpretative
phenomenology informs the analysis of interviewadatith the aim of uncovering subjective lived esipece at
each point.

Initial thematic analysis of the interview trangdsi was undertaken. Expressions of infertility &agourney’

were common, and the initial medical consultatian be considered like a ‘junction box’ on this joey. The
junction box offers several alternative possit@htibut is not always helpfully configured and mayfact

sometimes be the cause of unexpected delays. Baytify the junction is situated in a wide sociatigolitical

landscape, which is a prism through which couppesteive the relevance of this junction — and neisiation -
in their own journey.

Guido Pennings, Ph.D., Bioethics Institute Ghent, Ghent University
(Belgium)
Cross-border reproductive care and justice

Cross-border reproductive care (CBRC) is a largenpmenon in Europe and worldwide with thousands of
patients moving to other countries to obtain irligyttreatment. These movements raise severalcdspelated

to justice and policy.

The presentation will focus on two aspects. Firstlis well-known that one of the main reasonsdiarss-border
movements is law evasion. People are leaving timine country because they are denied access tméeia
These groups are very diverse and so are the redsprexcluding them. We will scrutinize the critefor
access to medically assisted reproduction andxbkeigon of certain groups such as lesbian couatesolder
women. The important question here is how we appased to decide whether certain restrictionsstfied.

The second issue is the matter of financial aceesk costs of medically assisted reproduction ifieciht
countries. There are huge differences between deantegarding reimbursement of ART treatment. Many
people seem to assume that this diversity violdlbes principle of equitable access to reproductiaeec
However, this depends on the status of infertilshin the taxonomy of diseases. Is infertility mehse and, if
so, should it be included in the package of de¢walth care? The principle of justice only apphelsen
infertility treatment is part of decent health care
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CBRC can only exist when there is diversity in #gfion and practice across countries and regidhs.
question is whether harmonization of legislatiod @nactice is a desirable evolution or not. Sevezasons for
maintaining diversity are discussed. Related te ld$t aspect, some discussion on the positioheoEuropean
Court of Human Rights will be included.

Maria Reimann, Ph.D. Candidate, Institute of Ethnology and Cultural
Anthropology, University of VWarsaw (Poland)
“I was with my wife all the time”. Polish men’s narratives of the IVF treatment

In vitro fertilization technology has been in useFoland for almost 30 years, but until today #ne Hoes not
regulate all its aspects. Even though public supfoorthe method is rather high, the public delatein vitro
fertilization is extremely heated and the arguments very often of non-substantive nature. The pnasient
right-wing the discourse not only stigmatizes thactice of in vitro fertilization as “murdering emos”, but
also stigmatizes the children who were born with tikse of the method as “monsters”. The discourse is
disseminated to the public not only through the iaedut also through the Sunday messes and reliasses
in schools. In this atmosphere, Polish infertilejges still decide to pursue the desire to becoaners with the
use of IVF technology, and Polish infertility clasi have high rates of success in treatment.

This article is an analysis of in-depth interviewith 12 men whose partners underwent the IVF treatniMen
are not subjects of the public debate, which fosusethe embryos and the female bodies. Theirinallee IVF
treatment seems axillary. The aim of the articléoished light on the male experience and undatstgrof
infertility and its treatment.

Beatriz San Roman, Ph.D., AFIN Research Group — Universitat Autonoma
de Barcelona (Spain)
Assisted reproduction in Spain: between policies and practices

Diana Marre, Ph.D., Beatriz San Roman, Ph.D., Brunalvarez, AFIN Research Group —
Universitat Autonoma de Barcelona (Spain)

At the beginning of 2015, one of Spain’s most intpot newspapers referred to the Spanish “fecundity
toboggan”(Ansede 2015). Spain’s total fertilityedtas declined since 2,8 children per woman imitfte 70s,
when Spain was a place where foreign people adagtiédien, to 1,14 in 1995 and 1,32 in 2012. WiSfein
has been classified as a country wittowest-low fertility rate (that is, TFR at or below 1.3; Kholer et al. 2002:
643), since the mid-90s a large number of people ad children through some kind of assisted chjotive
technologies, including transnational adoption anthmercial surrogacy. This apparent contradictietwiken
low fertility rates and the increasing number aiites formed or enlarged by adoption, surrogacsgt ather
NRTs can only be understood in the context of arutsural infertility” (Marre 2009). On the otheahd, these
new reproductive strategies raise questions abdatt wan and cannot be considered work and the aslls
rights for those involved.

Elissavet Symeonidoy-Kastanidoy, Ph.D., Faculty of Law — School of
Medicine, Aristotle University of Thessaloniki (Greece)
Medically Assisted Reproduction: Towards an integrated European legislation?
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Despite the common European values, each Eurapeariry has not adopted a common and binding paositi
on the matter. Notwithstanding these different apphes, convergences can be found, so that thetmpthe
problems that have arisen can be kept to a minimum.

Our research includes:
- The identification of the key points of curreagislature regarding methods of assisted reprastuetnd

protection of the genetic material in specific Epgan countries (Sweden, Germany, France, Englesidnd,
Italy and Greece).

- The recording of case law, which has been credueitg the past 15 years.

- The recording of the opinions on the matter efitteads of the Bioethics Committees of these cmtof the
Heads of National Agencies of MAR, of scientificcggiies or groups of citizens and of the Headserit€rs of
Assisted Reproduction.

- The collection and study of the relative bibliaghy, all associated decisions and reports, bBtbethics
Committees or the National Agencies of MAR.

Our research deals with issues, which affect diyebe life and health of individuals, as well &g tsocial
cohesion and national economy, matters for whiehstrarch for convergences seems to a much gremjered
attainable.

The Proceedings of the Congresses organized byesaarch team and the research team'’s final prigasa
going to be delivered to the Council of Europethie European Commissioner of Justice, Fundameriggit®R
and Citizenship, to the President of the EuropeantigPnent, to the National Agencies of Medicallysised
Reproduction as well as to the President of theelcRarliament.

Iva Smidova, Ph.D., Department of Sociology, Masaryk University, Brno
(Czech Republic)
Coping Strategies in Clinical Daily Chores: Gendered Provision of Health Care in
the Czech Reproductive (Bio)Medicine

There is an ambivalence among Czech medical piofess to changes in the provision of health car¢hie
field of reproductive medicine. Access to healthecas well as its provision is strongly gendered iafluenced
by a lengthy transformation process from staterpatstic to a consumer based one. The focus opé#per is
on the question of what kinds of influence the fiosiof doctors and their hierarchy of rule havepatient care.
The paper thematises the level of professionalitthe care provided and/or available, relations agnthe key
stakeholders and the national systems of health peovision influencing the specific status quoexplores
limits and challenges of the individual represemést of the powerful medical profession, based loirt
position in the hospital hierarchy, clinical seiitiprlocation and size of their hospital, and gemdedebate on
particular policies, initiatives and their effeateeds to be framed and contextualised by the donditfor
structural changes of existing practices in th@eesve cultural and organisational contexts, drel gpecific
forms of resistance to them deserve a closer acalyttention, too, as they affect the care preslicEmpirical
evidence from the Czech context indicates thatra@ppirategies of the involved actors are sometinoésnore
than a call of a drowning clinical person catchéng straw.

Charis Thompson, Ph.D., Department of Gender and Women'’s Studies,
University of California, Berkeley (USA) and Department of Sociology,
London School of Economics and Political Science (UK)
Transnational, Disability, and Reproductive Justice: Perspectives on ARTs and
Equitable Access to Health Care

ARTs are often thought about from three perspestib@at make it hard to integrate them into schbigren
health equity: from an experimental biomedical paifi view, in terms of breakthroughs in the treatinef
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infertility or any of IVF’s biomedical spin-offsncluding stem cell research; in terms of individoaitratives of
infertility, especially in an era of postponed dhi¢éaring and single and LGBTQI parenting in the t\Vasd lack
of access and affordability in less well resourcedntries where childlessness may be both commadrhighly
stigmatizing; from a highly critical point of vieigcused on ethical evils such as the exploitatibthe women
(and some men) who are third parties to ARTs thinopgpviding gametes and wombs for the reproductive
projects of others, and eugenics. These persgsctv ARTs—biomedical, individual, ethical—are Wjta
important but they don't fit easily with health éiyuagendas, such as how to prevent infertilitywho make
treatments accessible to all, and how to monitorafod be proactive regarding long-term health ésfend
eugenic trends. In this paper, | draw on scholprahd activism to bring together four approacloe8RTs that,
if they were developed together, could begin taldeithe gap between ARTs and health equity. Theythe
continued development and deployment of low cosT#Radopting a post-Cairo version of global repiihe
rights; insisting on a reproductive justice framirapd insisting on a disability justice framing. tWithese
perspectives in place, it is possible to arguedeveloping an intra- and inter-country trackingisey that
would collect data on access and affordability aolks in ART as they co-vary with poverty, ethnéahc
identity, sexual orientation, employment, citizeipsstatus, disability, gender, nation, and traleston. Such
ARTSs health equity data could inform policy needs.

Heleen Weyers, Ph.D., Department of Legal Theory, University of
Groningen (Netherlands)
Mandatory sperm-donor registry: instrumental, symbolic or something in
between? A comparison of laws

Since the eighties, several European countries hawepted the position that anonymous sperm donation
clinics should be illegal. The aim of these lawsoisneet the right of the child to know ones gemetigins. In
my paper | will compare some of these countrieslgast Sweden, Austria — the countries which finstde
donor registry obligatory — and the Netherland&ie-¢ountry | am most familiar with). My researctestions
regard the black letter laws and the effectiverdshie law. For example with respect to the filsthat is the
goal of the law? Which interventions are used thie® these objectives? How can children obtainodon
information? And regarding the latter: Do parenfeim their children on their conception? How mamidren
feel the need to know something about the donorthByp get what they are looking for?

My provisional conclusion is that the laws are gustmilar in goals and chosen interventions buterné&eless
differ considerably in nature. And although the $apenetrate deeply in the private life of paremid donors,
there is little interest for the effectiveness loé faws. Furthermore, more research into the uténgaal of the
laws (right of the child/best interest of the chilsl needed to know in which way the laws shouldnygroved.

Karolina Wieckiewicz, J.D., Polish Federation for Women and Family
Planning; Warsaw (Poland)
European Court of Human Rights — developing the standards of art in the
human rights dimension

There have been several judgments and decisioasdiag IVF ruled by the European Court of Humanhgig
(hereinafter: the Court).

They come from different countries (United Kingdohustria, Italy, Romania) and deal with a numberssties
regarding infertility treatment.

Most of the cases fall within the scope of arti8lef the Convention on the Protection of Human Rigind
Fundamental Freedoms (hereinafter: the ConventMajority of alleged violations in the plaintiff$hdividual
cases were claimed on the ground of the restristionespecting their family and private life. lasvseen from
different perspectives — in terms of making decisi@bout becoming or not becoming parents (Dickson
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United Kingdom), possibility to use donated eggssperm (S.H. and others vs. Austria), possibildy pre-

implantation diagnosis of embryos (Costa and Pawanltaly) or the way clinics secure patients’ mets

(Knecht vs. Romania). In some cases the Court diatkal with the allegation of violations of artidd which

prohibits discrimination (S.H. and others vs. Aiggtrin some also an alleged violation of the rigghlife (article

2 of the Convention) was discussed (Evans vs. didiagdom). The Court therefore needed to decidmitithe

wide range of issues that are connected with itifgtreatment.

Although some findings of the Court may be in a wigsappointing, in some cases the Court found tiaia of

article 8 (or ruled why there were no violationgldaby this set up some standards regarding leigisland

practice that is in accordance with the Conventibns especially important for countries that Iskibve not
adopted any laws or want to make them up to thiedsighuman rights standards.

Most cases ruled by the Court refer to the regtrist in domestic regulations regarding entitlemant

possibilities to use IVF in certain situations, saf the also are a chance to look at the IVF lamng practices
from the point of view of protection of patientatérests as well as the legal ‘status” of an embryo

Debra Wilson, Ph.D., School of Law, University of Canterbury
(New Zealand)
Is A Ban On Commercial Surrogacy In The Best Interests Of The Child?
Reflecting On Recently Proposed Irish Reforms

In February 2015 the Irish Health Minister annouhti®at new legislation would soon be introducedrider to
ban commercial surrogacy. The main justificationtfos reform was to ensure that “the welfare & dhild is
paramount”. Such a prohibition on commercial suagygcan also be found in other jurisdictions, vatmilar
justifications given.

Using the recent Irish announcement as a catalystdiscussion, this paper will consider and evauat
justifications for banning commercial surrogacydask whether such a prohibition could actuallyieh the
objective of holding the welfare of the child pa@mt. It will begin by considering cases in whidiet
increasingly blurred distinction between commer@ald altruistic surrogacy has become apparent,rdefo
addressing the obvious practical consequence to &yrohibition under domestic law: internationadregacy
tourism. This paper will argue that a desire taglto traditional distinctions like ‘commercial’ dnaltruistic’
surrogacy not only fails to recognise that thesms$ehave become nearly indistinguishable in practiwut also
that the distinction in itself is arguably incornsigt with an approach claiming to be focussed an libst
interests of the child. The best interests of thié&lcare more appropriately served by ensuring thatiegal and
ethical issues resulting from international sureygarrangements are addressed. If these issudbategical
result of a prohibition on commercial surrogacyerththe distinction between commercial and altristi
surrogacy should be abandoned.

Surrogacy reform can only truly be useful and fulfs stated objectives if the practical realitiasd
consequences of surrogacy are understood and edcept

Tracie L. Wilson, Ph.D., Martin Luther University in Halle (Germany)

The Limits of Consensus: Ethics, Tolerance, and ART Practices in Germany and
Poland

This paper examines ethical and legal aspects si$tad reproduction policy and practices in Germang
Poland. Germany is among the most restrictive e¢@min the European Union with regard to ART. bidhd,
in contrast, despite vocal opposition to IVF fromnservative Roman Catholic activists, most prastiase
unrestricted. In this case, it is rather a laclclefr laws addressing ART that shapes practiceen&@g and
Poland differ significantly regarding cultural natives and historical experience that impact atétutoward
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reproduction. In Germany, discussions on assistgroduction often invoke concerns about medical
intervention in ethically complex matters due, @rtpto the country’s Nazi past. In addition, thelespread
practice of cross border reproductive care (CBR@mahstrates that there are extensive transnational
connections and that policies in one country magaich practices and CBRC trends found in other aduies

but less restrictive countries.

Shawn Winsor, Ph.D. Candidate, Departament of Clinical Epidemiology
and Biostatistics, McMaster University (Canada)
Medico-ethical Considerations Affecting Access to Assisted Reproductive
Technologies (ART): Results from “The Gatekeepers’ Survey” of Canadian ART
Professionals

Shawn P. Winsof, Christine A. Clark® on behalf of the Ethics and Law Special Interestup, Canadian
Fertility and Andrology Society and the Ethics Coittee, LifeQuest Centre for Reproductive Medicine.

& Centre for Health Economics and Policy AnalysispDof Clinical Epidemiology and Biostatistics, Mabter
University (Canada)

® LifeQuest Centre for Reproductive Medicine, Unaigr of Toronto (Canada)

Objective: To identify the degree of consensus edigo-ethical issues among professional staff amdests at
Canadian fertility clinics.

Design: The Gatekeepers’ Survey included 14 patseeinarios involving assisted reproductive techmplo
(ART). ART professionals were asked to indicate dach scenario if they would allow or refuse treaitmor
provide conditional access to treatment. Scendmidsded medical, social and legal issues. All ceses were
anonymous although some demographic informationre@sested (but not required).

Setting: The survey was distributed to ART profesals and students attending the Gatekeepers’ bikem
Symposium (Toronto, May 2013), as well as beingt $gnemail to members of the Canadian Fertility and
Andrology Society (CFAS) (December 2013).

Main Outcome Measures: Responses were collateciaaigised by profession, gender, age, and survageou
using SigmaPlot 12.5.

Results: There were 134 completed surveys from f@naihers) 39 physicians, 27 embryologists, 20lifgrt
counselors, and 19 fertility clinic nurses. AImo®% of all respondents indicated they would provide
unconditional access to ART to lesbian or gay cesipr to individuals (either sex). Over 80% had esom
reservations or would refuse access to a patietht avi addiction to prescription drugs or alcoh@%&would
refuse access to patients who regularly use madju@he suggested maximum age for female patiemts (
eggs or egg donors) ranged from < 40 to 56 yedrs. most frequently cited upper limit for body masdex
was 35 (range: < 30 - 40). Fifteen percent of radpats indicated that if it were legal, they woelthble sex
selection of embryos.

Discussion: There was near consensus among ourlesashpespondents regarding unconditional access to
treatment for gay, lesbian and single patients.oftller scenarios elicited a range of responses thase that
are currently illegal in Canada or that have ackedged increased obstetric risk. Our findings iatkcthat
patients’ access to ART in Canada may be influefigethe prevailing norms of professional staffta fertility
clinic they choose to attend.
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