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This issue marks 25 years of pub-
lication for Dignitas, and with 
it we are pleased to unveil a new 

design layout. This new layout marks not 
just a new design aesthetic coinciding 
with the 25th Anniversary of The Center 
for Bioethics & Human Dignity (CBHD), 
but also builds on previous efforts in the 
evolution of Dignitas from its humble 
beginnings as CBHD’s biannual newslet-
ter to a peer-reviewed quarterly publica-
tion. This publication history has seen a 
number of historic signposts, such as the 
shift in name from Dignity to Dignitas 
in 2005 and the design evolution of the 
’00s (with significant style and format 
changes in 2002, 2005, and more recently 
2009). The past decade in particular has 
seen a number of developments, such as 
ISSN registration, electronic publication 
options, formal editorial process and 
oversight, and the 2017 introduction of 
an editorial review board and external 
peer review for all content articles, as 
well as a variety of other expansions and 
improvements. 

Volume 25 marks the next stage in the 
evolution of this publication as Dignitas 
becomes a more distinct visualization 
of CBHD’s work as a Christian bioeth-
ics research center that produces orig-
inal scholarship and leading Christian 

analysis that is credible, comprehensive, 
and current across the wide spectrum 
of issues at the nexus of medicine, tech-
nology, and our common humanity. 
We invite you to join us in this work by 
submitting your research and commen-
tary on the pressing bioethical issues of 
our day. We are particularly interested in 
publishing articles, commentaries, and 
reviews written not only by established 
scholars, but also providing a publishing 
venue accessible to early-career profes-
sionals and emerging scholars.

For longtime CBHD members one 
significant shift with this volume is 
the discontinuation of the “Director’s 
Desk” column, typically authored by 
the Center’s executive director Paige 
Comstock Cunningham, JD, PhD, in 
favor of the more traditional “Editorial” 
introducing the content of the respec-
tive issue. One aspect of the decision was 
motivated as part of the effort to increas-
ingly align Dignitas with the practices 
of academic periodicals and journals, so 
as to continue enhancing the credibility 
of the publication as well as to foster the 
future potential for the publication to be 
included in academic indices. 

The other more practical consideration 
was to allow Paige the opportunity to 

contribute more substantive content, 
released from the ongoing publishing 
burdens of quarterly commentaries. We 
look forward to welcoming such contri-
butions later this year. Even as we move 
away from the “Director’s Desk” column, 
we welcome the submissions of commen-
taries, letters to the editor, and shorter 
opinion pieces to continue the active dia-
logue on contemporary news and devel-
opments in medicine and technology.  

For this issue of Dignitas we have essays 
by CBHD Fellow Calum MacKellar 
and guest contributor Katarina Lee. 
MacKellar’s essay explores the ethics of 
gene editing, while Lee’s piece propos-
es ethical and legal obligations towards 
patients who have left the U.S. or Canada 
in order to undergo experimental stem 
cell treatments. While quite different in 
topic and argument, they are alike with 
respect to their foresight, and each inter-
acts with topics characteristic of recent 
and/or emerging trends. Scientific as well 
as politico-economic developments such 
as gene editing or globalized medicine 
create new or exacerbate existing bioeth-
ical challenges.

In the first piece, Calum MacKellar dis-
cusses the ethical dimensions of scien-
tific advances in gene editing. By doing 
so, he addresses a pertinent and timely 
topic. In November of 2018, the CRISPR-
Cas9 editing system made the head-
lines of newspapers all over the world 

Michael J. Sleasman and Mario Tafferner, “Editorial,” Dignitas 25, no. 1 (2018): 1–2.

E D I T O R I A L

Michael J. Sleasman, PhD | Editor
Mario Tafferner, MA | Managing Editor



2

as Chinese scientist He Jiankui claimed 
that two genetically modified twin babies 
were born earlier that year. In light of 
such developments, MacKellar argues 
that the already available possibilities of 
gene editing have brought us closer to 
a world similar to the dystopian future 
described in Aldous Huxley’s Brave New 
World (1932). According to MacKellar, 
the ethical implications of such a world 
must be considered. To do so, he employs 
a categorical distinction between pro-
cedures which are therapeutic in nature 
and procedures which must be consid-
ered eugenic. In order to identify the lat-
ter, he argues for an analytic distinction 
between procedures which produce a 
change in numerical identity and those 
which produce a change in qualitative 
identity. If gene editing is used to change 
the numerical identity of a person rath-
er than his or her qualitative identity, 
according to MacKellar, a new kind of 
individual is created “who would have 
otherwise not existed.” Through such 
a process one being would be preferred 
over another being on the sole basis of his 
or her genome, and as a result he provoc-
atively argues that any type of gene edit-
ing which results in the change of numer-
ical identity is by definition eugenic. 

MacKellar’s evaluation of different appli-
cations of gene editing on the basis of 
numerical identity offers a clear line of 
argument in the ethical discussion of 
gene editing, and presents a direct chal-
lenge to arguments from some Christian 
bioethicists that suggest therapeutic, 
non-eugenic germline interventions may 
be ethically permissible. While he him-
self admits that the lines that differentiate 
categories of identity are somewhat blur-
ry, he provides a framework of ethical 
principles worthy of sustained consider-
ation.

Following MacKellar’s piece, Katarina 
Lee discusses the specific question of 
whether there is an ethical obligation for 
the ongoing care of patients who have left 
the United States or Canada in order to 
undergo experimental stem cell treat-
ments after which they have experienced 
an adverse event in their home countries. 
According to Lee, a significant minority 
of Canadian physicians do not consider 
themselves to have an ethical responsi-
bility towards such medical tourists. She, 
therefore, proposes several ethical rea-
sons in favor of such a responsibility. 

First, she notes that denying such a 
responsibility is medically unfair. While 
it could be argued that the costs and 

needs following an experimental therapy 
abroad are self-inflicted, Lee states that 
such reasoning unfairly classifies people 
because of their conditions and lifestyle 
choices. Second, she claims that there is 
a duty to assist those that are medically 
needy. The decision to undergo exper-
imental stem cell treatment abroad is 
made autonomously and on the basis of 
a perceived serious medical need, even if 
it is not typically well informed. Finally, 
Lee argues that denying such a respon-
sibility further harms those who already 
are disadvantaged and medically vul-
nerable. While the denial of care would 
result in an even greater problem, it is 
also hard to determine whether or how a 
medical problem is the direct result of the 
experimental treatment. 

As always we welcome your comments 
and responses to the essays published in 
Dignitas, whether those take the form of 
letters to the editors or formal academic 
response articles. Also, join us in cele-
brating 25 years of Christian bioethical 
reflection at CBHD and specifically in 
the pages of Dignitas. More will be forth-
coming in the coming issues as we unveil 
BioethicsNEXT and our vision for the 
future of CBHD’s engagement with the 
pressing bioethical issues of our day.

CALL FOR ARTICLE SUBMISSIONS

The editorial staff of Dignitas always welcomes the submission of articles for consideration. 

We are particularly interested in submissions for future issues in the following topical areas: 

Palliative & Terminal Sedation | Opioid Addiction & Chronic Pain Management | Organ Do-

nation & Determination of Death | Genetic Testing and the Ethics of Reporting Incidental 

Findings.

We would encourage you to contact us regarding your interest at research@cbhd.org
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The possibility of editing the 
genome of living beings is set to 
revolutionize many areas of bio-

logical research.1 For the first time, sci-
entists can now efficiently, precisely, and 
selectively edit parts of these genomes by 
removing or inserting genetic material.

This is especially the case with the 
CRISPR-Cas9 editing system which is 
relatively easy and inexpensive to use 
while only requiring two components 
to work.2 These components are a guide 
RNA genetic sequence (a kind of a hom-
ing mechanism) and a Cas enzyme (a 
protein that works as a sort of molecular 
scissors), with Cas9 being the enzyme 
that is most used to cut the DNA strands.

In this way, the guide RNA with a certain 
genetic code seeks out the specific genetic 
target of the DNA strand of the genome 
and then forms a complex with the Cas9 

enzyme. This cleaves the DNA strand 
and enables a specific genetic sequence 
to be taken out. The strand can then be 
rejoined or, alternatively, a new genetic 
sequence inserted.

As a result, gene editing can be used in 
research with, for example, specific gene 
sequences being disabled or replaced in 
early animal embryos in order to better 
understand embryonic development. In 
addition, it is suggested that it will be 
possible, in the future, to inactivate disor-
dered genes which may be responsible for 
a disease and replace them with healthy 
ones. The prevention of genetic disorders 
and even new treatments could then be 
considered.3

Biomedical trials using gene editing 
on human cells are already underway, 
such as in the use of edited immune 
cells to treat cancer.4 But two important 

milestones were achieved when Chinese 
scientists became the first to gene edit 
a human embryo in 20155 and bring to 
birth twin girls who were gene edited as 
single cell fertilised eggs in 2018.6   Other 
studies have also been reported using 
either existing human embryos and 
genetically editing them after fertiliza-
tion (post-conception)7 or injecting the 
gene editing system at the same time as 
fertilization (peri-conception).8 A third 
possibility would be to edit the genes of 
the sperm or egg cell before conception 
(pre-conception). In these last two pro-
cedures, it is expected that the embryo 
would develop in such a way that every 
cell, and every subsequent organ, would 
contain the edited DNA, including the 
reproductive cells, enabling a more effi-
cient, uniform gene editing to take place 
in the individual.

In the UK, all these different kinds 
of gene editing procedures in human 
embryos were approved by the Human 
Fertilisation and Embryology Authority 
in 2016, but only for research embryos 

Calum MacKeller, “Gene Editing and the New Eugenics,” Dignitas 25, no. 1 (2018): 3–9.
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which are not intended to be used for 
reproductive purposes.9

Ethical Perspective

From an ethical perspective, some gener-
al comments have already been expressed 
elsewhere highlighting the many advan-
tages and benefits to humankind arising 
from the possibility of manipulating the 
genes of possible future or existing per-
sons.10

However, some concerns relating to safe-
ty exist. For example, inserting or delet-
ing specific genes in the correct location 
of the genome of a developing embryo 
without upsetting the biological equilib-
rium of the cell(s) is a difficult operation. 
A particular gene may 
influence a number 
of different charac-
teristics which means 
that even if a gene was 
modified to influence 
a specific dysfunction, 
this could give rise to 
unexpected conse-
quences. The overall 
result would be a mod-
ification that may be 
less than beneficial.11

In addition, during the 
research and develop-
ment stages of human 
embryonic gene edit-
ing it is unavoidable 
that a significant 
number of embry-
os will be destroyed 
in the process. Since 
such embryos may be considered as full 
persons, made in the image of God, this 
means that their destruction can be seen, 
by many, as being just as offensive and 
immoral as the destruction of any other 
person.12

Another ethical concern is that, if the 
gene editing is inheritable, it would 
alter the genetic makeup of an individ-
ual’s children and future generations, 
which may have unforeseeable effects. 
Moreover, if it is eventually possible to 
alter a person’s genes and those of his 
or her descendants to remove or change 

attributes such as predisposition to disor-
ders, it may also be possible to change just 
about any other attribute.

Because of this, grave concerns have been 
expressed as to the consequences for soci-
ety when it becomes possible to decide 
what kinds of children are brought into 
existence.13 Ever since the English writer 
and philosopher Aldous Huxley pub-
lished his science fiction book Brave New 
World in 1932, considerable anxiety has 
existed relating to the prospect of creat-
ing a society in which the genetic heritage 
of individuals could be manipulated. In 
this regard, though the book was set in 
the year 2540, gene editing has brought 
Huxley’s dystopian future a whole lot 

closer, meaning that 
the ethical implica-
tions of such a world 
now need to be con-
sidered.

To do this, more spe-
cific ethical issues 
concerning gene edit-
ing must be exam-
ined relating to the 
extent of the changes 
being contemplat-
ed, and these will be 
examined in turn. But 
before doing this it is 
necessary to examine 
the different kinds 
of personal identities 
that may exist in order 
to make a difference 
between procedures 
which are either ther-

apeutic and those which actually create a 
new individual who is different to the one 
who would otherwise have existed.

Different Kinds of Identities

In discussing the concept of identities, it 
is important to first emphasise the vari-
ous ways in which identity can be dis-
tinguished. Though a degree of overlap 
may exist, and there is no consensus in 
literature, it is possible to differentiate 
between:14

• Numerical identity which examines 
the number of persons who exist and 

whether they are distinct. For example, it 
considers whether the continuous sense 
of a living being remains one and the 
same being throughout his or her life tra-
jectory in the three dimensions of space 
and over time. In this case, two perspec-
tives are generally presented, namely:    

- A biological perspective which reflects 
the continuous biological being 
remaining one and the same whole 
being over time as a biological entity in 
space despite some qualitative changes 
such as those arising from the replica-
tion and division of cells making up 
this being.15 

- A psychological or biographical per-
spective which reflects the relationship 
a living being has to itself as remain-
ing one and the same whole individ-
ual over time despite some qualitative 
changes. This generally includes con-
tinuity of consciousness, experiential 
contents or the maintaining of psycho-
logical connections or capacities, such 
as memories.16

On this account, a psychosomatic numer-
ical identity would exist for most individ-
uals which brings together the biological 
and psychological perspectives. 

• Qualitative identity which examines 
similarities between the same individual 
in different settings or between distinct 
individuals. For example, two beings 
may be similar from a biological perspec-
tive but exist in different settings of space 
and/or time. In this way, identical twins 
are qualitatively but not numerically 
identical. Each twin exists in a different 
setting of the three dimensions of space 
though they generally live at the same 
time.17 

This means that if a procedure results in 
numerical identity changes, then a new 
individual is brought into existence who 
would not otherwise have existed. On the 
other hand, if a procedure results in qual-
itative identity changes, then the original 
individual continues to exist.

Somatic Gene Editing

To begin with, if the editing takes place 
with the aim of addressing a genetic 

Since such 
embryos may be 
considered as full 
persons …their 
destruction can 
be seen, by many, 
as being just as 
offensive and 
immoral as the 
destruction of any 
other person.
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disorder on a mature embryo, foetus, 
child, or adult, this could be considered in 
a similar manner 
to already exist-
ing somatic gene 
therapy proce-
dures which do not 
affect descendants 
and have general-
ly been accepted 
by society. This 
form of therapy 
would then corre-
spond to the aims 
of classical medi-
cine in the resto-
ration of health to 
the patient. As the 
Christian physi-
cian and ethicist 
John Wyatt indi-
cates: “the task of 
the health profes-
sionals is to pro-
tect and restore the 
masterpieces [of 
human bodies] entrusted to [their] care, 
in line with the original creator’s inten-
tions.”18

Such applications of gene editing for 
therapeutic purposes, therefore, would 
not raise many new significant ethical 
problems, apart from safety and effica-
cy. The numerical identity would remain 
the same though the qualitative identity 
would be changed.

Germline Gene Editing

Using gene editing with the aim of        
germline gene modifications (intention-
ally changing the genes of children and 
descendants), on the other hand, rais-
es significant ethical concerns. This is 
because proposed germline modifica-
tions are inherently eugenic in nature. 
The word eugenics, which derives from 
two Greek roots “eu” (good) and “gene-
sis” (birth), describes selection strategies 
or decisions aimed at affecting, in ways 
which are considered to be positive, the 
genetic heritage of a child, a community, 
or humanity in general.19 

It was the Englishman Sir Francis Galton 

who first coined the term eugenics in 
1883 as he sought to implement into 

human beings selection 
procedures for inherited 
characteristics which had 
already been used, with 
success, in animal breed-
ing programs. 

At the beginning of the 
20th century, eugenic ideas 
were actually being con-
sidered by many prom-
inent personalities. Sir 
Winston Churchill, war-
time Prime Minister of 
the UK, was openly dis-
appointed when Britain 
resisted eugenic action on 
the grounds of civil lib-
erties. In 1910, he wrote 
to the then UK Prime 
Minister expressing his 
support for legislation that 
proposed to introduce a 
compulsory sterilization 
program in the UK saying:

The unnatural and increasingly rap-
id growth of the feeble-minded and 
insane classes, coupled as it is with 
a steady restriction among all the 
thrifty, energetic and superior stocks, 
constitutes a national and race danger 
which it is impossible to exaggerate. . . 
. I feel that the source from which the 
stream of madness is fed should be cut 
off and sealed up before another year 
has passed.20

It was only because a deep reaction of 
aversion took place towards the atrocities 
implemented by Nazi Germany during 
World War II that eugenic ideology was 
discarded. A number of international legal 
texts condemned the ideology, includ-
ing the United Nations Educational, 
Scientific and Cultural Organization’s 
(UNESCO) 1997 Universal Declaration 
on the Human Genome and Human 
Rights which indicates in Article 24 that 
germline interventions could be consid-
ered as a practice that would be “contrary 
to human dignity.”21 Additionally, the 
Council of Europe’s 1997 Convention on 
Human Rights and Biomedicine states 

in Article 13, regarding “interventions 
on the human genome,” that “an inter-
vention seeking to modify the human 
genome may only be undertaken for pre-
ventive, diagnostic or therapeutic pur-
poses and only if its aim is not to intro-
duce any modification in the genome of 
any descendants.”22

This means, according to paragraph 
91 of the Explanatory Report to this 
Convention, that “interventions seek-
ing to introduce any modification in the 
genome of any descendants are prohib-
ited. Consequently, in particular genetic 
modifications of spermatozoa or ova for 
fertilisation are not allowed.”23

The reasons why such texts rejected germ-
line modifications, and thereby eugenic 
procedures, was because unacceptable 
discrimination is inevitably associated 
with selection strategies, thereby under-
mining the equality in worth and value 
of all human beings—an equality which 
is the very basis of civilized society.24 
Thus, deliberate germline and eugenic 
procedures were not only seen as wrong 
because a degree of coercion existed in 
some of the past reproductive practices, 
but also because they undermined the 
very basis of equality between all existing 
or possible future persons.

But, as the abuses which took place in 
the first half of the 20th century slowly 
become an ever older memory, pressures 
are now returning for a new eugenics. For 
example, American Nobel Prize Laureate 
and co-discoverer of the structure of the 
DNA molecule James Watson wrote in 
1995:

But diabolical as Hitler was, and I don’t 
want to minimize the evil he perpetu-
ated using false genetic arguments, we 
should not be held in hostage to his 
awful past. For the genetic dice will 
continue to inflict cruel fates on all too 
many individuals and their families 
who do not deserve this damnation. 
Decency demands that someone must 
rescue them from genetic hells. If we 
don’t play God, who will?25

Moreover, in a report published in 2017, 
the U.S. National Academies of Sciences, 

It was only 
because a deep 
reaction of 
aversion took 
place towards 
the atrocities 
implemented by 
Nazi Germany 
during World War 
II that eugenic 
ideology was 
discarded.
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Engineering, and Medicine actually 
recommended the use of germline gene 
editing in human beings in certain spe-
cific circumstances. This happened even 
though the above international regula-
tions had previously condemned such 
a possibility26 and a 2015 UNESCO 
International Bioethics Committee 
report had clearly highlighted the eugen-
ic dangers of germline procedures. This 
indicated that if any intentional germ-
line selection was accepted (such as with 
gene editing), this would “jeopardize the 
inherent and therefore equal dignity of 
all human beings and 
renew eugenics, dis-
guised as the fulfilment 
of the wish for a better, 
improved life.”27

Indeed, it was in order 
to address such a danger 
that Article 3 of the EU 
Charter of Fundamental 
Rights was drafted in 
2000, which explicitly 
states that “in the fields 
of medicine and biolo-
gy . . . the prohibition 
of eugenic practices, in 
particular those aiming 
at the selection of per-
sons” must be respect-
ed.28

At this stage, however, it 
is important to examine 
which gene editing pro-
cedures could be considered as eugen-
ic. This is because there may be distinct 
categories dependent upon the stage of 
development at which the editing is being 
considered. 

Gene Editing of Very Early Embryos

If gene editing takes place on a very ear-
ly post-conception human embryo (such 
as a two-cell embryo), a number of ethi-
cal challenges arise. Indeed, it would be 
difficult to know whether any significant 
genetic change would bring about a com-
pletely new individual or whether the 
original embryonic individual continues 
to exist and is simply modified.29 In oth-
er words, whether the procedure would 

have a numerical or only a qualitative 
effect on identity.

In a way, this philosophical conundrum 
is not new and comes in many different 
forms. It is similar to the one mentioned 
by the Greek historian Plutarch (c. 46–120 
A.D.) in his Life of Theseus (the myth-
ical founder-king of Athens). In this, 
Plutarch questions in a thought experi-
ment whether a ship which is restored by 
replacing every one of its wooden parts 
remains the same ship. This is especial-
ly relevant if the old parts are then used 
to build another ship. In the same way, 

it is possible to ask 
whether an embryo 
in which a certain 
number of genes have 
been edited remains 
the same embryo or 
whether a change in 
numerical identity 
has taken place.

From an ethical per-
spective, if the genet-
ic modification does 
not give rise to any 
significant change in 
the already existing 
embryo, it would no 
doubt be seen as sim-
ilar to somatic gene 
therapy in which the 
original individual 
remains and the mas-
terpiece is restored.

However, if the gene editing procedure 
substantially modifies the genome of a 
very early embryo, more questions relat-
ing to the continued existence of the 
original embryonic individual could be 
asked. Genetic modification may then be 
considered to end the life of the original 
embryo (a form of death) while creating 
another. Indeed, if this did happen, then 
a clear eugenic element would exist since 
it would mean preferring one new being 
over another based on the quality of his 
or her genome.

Gene Editing of Sperm, Eggs, and 
During Fertilisation

On the other hand, if a genetic 

modification takes place either on the 
sperm and egg cells before they are used 
for conception or during fertilisation 
resulting in the formation of a one-cell 
embryo, a new individual, who would not 
otherwise have existed, is being brought 
into being. This would happen because 
any change (no matter how small) of any 
of the variables in bringing an individ-
ual into existence would result in a very 
different individual existing in time. 
In other words, any individual brought 
into existence through these procedures 
would be a totally different person, from 
a numerical identity perspective, to the 
one who would, otherwise, have exist-
ed.30

If such a conclusion is accepted then 
this again has a clear eugenic element 
since a new individual is being brought 
into existence in preference to anoth-
er who may, for example, have qualities 
which were seen as less valuable than 
the ‘new’ individual. What is being pro-
posed, therefore, is not a form of therapy. 
No existing person is being treated for a 
disorder. Instead, it is making sure that 
only certain persons are brought into 
existence based on the quality of their 
genomes.

Discussion

Of course, it is possible to ask what is 
ethically wrong in deciding to make sure 
that only healthy, and not disabled, chil-
dren are brought into existence. Why not 
make sure that children who will have a 
short and difficult life of suffering are not 
brought into existence?

In response to these questions, it is 
important to recognize that it is difficult 
to see how parents can decide not to have 
certain kinds of children without making 
a value judgement that some children are 
less desirable. It follows that when parents 
make a decision that only a certain kind 
of child should be brought into existence, 
based solely on genetics factors, this can 
only mean making a eugenic choice and 
preferring one possible future child over 
another. In other words, this decision 
contradicts the important principle that 
the lives of all human beings have the 

Gene Editing and the New Eugenics (Continued)
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same worth and value, regardless of their 
state of health or characteristics.31

From a Christian perspective this is very 
important since the inherent and equal 
value of each human life is based on the 
reality that every human being is creat-
ed in the image of God and is called to a 
future eternal destiny with him.32 Thus, 
from God’s perspective, every person has 
the same value and worth no matter how 
long or short a person lives, no matter 
how self-aware he or she is, and no mat-
ter how much suffering or pleasure this 
person experiences during life on earth. 
As John Wyatt explains, “our creation in 

God’s image implies . . . a radical equality. 
. . . In the human community, we are sur-
rounded by other reflections of God who 
are different but fundamentally equal in 
dignity to ourselves.”33

This radical equality of human beings, 
which exists because they all reflect the 
image of God, also resonates in Article 1 
of the UN’s 1948 Universal Declaration 
of Human Rights which states that “all 
human beings are born free and equal in 
dignity.”34 Thus, if all persons are equal 
in value and worth, how can a choice 
between two supposedly equal future 
persons ever be made?

It is possible to argue, as 
does the 2017 U.S. report 
Human Genome Editing, 
that “unconditional love 
for a disabled child once 
born and respect for all 
people who are born 
with or who develop dis-
abilities are not incom-
patible with intervening 
to avert disease and dis-
ability prior to birth or 
conception.”35 But the 
report does not explain 
how or why any delib-
erate discrimination can 
be seen as acceptable 
before birth while sud-
denly becoming unac-
ceptable after birth. As 
Hans Reinders explains, 
it is more than likely that 
“in any given case, the 
only reasonable answer 
to the question of why 
a disabled child should 
not be born is by refer-
ence to what one thinks 
about the lives of people 
living with the same dis-
order.”36

In other words, if par-
ents do decide to avoid 
having a child affected 
by a serious genetic dis-
order, based solely on 
genetics factors, there 
is a very real sense that 

such a decision is based on the perceived 
quality of life of people who already exist 
and not on the worthiness and inherent 
dignity of their lives. Moreover, the indi-
rect message being given to persons, who 
have already been born with the same 
disorder, would be that they should also 
not have existed.37 This is clearly dis-
criminatory and would undermine the 
inherent equality of all human persons 
in society.

Suggesting that choice should be avail-
able to make sure that certain kinds of 
children are not brought into existence 
may also mean that there is such as thing 
as a “life unworthy of life” in society.38 As 
Roberto Andorno explains: 

In reality eugenic ideology presuppos-
es stepping from a “worthiness of life” 
culture to a “quality of life” culture, in 
other words, to the idea that not every 
life is worthy of being lived, or to put it 
more bluntly, that there are some lives 
that do not have any worth.39

In a Christian understanding of procre-
ation, moreover, the unconditional and 
sacrificial love of the parents towards 
each other and towards God should also 
expand onto the child. This means that 
every child brought into existence from 
this love should, in the same way, be 
unconditionally loved and accepted by 
his or her parents. 

However, if certain genetic preconditions 
are laid down relating to the procreation 
of a possible future child—thus exclud-
ing persons with certain conditions, then 
this can no longer reflect the Christian 
basis of unconditional procreative love. 
Moreover, this child when brought into 
existence will always know that his or 
her very existence was not unconditional 
but conditional on having certain genes 
which may give rise to very significant 
existential anxiety. 

Naturally, it is difficult not to have a lot 
of sympathy towards parents who have 
children affected by severe disability and 
suffering or to know the extent of the 
anguish they are going through. But, if 
one asks these parents, it is always the 
disorder and not the very existence of the 
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child with the disorder that has been the 
cause of so much heartache. Most would 
never say that they wished their specific 
child had not existed. On no occasion, 
would they indicate that they would 
have preferred to exchange their child for 
another, healthier, one. They just want to 
find a treatment for their child. 

Certainly, the advancement of autono-
my, the reduction of suffering, and the 
increase in flourishing of human persons 
are very important goals in any Christian 
ethical appraisal. But these aims do not 
give any true value or worth to human 
life, at least not the kind of value and 
worth that is equal to all persons. In actu-
al fact, if only autonomy or the lack of 
suffering were the basis of the value and 
worth of an existing or possible future 
person, then every human being could be 
classified on a scale—classified as having 
a different value and worth. This would 
then come into opposition with the very 
concept of an egalitarian and civilized 
society. 

It is, thus, imperative for Christians to 
always be prepared to equally value, with-
out selection and preconditions, each 
and every human individual. In the same 
way, it is the reason why a Christian civi-
lized society must welcome into existence 
all possible future persons independently 
of their biological or other characteristics 
such as their genetic qualities or disor-
ders. 

Of course, it is possible to challenge this 
statement by emphasising that certain 
forms of prenatal selection are already 
taking place, including in preimplanta-
tion genetic selection, whereby, following 
IVF, only the ‘best’ embryos are select-
ed for implantation. Moreover, it can be 
argued that such procedures have not 
given rise to any perceived damage to 
the equality between persons. But these 
procedures are, in effect, already sending 
the message that all persons are not equal 
in value and worth and that some should 
not be brought into existence. And the 
more the vulnerable edifice of equality in 
civilized society is undermined by deci-
sions that weaken its very foundations, 
the more likely it is that this equality may 

eventually disappear.

In conclusion, gene editing can be used in 
a very positive medical manner in help-
ing to restore the masterpiece of human 
bodies. This would then be comparable 
to other somatic gene therapy procedures 
already in existence which should be wel-
comed. 

But, at the same time, society is now 
before a crossroads with germline 
genome editing and some forms of pre-
natal selection procedures. It can either 
choose to make sure that certain persons 
are not brought into existence because 
the value of their lives is considered to 
be unacceptable. This would then mean 
that society would begin to classify the 
worth of all lives and start going down a 
eugenic road. Or, it can choose to believe 
that all lives are equal in worth and value, 
making any selection and classification 
meaningless, which is the very basis of 
civilized Christian society.

God will never prefer some persons over 
others no matter how able or disabled 
they may be or how much pleasure or suf-
fering they experience during their lives. 
Instead, each one will be created with 
his amazing image expressing the won-
derful, immeasurable and unconditional 
love which exists in God.40
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Stem cell therapies, both embryonic and 
adult, have been the subject of significant 
debate in both the public forum and sci-
entific literature; however, addressing 
coverage and care obligations to individ-
uals after they have received these treat-
ments has not been adequately discussed. 
Stem cell therapies have created a trend 
in individuals seeking treatments abroad 
because their country either (1) does 
not offer the treatment or (2) the cost is 
significantly reduced in a foreign coun-
try. These individuals then go abroad 
to receive the treatment and return to 
their home country. However, if there 
is a subsequent adverse event, the indi-
vidual will typically receive treatment 
in their home country. The focus of this 
essay is to discuss what happens when 
individuals return to Canada and the 
U.S. after receiving stem cell treatments 

abroad and to argue that there needs to 
be a greater transparency about poten-
tial ramifications. Additionally, I will 
address legal and ethical arguments as to 
whether there is an obligation to provide 
insurance coverage for adverse events, 
ultimately concluding that there is an 
obligation.1 

Medical Tourism and Adverse Events 
Due to Medical Treatment Abroad

Notably, the medical tourism industry 
is not isolated to those seeking stem cell 
treatments abroad. Estimates suggest 
that 52,000 Canadians sought medical 
treatments abroad in 2014 alone,2 while 
in 2016 the CDC estimates that “up 
to 750,000 US residents travel abroad 
for care each year.”3 It is difficult to (1) 
determine what treatments were sought, 
and (2) which countries Canadians and 

Americans are travelling to. Importantly, 
these statistics do not specify the number 
of Canadians seeking care in the United 
States and Americans seeking care in 
Canada. Rationales for individuals who 
seek medical treatment abroad vary, 
but may include the reality that certain 
“treatments” are not permitted in the 
individual’s home country, specialty 
care is not offered in their home country, 
cost avoidance,4 or “jumping” wait times 
to receive care (though the latter does 
not apply for the present discussion). 

As might be expected there is a signifi-
cant populace that not only is at risk for 
experiencing an adverse event during 
the procedures they have sought abroad, 
but is also at risk for needing long-term 
medical care as a result of the treatments 
sought abroad.

In 2016, the CDC warned that potential 
risks associated with receiving treatment 
abroad include poor communication, 
“unsafe injection practices,” counterfeit 
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medications, lack of adequate blood 
supply and “antibiotic resistance.”5  
Additionally, many individuals who seek 
treatments abroad are not adequately 
vaccinated, resulting in risk of contract-
ing disease (such as hepatitis B) unrelat-
ed to the procedure sought.6 Specifically 
with stem cell treatments there is limited 
but growing data about severe adverse 
events connected with seeking these 
treatments.7 The Mayo Clinic warns that 
potential side effects of stem cell treat-
ments are “Graft-versus-host disease 
(allogenic transplant only); Stem cell 
(graft) failure; Organ damage; Infections; 
Cataracts; Infertility; New cancers; 
Death.”8 Moreover, there is concern that 
stem cells “could trigger an overzealous 
attack by the immune system.”9 One par-
ticularly tragic example was “a case in 
which a boy in Russia who was injected 
with fetal neural stem cells subsequently 
developed brain and spinal tumours.”10 
Lastly, there is limited to no follow-up 
care with the individuals who provided 
the care abroad.11 Given that there will be 
individuals who need follow-up care as a 
result of their stem cell therapies, there 
should be a clearer understanding of the 
ethical and legal reasons why care should 
be provided. Furthermore, there are 
various types of stem cell transplants—
embryonic stem cell vs. adult stem cell 
(either allogenic or autologous)—and 
each has different risks and ethical ques-
tions associated with them that further 
complicate this discussion.

Legal Framework for Medical Coverage 
in Canada

The majority of medical care in Canada 
is paid for by a single-payer governmen-
tal system that provides insurance to 
Canadian residents.12 The insurance is 
then implemented “by a series of thirteen 
interlocking provincial and territorial 
health insurance plans.”13 The general 
eligibility requirements are that an indi-
vidual is either a citizen or resident of 
Canada, with each province and territory 
having specific residency requirements.  
Each province and territory may differ 
in benefits offered, but the following are 
required nationally: “hospital services 
provided to in-patients or out-patients, if 

the services are medically necessary for 
the purpose of maintaining health, pre-
venting disease or diagnosing or treating 
an injury, illness, or disability; and med-
ically required physician services ren-
dered by medical practitioners.”14 This 
insurance has limited portability. When 
individuals seek treatment abroad “prior 
approval by [the] provincial/territorial 
health insurance plan may be required 
before coverage is extended for elective 
(non-emergency) health services.”15 As 
a result, when individuals seek elective 
treatment abroad, the majority of them 
are paying for these services out of pock-
et.

Legal Framework for Medical Coverage 
in the United States

Unlike the Canadian system, the United 
States has a multi-payer medical system. 
There are several different sources of 
medical insurance in the U.S. including: 
(1) employer-sponsored medical insur-
ance; (2) Medicare; (3) Medicaid; (4) 
CHIP; (5) military-related insurance; (5) 
state provided insurance; and (6) private-
ly procured insurance, some of which is 
available through healthcare exchanges.16 
However, the majority of health insur-
ance is provided under employer-pro-
vided health insurance, Medicare, and 
Medicaid. Regardless of insurance cov-
erage, due to the Emergency Medical 
Treatment and Active Labor Act, the 
public shall have “access to emergency 
services regardless of ability to pay.”17 
This means that even if an individual 
who needs emergency medical service as 
a result of receiving experimental stem 
cell therapies cannot pay, they are still 
entitled to receive care. The unknown is 
whether the care will be covered in its 
entirety or only partially.

As the most common form of coverage 
in the U.S., employer-sponsored medi-
cal insurance can take one of two forms. 
The first is that the employer self-insures, 
meaning that they pay out-of-pocket for 
the medical needs of their employees.  
Often employers that self-insure out-
source to an agency in order to facilitate 
the process. The other form of employ-
er-provided medical insurance is that 

the employer purchases insurance from 
a medical insurance agency and provides 
it to their employees. Medicare gener-
ally covers eligible individuals over 65 
years of age and certain individuals with 
special medical needs and disabilities, 
while Medicaid and CHIP (Children’s 
Health Insurance Program) provides 
coverage to individuals (both adult and 
children) who have disabilities, are preg-
nant, or have limited financial means. 
Government programs have specific eli-
gibility requirements, often including 
legal permanent residency or American 
citizenship.

Prior to the passage of the Affordable 
Care Act (ACA) there was significant 
variance in what and who health insurers 
were required to cover.18 The ACA (with 
the exception of grandfathered plans)19 
requires medical insurance to cover 
essential health benefits. Essential health 
benefits include ten broad categories 
of benefits that medical insurance was 
required to cover: (1) ambulatory patient 
services; (2) emergency services; (3) hos-
pitalization; (4) laboratory services; (5) 
maternity and newborn care; (6) mental 
health services and addiction treatment; 
(7) rehabilitative services and devices; (8) 
pediatric services; (9) prescription drugs; 
and (10) preventive and wellness services 
and chronic disease treatment.20 Notably, 
it has been left up to the individual states 
to clarify what these categories mean.21 
Relevant to this discussion is that some 
states will cover certain stem cell trans-
plants under essential health benefits 
while others have excluded them.22 Of 
those that cover stem cell transplants 
under essential health benefits, typically 
they are limited to adult stem cell trans-
plants involving bone marrow and some 
cancer treatments.23

Historically, experimental procedures 
were excluded from medical insurance 
coverage in the U.S.24 Stem cell trans-
plants, likewise, were considered experi-
mental under certain insurance, though 
specific coverage depended upon the 
type of stem cell treatment. In addition 
to some states covering certain adult 
stem cell treatments under essential 
health benefits, the ACA has expanded 
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experimental coverage slightly for exper-
imental research. As of January 2014, 
participants in approved clinical trials 
will be provided with coverage of “rou-
tine costs.” These costs will cover “all 
aspects of care outside of the investiga-
tional drug, item or procedure itself.”25 
However, it is important to note that 
“clinical trials must be approved or spon-
sored by the National Institutes of Health 
(NIH), the Center for Disease Control 
and Prevention (CDC), The Agency 
for Healthcare Research and Quality 
(AHRQ), [or] Centers for Medicare & 
Medicaid Services (CMS).”26 As a result, 
at this time, stem cell research has very 
limited insurance coverage.

Generally, it can be concluded that insur-
ance in both Canada and the United 
States is unlikely to pay for experimental 
stem cell services abroad. Some related 
costs may be covered, but each patient 
seeking treatment abroad would have to 
clarify whether and how much coverage 
they would be entitled to. Domestically, 
health insurers may decide on a case-
by-case basis to provide coverage by 
considering factors such as stipulations 
in the insurance contract, whether the 
treatment is medically necessary, as well 
as its clinical trial status.27 Additionally, 
it is ambiguous whether insurance pol-
icies would cover adverse events abroad 
if individuals have gone there for elective 
procedures.28 However, there have been 
some discussions about private insurers 
providing private health insurance for 
individuals seeking treatments abroad. 
Notably, the Canadian government 
encourages individuals to purchase such 
health insurance based upon the under-
standing that medical tourism is grow-
ing.29 However, it is unclear what these 
policies may provide coverage for; it is 
possible that they may provide coverage 
for emergency medical evacuation or 
some adverse events.

What is clear is that in Canada, if an indi-
vidual returns and is experiencing events 
that fall under medically necessary care, 
they will be entitled to not only receive 
medical care, but that care will most like-
ly be covered by the individual’s provin-
cial or territorial health insurance. In the 

U.S., unless the individual health insur-
ance contract explicitly states revocation 
of coverage, it is also likely that medically 
necessary care would be covered. This 
conclusion is additionally based on the 
fact that the ACA prohibits discrimina-
tion based upon pre-existing conditions 
for most insurance contracts. However, 
there is less certainty in the United States 
compared to Canada, as there are many 
payers and many contracts providing 
health insurance coverage.

Ethical Obligations to Provide Health 
Insurance Coverage

Given that medical practitioners are 
required to provide care and that health 
insurers are likely required to cover the 
costs of such care, it should be questioned 
whether there is an ethical obligation to 
provide care. Interestingly, in a study 
conducted on Canadian physicians, “the 
majority of physician respondents agreed 
that it was their responsibility to provide 
follow-up care to medical travelers on 
return to Canada, although a substantial 
minority disagreed that they had such a 
responsibility.”30 Clearly, medical practi-
tioners are in disagree-
ment as to their duties 
regarding treatments 
sought abroad. 

I propose the follow-
ing ethical reasons in 
favor of an obligation to 
provide care: (1) ethical 
notions of fairness; (2) 
duty to assist those that 
are medically needy; (3) 
individuals seeking these 
treatments abroad are 
already a vulnerable pop-
ulation and withholding 
medical treatment fur-
ther disadvantages them; 
and (4) lack of informed consent should 
not further harm individuals. Note that 
throughout this section I am specifical-
ly addressing health insurance cover-
age to individuals when they return to 
Canada and the United States, with the 
presumption that care should be accessi-
ble regardless. I do not wish to argue that 
Canadian and American health insurers 

are required to provide health insurance 
coverage for stem cell treatments con-
ducted abroad.

1. Ethical Notions of Fairness

Perhaps the most compelling reason why 
individuals should have accessibility to 
health insurance when they return from 
receiving stem cell treatments abroad is 
the notion of fairness. It is inconsistent 
to provide health insurance coverage 
for certain individuals and not others. 
During the passage of the ACA there was 
significant debate about providing cover-
age for preexisting conditions, especially 
coverage that was needed due to condi-
tions that could be tied to certain life-
style choices such as obesity and tobacco 
usage.31 However, the ACA required that 
insurers provide health insurance because 
refusing coverage unfairly classifies peo-
ple based upon medical conditions, 
even conditions associated with lifestyle 
choices. Part of the argument support-
ing providing health insurance to those 
who engage in medically risky activities 
is that many behaviors are impacted by 
societal influences, while recognizing 

that others may have 
avoided such behav-
iors simply because 
their personal cir-
cumstances were 
different. Similarly, 
in Canada not only 
is this notion tied 
to fairness, but it is 
also tied to notions 
of reciprocity, that 
all individuals 
should be covered 
simply because 
medical conditions 
can and will affect 
most individuals 

at some point during their life. Since 
it is difficult to determine what medi-
cal conditions individuals will become 
afflicted with it is most fair if we cover 
everyone who requires medically nec-
essary care. Precluding individuals who 
have received stem cell therapies from 
Canadian or American health insur-
ance coverage is too akin to prohibiting 
coverage based upon age, tobacco use or 
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obesity. Practically, without a “universal” 
system that provides medically neces-
sary insurance coverage for individuals, 
individual judgment calls would have to 
be made about what is appropriately cov-
ered care, and this type of decision mak-
ing runs the risk of being onerous and 
unfair to individuals who are designated 
decision makers. 

Denying insurance coverage stems from 
the notion that individuals should under-
stand the risks that they are undergoing. 
This is tied to the buyer-beware men-
tality—that individuals, if they want to 
partake in stem cell treatment abroad, 
should fully expect that there could be an 
adverse event and that they are financial-
ly responsible for care that is needed as a 
result. Additionally, in the 
situation of stem cell treat-
ments that may be pro-
hibited in Canada and the 
United States, prohibiting 
coverage of follow-up or 
long-term care may act as 
a deterrent for individuals 
who would otherwise seek 
these treatments abroad. 
While these are valid 
arguments, they are not 
compelling enough to sug-
gest that individuals who 
engage in “riskier” behavior 
should be precluded from 
health insurance coverage. 
Aside from the noted life-
style-related medical con-
ditions mentioned above, 
individuals are granted 
health insurance coverage 
even though they engage 
in arguably unnecessary risky behavior. 
Some examples include those who agree 
to be live-organ donors and those that 
engage in medically risky sexual behav-
iors. Like any risky behavior it is difficult 
to determine long term outcomes. An 
individual may have an adverse event or 
long-term consequences, they may expe-
rience no change, or stem cell treatments 
may assist in the functioning of their 
lives. As a result, if fairness is a value that 
is to be upheld in the medical context, it 
is ethically impermissible to discriminate 

against individuals who have sought 
stem cell therapies abroad. 

2. Duty to Assist Those that Are 
Medically Needy

It is important to remember that individ-
uals who are seeking experimental stem 
cell treatments abroad are already mem-
bers of a vulnerable population. They are 
generally individuals who have not had 
success treating their ailments with avail-
able medical care and as a result are seek-
ing other alternatives. They are particu-
larly vulnerable because not only are they 
seeking a cure or improvement of their 
ailment, their disease or disability may 
independently impact their capacity to 
make informed medical decisions. Issues 
of informed consent will be addressed 

later in this essay, 
but it is important 
to highlight that 
while the decision 
to seek experi-
mental stem cell 
treatments abroad 
may be a decision 
impacted by an 
individual’s emo-
tions, many of 
these individuals 
are making an 
autonomous deci-
sion based upon 
their personal 
beliefs and values 
to seek experi-
mental stem cell 
treatments.32 

If health insurers 
in both Canada 

and the United States were able to deny 
healthcare coverage for individuals after 
they sought stem cell treatments abroad, 
many individuals might decide not to 
seek alternative treatments. While many 
may argue that this is an appropriate 
deterrent mechanism, it also runs into 
contradiction with individuals being 
able to make autonomous decisions 
regarding their healthcare. With many 
medical decisions there can be tension 
between medical paternalism and indi-
vidual autonomy, for example there are 

often circumstances in which doctors 
provide options for care in which some 
options are more medically effective, but 
the individual chooses a second less med-
ically effective option. This often occurs 
with cancer patients, as patients may seek 
less aggressive alternatives to chemother-
apy, but this does not preclude insurance 
coverage if the patient later wishes to seek 
chemotherapy. These patients have often 
exhausted all other alternative treat-
ments before seeking more aggressive 
treatments. In comparison, physicians 
may administer chemotherapy treatment 
even if it is unlikely to be effective if a 
cancer patient wants to pursue aggressive 
treatment, and even if palliative care is 
more medically appropriate. As such, an 
individual who seeks treatment abroad, 
while possibly not the most medically 
appropriate treatment, should be pro-
vided health insurance coverage for their 
continued care.

3. Further Harming a Disadvantaged 
Population

As was mentioned in the above section, 
individuals who are seeking experimental 
stem cell therapies are already a part of a 
vulnerable group of individuals. Denying 
health insurance coverage harms these 
individuals because either these individ-
uals will still seek medical care and not 
be able to afford it, or they will forego 
medical care due to concerns about cost. 
Neither option is beneficial from a public 
health perspective. Healthcare providers 
should be compensated for the care they 
provide, but in most situations they rely 
upon insurance to recover their costs. If 
individuals cannot pay for their medical 
costs, that imposes a strain upon medical 
care providers, not to mention the finan-
cial stress that places upon the individ-
ual. Individuals forgoing medical care 
due to cost often can lead to more costly 
needs in the future. Moreover, because 
individuals seeking stem cell treatments 
abroad tend to be ill individuals, they 
are foreseeable high-cost medical users, 
meaning that if they are denied health 
insurance coverage they are placed at a 
greater disadvantage comparatively to 
other “healthier” individuals.

It is important 
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Additionally, it is important to note 
that there is an immediacy concern 
when addressing an individual’s ability 
to receive medical care after receiving 
experimental treatment abroad. The first 
is that while individuals may not experi-
ence an immediate adverse event in the 
short term, they may in the future. This 
has been evidenced by tumors and bone 
fragments forming later in patients who 
have received stem cell treatments.33 
Questions of whether insurance cover-
age should be revoked immediately if 
an individual seeks treatment abroad or 
whether certain 
procedures are 
denied coverage, 
either become 
too harsh or 
highly specu-
lative. Why 
should health 
insurance cov-
erage be denied 
if the stem cell 
recipient never 
experiences an 
adverse event; 
moreover, can 
medical prac-
titioners con-
clusively deter-
mine that some 
adverse events 
were associat-
ed with such 
treatment? As 
a result, it may 
simply be too 
difficult to determine whether there will 
be an adverse event or the causation of 
such event, and denying coverage will 
foreseeably be detrimental to the health 
of the individual.

Lastly, individuals who are seeking 
experimental stem cell treatments abroad 
may have misplaced hope in these exper-
imental and often unregulated stem cell 
treatments.34 While denying them health 
insurance coverage may act as a deterrent 
to seeking these treatments, the denial of 
coverage does not appropriately educate 
those seeking these treatments of the 
risks. There is significant confusion as 

to whether these treatments are effective 
and safe, which is further compounded 
by the involvement of a number of phy-
sicians assisting individuals to seek these 
treatments abroad, 35 physicians domes-
tically engaging in these treatments,36 
and “predatory behavior” on the part of 
a number of clinics providing such ser-
vices.37 

4. General Lack of Informed Consent

Tied to the notions of fairness and jus-
tice is the reality that many individuals 
undergoing these experimental stem cell 

treatments may not truly 
understand the risks asso-
ciated with the procedures, 
nor the long-term conse-
quences of receiving these 
treatments,38 not to mention 
that there is often ambi-
guity and confusion about 
medical insurance coverage 
to begin with. Individuals 
who are seeking treatments 
abroad may (1) not be aware 
about the potential insurance 
ramifications, (2) nor may it 
be something that they are 
thinking of when they are 
desperate enough to seek 
treatment abroad. Regarding 
the issue of awareness this 
may not absolve the respon-
sibility of individuals seeking 
care, however, the opaque-
ness of what is covered and 
the educational level need-
ed to understand benefits is 

often out of reach for many patients. In 
such cases where individuals go through 
appropriate channels for coverage 
approval, it is often difficult for individ-
uals seeking such treatments to receive 
a concrete answer. Considering this, the 
default approach should be to provide 
medically necessary insurance coverage, 
not to revoke such coverage. Moreover, if 
health insurers were no longer to provide 
coverage, there would have to be greater 
mechanisms in place to fully disseminate 
such information.39 Potential mecha-
nisms include appropriately informed 
medical practitioners as well as having 
easily accessible information for the 

consumer. Increasing accessibility to 
resources is only one part of the equation 
when it comes to gaining true informed 
consent, however. Health insurers would 
also be obligated to make sure the con-
sumer understood the potential insur-
ance ramifications. 

Counter-Arguments as to Not Provide 
Health Insurance Coverage

Despite the persuasiveness of the ethi-
cal arguments for requiring insurance 
companies to provide health insurance 
coverage to those that return to Canada 
and the United States after receiving stem 
cell treatments abroad, it is important to 
address relevant counter-arguments. 
The two most compelling arguments are 
(1) that individuals seeking treatment 
abroad should have knowledge of and 
be prepared to pay for events that are a 
direct result of their risky behavior, and 
(2) that providing care for these individ-
uals is further burdening the Canadian 
and American healthcare system and as 
a result, insurers are not obligated to pro-
vide coverage.

1. Participants Should Bear Relevant 
Medical Costs:

As was mentioned earlier, one of the 
arguments in opposition to paying for 
medical care that results from seeking 
stem cell therapies abroad is that indi-
viduals that seek these therapies should 
expect to bear the cost of any relevant 
medical care. Generally, it is not argued 
that these individuals should not have 
access to relevant care, but instead argu-
ments are focused on payment for such 
care.40 This argument is based in the 
idea that individuals seeking therapy 
abroad should be responsible for the cost 
of their care. Some supporters of this 
argument suggest that individuals who 
have sought stem cell treatment abroad 
only have to pay for care that is a result 
of the treatment they sought abroad. For 
example, if tumors result from the stem 
cell injection, then the individual will be 
required to cover the relevant healthcare 
cost to remove the tumor(s). However, 
as discussed previously, it may be diffi-
cult, if not impossible, to determine if 
the stem cell treatment was the genesis 
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for the future medical need. There is also 
the consideration of the source of the 
stem cells, whether they are derived from 
embryos, whether they are from allo-
genic sources or whether they are from 
autologous sources. This may have an 
impact on whether insurance companies 
and governments are willing to provide 
coverage, as some of these sources may be 
unlawful and/or deemed unethical. 

2. Further Burdening Canadian and 
American Healthcare Systems:

There is very little data on how much time, 
money, and resources are spent on care 
given to individuals returning to Canada 
and the United States as a result of seek-
ing medical treatment abroad. However, 
estimates in Alberta, Canada suggest 
that patients receiving elective bariatric 
surgery add a conservative estimate of 
$560,000 a year to the province’s direct 
medical costs.41 Conceivably, the costs 
of individuals seeking treatments abroad 
and returning to Canada and the United 
States are significant. While burdens on 
healthcare systems should be considered, 
this argument is not persuasive enough 
to prohibit health insurance coverage. 
First, individuals who seek treatment 
abroad may experience improvement 
(both a physiological and/or psycho-
logical improvement) that may in fact 
lessen the amount of health resources 
spent on the individual back in Canada 
and the United States. Second, individu-
als who seek stem cell treatment abroad 
may never experience an adverse event. 
Third, as has been mentioned before, it 
may be difficult to determine whether 
the stem cell treatment was the genesis 
for the event. Lastly, while these adverse 
events may place a burden on health sys-
tems, there are many medical conditions 
that place burdens on healthcare systems, 
and the point of insurance is to attempt 
to mitigate the risk by spreading the cost 
through a larger pool of individuals.

Conclusion

The Canadian and American health-
care systems both have their advantages 
and disadvantages, but central to both 
systems is that individuals who need 

medically necessary care should not 
only be able to receive such care, but that 
insurance will cover the related costs. The 
most compelling reason for prohibiting 
health insurance coverage for individuals 
who seek stem cell treatments abroad and 
return to Canada and the United States 
is a cost-saving measure. While this may 
save both the Canadian and American 
healthcare system resources, it does not 
outweigh the ethical problems this pol-
icy would face. Individuals seeking this 
care abroad are members of a vulnera-
ble population that arguably would not 
be seeking treatment abroad if (1) their 
current treatment was working or (2) it 
was offered domestically at a reasonable 
cost. Prohibiting health insurance cover-
age upon return to their country further 
disadvantages their health and autonomy 
as well as raising ethical concerns about 
resource allocation. As a result, better 
measures to prevent subsequent need 
for medical care include appropriately 
educating individuals about the risks of 
receiving unproven stem cell therapies as 
well as encouraging precautionary behav-
ior when receiving these treatments. The 
onus is on health insurers, government 
bodies as well as medical practitioners to 
fully educate those contemplating stem 
cell treatments abroad.
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“More than 2,000 Drugs Now in Cancer 
Immunotherapy Race” by Ben Hirschler, 
Reuters, December 7, 2017

The race to develop new immuno-
therapy treatments against cancer has 
sparked an unprecedented explosion in 
the oncology drug pipeline, with more 
than 2,000 immune system-boosting 
agents now in development. The result 
is a scramble for patients to enroll in 
clinical trials, duplication of effort 
and the likely ultimate failure of many 
projects, according to experts. (https://
tinyurl.com/y8blyhsd)

Immunotherapy is the new promising 
research avenue for cancer therapeutics, and 
involves harnessing the body’s immune sys-
tem to attack cancer cells. As a result, there 
has been a glut of research, some of which is 
overly optimistic as to how well the immu-
notherapy will work. Nature ran a special 
Nature Outlook series in December (https://
tinyurl.com/ydb8ng6k) looking at the state 
of cancer immunotherapy that included an 
article on the ethical challenges surrounding 
clinical trials for patients with incurable can-
cer. (The Nature series was funded in part by 
Roche, AstraZeneca and Merck.)

“A Shocking Decline in American Life 
Expectancy” by Olga Khazan, The Atlantic, 
December 21, 2017

For the first time since the early 1960s, 
life expectancy in the United States has 
declined for the second year in a row, 
according to a CDC report released 
Thursday. American men can now 
expect to live 76.1 years, a decrease 
of two-tenths of a year from 2015. 
American women’s life expectancy 
remained at 81.1 years. (https://tinyurl.
com/y9lab2gu) 

“Organ Transplants Hit an All-Time High 
in 2017. But It’s a Bittersweet Win” by 
Alexandra Sifferlin, TIME, January 10, 2018.

Last year, organs were recovered from 
10,281 deceased donors—more than 

a 3% increase from 2016 and a 27% 
increase over the last 10 years. Those 
organs contributed to the 34,768 
transplants performed in 2017 using 
organs from both deceased and living 
donors—a new record for organ trans-
plants in the United States. The reasons 
why are both hopeful and concerning. 
(https://tinyurl.com/yd5w2ros) 

For a second year in a row, the CDC report-
ed an overall decline in life expectancy for 
Americans. This is largely due to deaths from 
opioid overdoses, which tend to affect young-
er people. Opioids have been a major public 
health concern affecting communities across 
the nation. A Senate report showed that phar-
maceutical companies misrepresented the 
risks from prescribing opioids. The United 
Network for Organ Sharing (UNOS) report-
ed that there has been an increase in organ 
donations because of an increase in overdose 
deaths and donation after circulatory death. 
Finally, hospitals report a surge in the num-
ber of babies born in the U.S. with withdrawal 
symptoms.

“Unregulated Herpes Experiments Expose 
‘Black Hole’ of Accountability” by Marisa 
Taylor, Kaiser Health News, December 21, 
2017

Recent revelations that a U.S. research-
er injected Americans with his exper-
imental herpes vaccine without rou-
tine safety oversight raised an uproar 
among scientists and ethicists. Not 
only did Southern Illinois University 
researcher William Halford vaccinate 
Americans offshore, he injected other 
participants in U.S. hotel rooms with-
out Food and Drug Administration 
oversight or even a medical license. 
Since then, several participants have 
complained of side effects. (https://
tinyurl.com/y8mplc38)

What happens when a principle investiga-
tor of a sloppy experiment dies and the par-
ticipants start having side effects? So far, no 
one has taken responsibility. Dr. Halford 

circumvented ethical guidelines for patient 
research on several fronts. He recruited from 
Facebook. Some of the participants did not 
even sign consent forms. He did the experi-
ments through a company rather than his uni-
versity, despite still using university resourc-
es. He did not get approval from an IRB or 
the FDA. Finally, he injected some patients in 
a hotel room and conducted experiments off-
shore so he would not be held to certain laws. 
This case points to a problem with the clinical 
research system that has left several patients 
with side effects and no recourse.

“Ohio Gov. John Kasich Signs Down 
Syndrome Abortion Ban” Associated Press, 
NBC News, December 23, 2017

Ohio is prohibiting doctors from per-
forming abortions based on a diagno-
sis of Down syndrome, joining other 
states with similarly strict legislation. 
Republican Gov. John Kasich signed 
the legislation into law on Friday. 
Lawmakers had sent the bill to him 
earlier this month, in one of their last 
acts of the year. (https://tinyurl.com/
y9pqvywb)

“Lucas Was Just Named 2018 Gerber Baby. 
He Has Down Syndrome.” By Allison Klein, 
The Washington Post, February 8, 2018

The 2018 Gerber baby was just named, 
and he is Lucas Warren, the first child 
with Down syndrome to receive the 
honor of, essentially, America’s cutest 
baby. The 18-month-old from Dalton, 
Ga., was selected as “2018 Gerber 
Spokesbaby” from more than 140,000 
photos submitted by parents. (https://
tinyurl.com/y6vg4puj)

While last quarter saw a CBS report that 
Down syndrome is disappearing from Iceland 
(though aspects of CBS’s story, including 
some misleading statistics about abortion, 
have been disputed by Iceland Magazine and 
other sources), this quarter shows positive 
steps in recognizing the inherent dignity of 
children with Down syndrome. Ohio passed 
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a law that made it a crime to perform an 
abortion after diagnosis of Down syndrome. 
The second was Gerber’s announcement that 
Lucas Warren, who has Down syndrome, is 
the 2018 Gerber Spokesbaby.

“Is a ‘Cure’ for Blindness Worth $1 
Million?” by Sarah Zhang, The Atlantic, 
December 27, 2017

Last week, the Food and Drug 
Administration approved Luxturna, 
the first gene therapy to treat a specif-
ic form of inherited blindness called 
Leber’s congenital amaurosis. In fact, 
it’s the first gene therapy to treat any 
inherited disease at all. The news has 
been universally hailed as a scientific 
breakthrough. But its stratospher-
ic cost—potentially $1 million per 
patient—has provoked hard questions 
about the value of the ability to see, 
especially if its effects are only partial 
and temporary, as may be the case with 
Luxturna. (https://tinyurl.com/ybsyp-
jxj)

Gene-therapy drug Luxturna ended up with 
a price tag of $850,000, adding additional fuel 
to the political controversy over drug pricing, 
particularly for rare diseases. For the most 
part, research on rare diseases is expensive 
and typically does not result in a profit for 
pharmaceutical companies. Furthermore, 
this particular therapeutic drug for a certain 
type of blindness raises social issues similar 
to that of cochlear implants. Not only is this 
drug for a select population, but not everyone 
in that population sees their condition as a 
disability that needs to be fixed.

“Genetic Testing Is About to Redraw a 
Lot of Family Trees” by Linda Rodriguez 
McRobbie, Boston Globe, February 11, 2018

In 2017, a team of Belgian bioethicists 
and geneticists examined the priva-
cy policies of 43 direct-to-consumer 
genetics testing companies to deter-
mine the possibility of using the easy 
kits for paternity tests. What they 
found was a lot of murkiness, accord-
ing to the study, which was published 
in the European Journal of Human 
Genetics. (https://tinyurl.com/ydhz-
5f4r)

Consumer genetic testing is a trending topic 
in bioethics news with concerns over privacy 
and data ownership. As the price for genet-
ic testing gets lower, more and more people 
are willing to pay to have their data read. 
However, there have been concerns over data 
interpretation and reliability. Additionally, 
stories have been reported in which someone 
finds out that they are not genetically related 
to one or both of their parents or that they 
have a half-sibling from an illicit affair or 
from a prior relationship.

As a note, CBHD’s own Paige Cunningham’s 
recent column in Salvo magazine covers some 
of the ethical concerns with genetic testing 
including the implications of using genetic 
testing on IVF embryos, known as expand-
ed preimplantation genetic testing (https://
tinyurl.com/yc287xaq).

“CRISPR Hits a Snag: Our Immune System 
May Attack the Treatment” by Andrew 
Joseph, STAT News, January 8, 2018

In a study posted [January 5] on the 
preprint site bioRxiv, researchers 
reported that many people have exist-
ing immune proteins and cells primed 
to target the Cas9 proteins included in 
CRISPR complexes. That means those 
patients might be immune to CRISPR-
based therapies or vulnerable to dan-
gerous side effects—the latter being 
especially concerning as CRISPR treat-
ments move closer to clinical trials. 
(https://tinyurl.com/ybpxloe4)

“Chinese Scientists Used CRISPR Gene 
Editing on 86 Human Patients” by Katherine 
Ellen Foley, Quartz, January 23, 2018

China is taking the lead in the global 
race to perfect gene therapies. Scientists 
have genetically engineered the cells of 
at least 86 cancer and HIV patients in 
the country using Crispr-Cas9 tech-
nology since 2015 . . . (https://tinyurl.
com/y9fkl36p)

Human trials using CRISPR-Cas9 gene-ed-
iting technology have been slowly making 
headway in the United States. Scientists have 
used the technology to edit a human embryo, 
and the University of Pennsylvania has 
received approval to test a CRISPR therapy 

in cancer patients. CRISPR Therapeutics in 
Massachusetts has started a clinical trial 
for a CRISPR therapy for beta thalassemia. 
However, China has already conducted trials 
in at least 86 cancer and HIV patients, many 
of whom are doing well. Fifteen have died, 
but reports say that it was not from the tri-
al. Concerns have been raised over China’s 
aggressive pace for as-yet-unpublished 
CRISPR research, especially considering how 
little we know about the effects of CRISPR, 
including a report that says many people 
might be immune to the Cas9 protein.

“In a Scientific First, Cloned Monkeys Are 
Born. Will They Accelerate Biomedical 
Research?” by Sharon Begley, STAT News, 
January 24, 2018

There have been mice and cows and 
pigs and camels, bunnies and ban-
tengs and ferrets and dogs, but ever 
since Dolly the sheep became the first 
cloned mammal in 1996, the list has 
had a conspicuous hole: primates. Now 
that hole has been filled. Scientists in 
China reported on [January 24th] in 
Cell that they had cloned two healthy 
long-tailed macaque monkeys from 
the cells of another macaque, using the 
Dolly technique. (https://tinyurl.com/
y8gn7u9q)

Scientists have cloned human embryos, but 
currently are barred by the “14 Day Rule” 
from allowing development beyond fourteen 
days. Technical challenges had prevented 
scientists from creating cloned primate off-
spring. Now, China has overcome those tech-
nical barriers, and skirted ethical barriers, 
by cloning a primate using SCNT, the same 
technique used to clone Dolly the sheep. The 
monkeys were born healthy and are seeming-
ly doing well. However, scientists were only 
able to accomplish this feat using fetal cells. 
They did not have success with adult cells. 
Still, many ethicists say that the cloning of 
primates will open the door to the possibili-
ties of human cloning.

Visit Bioethics.com, a public 
service provided by CBHD 
where you can follow stories 
like these as they happen.  
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BioFiction:
Larry Niven, The Ringworld Series

 Ringworld (Ballantine, 1970). 

 The Ringworld Engineers (Phantasia, 1980).

 The Ringworld Throne (Del Ray, 1997).

 Ringworld’s Children (Tor Books, 2005).

 Fate of Worlds with Edward Lerner (Tor Science  
              Fiction, 2013).

Artificial Intelligence, Neuroethics, Radical Life Extension, 
Regenerative Medicine.

James Patterson, Humans, Bow Down (Little, Brown and 
Company, 2017). Artificial Intelligence, Personhood, Robotics.

Alastair Reynolds, The House of Suns (Ace, 2009). 
Artificial Intelligence, Cloning, Neuroethics, Posthumanism/
Transhumanism, Radical Life Extension.

Jeff Somers, The Avery Cates Series 

 The Electric Church (Orbit, 2007).

 The Digital Plague (Orbit, 2008).

 The Eternal Prison (Orbit, 2009).

Artificial Intelligence, Cyborgs, Cognitive Upload, Human 
Enhancement, Nanotechnology, Neuroethics, Personhood, 
Radical Life Extension, Transhumanism/Posthumanism.

Dystopian future vision of emerging technologies run 
amok, complete with nanotech zombie epidemics, cogni-
tive uploading, and a religion espousing digital immortal-
ity. The series follows Avery Cates as he transitions from 
run-of-the-mill killer-for-hire to international assassin to 
washed-up criminal embroiled in a battle for the future 
and survival of humanity.

Ned Vizzini, Be More Chill (Disney-Hyperion, 
2005).    Human Enhancement, Cognitive Enhancement, 
Neuroethics.

Jeremy is your classic high school student struggling with 
self-esteem. Enter Rich, someone who until the not so dis-
tant past was just like Jeremy, but now is the epitome of 
cool. The secret to Rich’s transformation is a black mar-
ket pill (“squip”) that he promises will solve all of Jeremy’s 
problems by means of a little brain boosting.

Primetime Bioethics:
Agents of Shield (2016, Season 4). Artificial Intelligence, 
Cyborg, Human Enhancement, Neuroethics, Personhood, 
Radical Life Extension, Transhumanism/Posthumanism, 
Virtual Reality.

Altered Carbon  (2018-present). Artificial Intelligence, 
Cyborg, Human Enhancement, Neuroethics, Radical 
Life Extension, Regenerative Medicine, Transhumanism/
Posthumanism, Virtual Reality

Dark Matter (2015-present). Artificial Intelligence, Genetic 
Engineering, Human Enhancement, Nanotechnology, 
Personhood, Robotics.

Luke Cage (2016-present). Human Enhancement, Research 
Ethics, Transhumanism. 

B I O E N G A G E M E N T 

The promise and perils of advances in 
technology, science, and medicine have 
long been fertile fodder for creative works 
in literature and cinema. Consequently, 
a variety of resources exist exploring the 
realm of medical humanities as well as 
those providing in-depth analysis of a 
given cultural medium or particular arti-
fact. This column seeks to offer a more 

expansive listing of contemporary expres-
sions of bioethical issues in the popular 
media (fiction, film, and television)—with 
minimal commentary—to encompass 
a wider spectrum of popular culture. It 
will be of value to educators and others 
for conversations in the classroom, over a 
cup of coffee, at a book club, or around the 
dinner table. Readers are cautioned that 

these resources represent a wide spec-
trum of genres and content, and may not 
be appropriate for all audiences. For more 
comprehensive databases of the various 
cultural media, please visit our website at 
cbhd.org/resources/reviews. If you have a 
suggestion for us to include in the future, 
send us a note at research@cbhd.org.
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7th Annual Academy of Fellows 
Consultation

The Center hosted its 7th annual Academy of 
Fellows consultation in mid-February explor-
ing the topic, “Genetics, CRISPR, and Beyond?” 
Presentations by William Hurlbut, MD; 
Kevin FitzGerald, SJ, PhD, PhD; and Russell 
DiSilvestro, PhD explored different aspects of 
the challenges and opportunities presented by 
emerging CRISPR technologies at the forefront 
of ethics and gene editing, and were followed 
by an extended time of reflection and discus-
sion among the Fellows as they sought to pro-
vide guidance for the Center on this important 
issue. Videos of the presentations are available 
at https://cbhd.org/genetics-crispr-and-beyond. 
In addition to these important deliberations, 
the academy welcomed Dr. FitzGerald as a new 
Senior Fellow.

PAIGE CUNNINGHAM, JD, PHD 
• Wrote a column for the Winter 2017 issue of Salvo on 

research ethics and retractions in science publishing.

• Interviewed in February about the first cloned 
monkey on “Let’s Talk with Mark Elfstrand” (WYLL 
Chicago). 

• Interviewed in February about the uterus transplant 
baby (“Brian and Kathleen,” Moody Radio Cleveland)

• Interviewed in January by Kristen Flavin for WORLD 
Magazine’s “The World and Everything in It” podcast 
on the first baby born in the U.S. from a womb 
transplant. 

• Interviewed in January with Vernacular Podcast 
examining abortion’s legal history in the U.S. 

MICHAEL SLEASMAN, PHD 
• Published the entry on “Bioethics” in the Evangelical 

Dictionary of Theology, edited by Daniel Treier and 
Walter Elwell (Baker Academic, 2017). 

• Served as the guest editor with D. Christopher 
Ralston for a special themed issue on “Bioethics” 
for the Journal of the Christian Institute on Disability 
(Spring/Summer, Fall/Winter 2017).

MICHAEL COX, PHD 
• Facilitated the Spring Theological Bioethics Round-

table Discussions of Jonathan Wilson’s God’s Good 
World: Reclaiming the Doctrine of Creation (Baker 
Academic, 2013).

BRYAN JUST 
• Presented “The Ante-Nicene Fathers on Abortion: 

Contrasts to the Prevailing Greek, Roman, and 
Jewish Cultures” as a parallel paper presentation at 
CBHD’s summer conference. 

HEATHER ZEIGER, MA 
• Published column on “Porn Planet” in the Winter 

2017 issue of Salvo.In August published “Silicon 
Valley’s Creepy Obsession with Longevity” on 
MercatorNet.

For those interested in knowing what books and 
articles the Center staff have been reading and 
thought worth highlighting.

Biffi, Alessandra. “Gene Therapy as a Curative 
Option for β-Thalassemia.” New England 
Journal of Medicine 378, no. 16 (2018): 
1551–1552.

Choi, Katherine, Yevgeniy Gitelman, and David 
Asch. “Subscribing to Your Patients—
Reimaging the Future of Electronic Health 
Records.” New England Journal of Medicine 
378, no. 21 (2018): 1960–1962.

Dalrymple, Theodore. “Letter to an Aspiring 
Doctor.” First Things 288 (December 2018): 
39–44.

Liljenquist, Dan, Ge Bai, and Gerard Anderson. 
“Addressing Generic-Drug Market Failures—
The Case for Establishing a Nonprofit 
Manufacturer.” New England Journal of 
Medicine 378, no. 20 (2018): 1857–1859.

Obermeyer, Ziad, and Thomas Lee. “Lost in 
Thought—The Limits of the Human Mind 
and the Future of Medicine.” New England 
Journal of Medicine 377, no. 13 (2017): 
1209–1211.

Saunders, Carol, Anne Rutkowski, Jon Pluyter, 
and Ronald Spanjers. “Health Information 
Technologies: From Hazardous to the 
Dark Side.” Journal of the Association for 
Information Science and Technology 67, no. 7 
(2016): 1767–1772.

Studnicki, James, John Fisher, Charles Donovan, 
David Prentice, and Sharon MacKinnon. 
“Improving Maternal Mortality: 
Comprehensive Reporting for All Pregnancy 
Outcomes.” Open Journal of Preventive 
Medicine 7, no. 8 (2017): 162–181.

Thompson, A., M. Walters, J. Kwiatkowski et al. 
“Gene Therapy in Patients with Transfusion-
Dependent β-Thalassemia.” New England 
Journal of Medicine 378, no. 16 (2018): 
1479–1493.

Tullius, Stefan, and Hamid Rabb. “Improving 
the Supply and Quality of Deceased-Donor 
Organs for Transplantation.” New England 
Journal of Medicine 378, no. 20 (2018): 
1920–1929.

On the CBHD Bookshelf 

Twitter | CBHD 
@bioethicscenter

U P D A T E S  &  A C T I V I T I E S

Inspiring the Next Generation 
of Bioethics Scholarship 

CBHD launched its first ever Student Paper 
Competition this Fall in conjunction with its 
25th annual conference. Undergraduate, grad-
uate, seminary, and doctoral students were 
invited to engage questions from a Christian 
perspective associated with foundational or 
emerging issues raised at the intersections of 
medicine, science, technology, and our com-
mon humanity. The winning paper will be 
published in a future issue of Dignitas. In addi-
tion, the author will receive a complimentary 
conference registration, cash prize of $250, and 
the opportunity to present the paper during a 
parallel paper session at the conference. More 
information about the 2019 Student Paper 
Competition can be found at https://cbhd.org/
conf2019/student-competition. 

Facebook | CBHD 
/bioethicscenter

Twitter | Bioethics 
@bioethicsdotcom

Youtube | CBHD
/bioethicscenter

facebook.com/bioethicscenter
youtube.com/bioethicscenter
youtube.com/bioethicscenter
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The Center for Bioethics & Human 
Dignity (CBHD) is a Christian bioethics 
research center at Trinity International 
University that explores the nexus of 
biomedicine, biotechnology, and our 
common humanity.

Dignitas is the quarterly publication 
of the Center and is a vehicle for the 
scholarly discussion of bioethical issues 
from a Judeo-Christian Hippocratic 
worldview, updates in  the fields of 
bioethics, medicine, and technology, 
and information  regarding the Center’s 
ongoing activities. 

W W W . C B H D . O R G
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