
“It’s our DNA, we deserve the right to test!” 
A content ana lysis of a petition for the right to access 
direct-to-consumer genetic testing

Various companies are currently advertising or 
selling genetic tests over the internet direct-to-
consumer (DTC). This model of genetic test 
provision allows consumers to obtain informa-
tion about disease risks, carrier status, and other 
health-related traits (i.e., pharmacogenomics) as 
well as nonhealth-related traits (i.e., eye color) 
outside of the traditional healthcare system and 
often without the intermediary of a healthcare 
professional (HCP) [1]. Some companies (also) 
sell genetic testing (GT) for ancestry or geneal-
ogy purposes. Different companies sell tests in 
different ways or in different packages. Some 
companies sell one single test for one trait, while 
other companies sell numerous tests for a group 
of traits (i.e., cardiovascular-associated traits) as 
part of one service or one product. Yet other com-
panies perform genome-wide testing (also known 
as genome scanning), whereby hundreds of thou-
sands to millions of different genetic variants 

(often SNPs) are tested and results are returned 
for a large number of different traits (including 
health-related and/or nonhealth-related traits 
and/or genealogy). An example of a company 
selling the latter types of services is 23andme 
(CA, USA) [101].

As a new model of genetic test provision, 
the offer of DTC GT has fueled a number of 
scientific, ethical and policy debates. Critics of 
DTC GT companies have pointed to several 
problematic aspects, including the limited or non-
existent clinical validity and utility of many of the 
genetic tests offered DTC for disease and health-
related traits [2,3], the lack of genetic counseling 
[4], the potential misunderstanding and harm 
of receiving such information [5], the absence of 
medical supervision [6], and the potential down-
stream impact of such testing on the healthcare 
system [7]. Furthermore, problematic issues with 
the DTC GT of minors have also been raised [8].
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Table 1. List of themes and subthemes along with representative quotes obtained from the content ana lysis of 
comments left by petitioners of the DIYgenomics petition.

Themes Subthemes Representative quotes

1. Individual 
ownership 
of genetic 
information

– “Genetic information is the property of the individual.”(P#436)
“My genetic data is mine and no one should be able to prevent me from accessing my own genetic 
data. Its a Freedom of Information principle.” (P#382)

2. Right to 
genetic 
information

2a. Having the right, 
in general, to one’s 
genetic information

“My DNA = My RIGHT” (P#236)

2b. Expression that 
this right is very 
important and is 
‘fundamental’, 
‘natural’ or ‘human’

“It is my natural right to have direct access to my own genetic information resulting from tests that I 
paid out of my own pocket, without having to consult (and likely pay) third party intermediates to 
interpret these results for me...” (P#275)
“...Denying people the right to know information about themselves is the most severe violation of 
human rights for information...” (P#450)

3. The role 
of 
government 
involvement 
in DTC GT

3a. Regulations fall 
outside of 
government control

“The decision to access and interpret my genetic information should be my own, not the 
governments.” (P#227)

3b. Government-
imposed limits to 
access are 
paternalistic

“I do not believe that the government is my mother and always knows what is best for me and 
mine!” (P#102)

3c. Negative side 
effects of 
government control

“…I am hoping that full genome sequencing will become affordable in the near future, but my fear 
is that overreaching new government restrictions will effectively slow or kill this industry and its 
technological improvements.” (P#104)
“We need MORE people testing to enhance the overall understanding of our results. Excessive 
regulation would result in higher costs and FEWER people testing.” (P#80)

4. The role 
of HCPs in 
DTC GT

4a. The (general) 
belief that HCPs 
provide no added 
value

“ …I don’t believe that these third parties, such as doctors or ‘genetic counselors’, can interpret the 
results of these tests any better than I can on my own free time and will…” (P#275)
“...Most medical doctors are only marginally better informed about genetics that a person who has 
taken a DNA test and researched the results for them selves...” (P#392)

4b. HCPs are not 
needed for 
genealogy or 
ancestry testing

“…I resent any implication by the medical professionals that the rest of us aren’t capable of 
understanding or coping with genetic test results without their assistance. If I want the assistance of 
a medical professional or genetic counselor, I’ll ask for it! In addition, any attempt to lump 
genealogy/ancestry testing in with medical testing is ridiculous. I mean really, would those who are 
advising against ancestry testing also advise against traditional genealogy research just because we 
‘might’ learn something about our ancestry that we weren’t expecting?...” (P#190)

4c. Involving HCPs 
only serves HCPs’ 
interests

“...The only reason that legislation would restrict one’s own personal information is for job security 
to those medical professionals that provide the counseling!...” (P#367)
“I oppose this,’Nanny State‘ type legislation. It is an attempt by self interested groups , such as 
doctors , to maintain control over their status and earnings. The power to do so should be denied 
them.” (P#446)

4d. Including HCPs 
would increase the 
cost of testing

“There are many uses of DNA that have nothing to do with health. Requiring the use of a medical 
doctor as a conduit for this information will increase costs and in most cases not provide any 
meaningful interpretation.” (P#168)

5. DTC GT 
as a positive 
experience

5a. General positive 
experiences with 
DTC GT

“As a citizen with no science background when I began purchasing DTC DNA tests a decade ago, I 
have had only positive experiences...” (P#92)
“I have had genetic tests at 23andme, Navigenics, Family Tree DNA, and data interpreted at 
deCODEme, and I think it all have been very worthwhile and I have NOT been mislead…” (P#298)

5b. Positive value of 
DTC GT testing for 
health reasons

“There has been nothing untoward happen to me or my wife as a result of the accurate genetic 
revelations that 23andme has provided us. It has been a postive event and had it happened 10 years 
ago and up to US$100,000+ in after the event medical treatment potentially could have been saved 
with a significant reduction in personal anexity and stress caused by the Doctors here in Australia 
and the USA not knowing what was wrong wtih our two adult children. It’s a great invotion and 
every home should have one just like they mostly do with the Internet...” (P#131)

The petitioners’ comments in quotations were not corrected for spelling or grammar. 
DTC: Direct-to-consumer; GT: Genetic testing; HCP: Healthcare professional.
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Various professional organizations or govern-
mental bodies (such as national bioethics com-
mittees) have published position statements, 
policy documents, guidelines or recommenda-
tions regarding DTC GT. In a recent review of 
this literature, Skirton et al. concluded “that 
professional and public bodies are more con-
cerned about potential harms for patients that 
might ensue from DTC GT than they are sup-
portive of possible benefits.” [9]. Partly in reac-
tion to the various policy recommendations, 
some countries or regions have elaborated steps 
to improve regulatory oversight of the various 
dimensions of test provision. This includes 
initiatives related to an increased premarket 
review, a control on laboratory processes and 
quality assurance, the canalization of genetic 
tests through medical professionals or even 
penalization of users [10].

Various researchers [11–13] have argued that 
stakeholders should have substantial input in 
structuring policy choices. Based on previous 
policy debates, however, it is clear that little 
input has been provided from users and con-
sumers of DTC GT companies. At the research 
level, a recent review showed that only a limited 
number of studies have provided information 
about the views of users and potential consum-
ers towards DTC GT [14]. Regarding the study 
of motivations to purchase DTC GT services, 
only two of these studies [15,16] report on actual 
users of DTC GT who purchased testing of 
their own volition, as opposed to being part 
of a research study that offered them GT [14]. 

Studies, including the latter two [15,16], high-
light that one of the main reason consumers 
order DTC GT is to gain health information 
about themselves. In an interview study with 
early adopters of DTC GT services, McGowan 
et al. described that the “two most commonly 
cited reasons for having a personal genome 
scan were to gain health-related information 
and to learn about individual risk factors” [15]. 
In the same study, various respondents inter-
viewed also reported having “professional and 
personal interests in being on the vanguard of 
adopting and testing the capabilities of new 
technologies” [15].

Health-related motivations and expectations, 
as well as a fascination with genomic science and 
the technology or information offered through 
DTC GT, were also recurring themes in the 
ana lysis of customers’ stories performed by Su 
et al. [16]. This study reported that various cus-
tomers (defined as actual users of DTC GT, not 
just potential users) expressed interest in geneal-
ogy-related motivations and expectations, such 
as tracing ancestors, tracing origins or finding 
potential relatives [16]. The interest to partici-
pate in research and recreational motivations 
and expectations complete the list of reasons to 
purchase DTC GT services [16].

In light of the limited direct input of users 
and potential users of DTC GT services regard-
ing, among other subjects, the regulation(s) 
that may affect this business model, and the 
reasons individuals may want ‘direct’ access to 
their genomic information, the petition entitled 

Table 1. List of themes and subthemes along with representative quotes obtained from the content ana lysis of 
comments left by petitioners of the DIYgenomics petition (cont.).

Themes Subthemes Representative quotes

6. Desire 
and need to 
obtain 
genealogy 
or ancestry 
testing DTC

6a. The utility of 
using DTC GT 
genealogy testing to 
find distant relatives 
or relatives in general

“I used my DNA to connect to other family members lost over the years. It has been vital in 
genealogical research. I certainly don’t need to pay a doctor to get persmission to study my 
ancestors.” (P#317)

6b. The need for DTC 
genealogy testing to 
find closer biological 
relatives (first-, 
second- or third-
degree relatives)

“I have used DNA testing for my 2 adopted children that were born in Guatemala. They now know 
their origins and they have also met cousins. Priceless for adoptees to know their own stories/” 
(P#198)

6c. Obtaining 
valuable health 
information through 
DTC genealogy 
testing

“Access to my genetic information unhampered by the medical industry is very important to me. It 
has enabled me to bridge gaps that have occurred because of an adoption and it provided and 
provides me with more medical information that I might have inherited from my parents.” (P#112)
“We have family members that DO not have immediate access to birth parents & DNA research is of 
VITAL importance re: their Health Issues. WE need to be able to pursue our own research & DO NOT 
need RESTRICTED access to DNA info.!!!” (P#327)

The petitioners’ comments in quotations were not corrected for spelling or grammar. 
DTC: Direct-to-consumer; GT: Genetic testing; HCP: Healthcare professional.
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“Personal Access to Genetic Information” [102] 
initiated by DIYgenomics.org (CA, USA) sup-
porting individual’s ‘unrestricted access’ to their 
personal genome information is noteworthy. As 
described on their website [103] “DIYgenomics 
is a nonprofit research organization founded in 
March 2010 to realize personalized medicine 
through crowdsourced health studies and apps”. 
The group basically facilitates the sharing of 
genomic data for research. Melanie Swan, the 
founder of the site, says that they can “facilitate 
this data-gathering process by offering a new way 
to conduct science that appeals to the subjects. 
‘We aim to give individuals the opportunity to 
participate in citizen science research studies,’ 
says Swan. ‘The whole point is to experiment 
and find out what works best for you.’ ” [17]. 
The petition they initiated supports the position 
that individuals should have the “right to seek 
out, purchase, and interpret their own genetic 
information” without the need “to consult a 
doctor or genetic counselor”. A possible trigger 
for the initiation of this petition may have been 
related to the fact that in the Spring of 2010 the 
US FDA sent letters to over a dozen DTC GT 
companies informing them that their genetic 
tests could be considered medical devices and 
that the companies would need FDA approval to 
continue to sell their tests [104,18]. Furthermore, 
in July 2010, the FDA held a public meeting on 
the oversight of laboratory-developed tests or 
‘home brews’ [105]. This is relevant to DTC GT 
since many of the tests offered by companies 
could be considered laboratory-developed tests. 
Although this event was held after the estimated 
date that the petition was started, it may account 
for the large number of signatures (over 60% 
of total signatures) gathered between 22 and 
31 July of that year.

In order to document the public’s (including 
actual users’ and potential users’) perspectives 
on DTC GT, the comments provided, along 
with the signatures of the petitioners, provide 
an interesting and rich source of information. 
Therefore, the goal of this study was to analyze 
the reasons and issues raised by petitioners in 
their support of the unrestricted access to their 
genomic information via DTC GT services. 

Materials & methods
Comments written by individuals who 
signed a public online petition initiated by 
DIYgenomics.org to support “personal access 
to genetic information” [102] were analyzed 
using qualitative content ana lysis. Content 
ana lysis has often been employed as a research 

method in communication studies, journalism, 
psychology and business as a ‘systematic and 
quantitative’ method [19]. However, in the last 
five decades, ‘qualitative content ana lysis’ has 
attracted attention from social science research-
ers, particularly in health research [20–22]. In this 
study, we employ inductive content ana lysis [22] 
informed by the applied thematic ana lysis devel-
oped by Guest et al., to explore the petitioners’ 
views, while at the same time enhancing the 
internal validity of our ana lysis [23]. 

The core research question under scrutiny 
herein is what themes do petitioners raise in 
support of the claim to have unrestricted ‘per-
sonal access to genetic information’. Between 
July 2011 and March 2012, two researchers 
(HC Howard and Y Su) collected and analyzed 
the comments left by individuals on the online 
petition. The petition information was verified 
again and updated in March 2013. The original 
petitions (including signatures and comments) 
were stored as snapshots and webpage-print-out 
files. The focus of our content ana lysis was the 
comments left by a portion of petitioners (oth-
ers simply chose to sign the petition and pro-
vided their geographic location without leaving 
a comment). 

To begin with, two of the authors (HC 
Howard and Y Su) independently analyzed 
the petition comments, and initial themes or 
codes emerged and were defined separately. 
The authors independently analyzed the data 
manually to best capture the complexities of the 
petitioners’ views. The codes and their defini-
tions and scopes were then discussed between 
the researchers. Although there were some minor 
differences in the initial codes obtained by each 
author, they acknowledged the characteristics of 
the independent work, and through discussion, 
reached an agreement to use five of the primary 
codes (which were most often cited by petition-
ers) as the analytical codes for recoding. The two 
researchers also agreed upon the scope of ana-
lysis. These analytical codes were subsequently 
used for recoding the texts manually to verify the 
scope and specify the definitions of these codes. 
They were further refined and major themes were 
proposed and verified by a third researcher (P 
Borry). At the last stage, discussions and deci-
sions were made collaboratively among co authors 
on how to summarize the findings, select the 
quotations, and present the results.

In the Results section, the different themes 
and subthemes are illustrated with quotes from 
the petition. The quotes provided were not cor-
rected for spelling or grammar. Where available, 
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information on petitioner’s geographic location 
was also noted. 

In July 2011, the authors were aware of two 
petitions related to DTC GT. One petition 
was initiated by CelticCurse.org and promotes 
“the right to order genetic tests–like the one 
for hereditary hemochromatosis–without hav-
ing to go through a doctor.” [106]. The second 
petition – “Personal Access to Genetic Informa-
tion” – initiated by DIYgenomics.org supports 
the right to unrestricted access to personal 
genetic information. They believe that “indi-
viduals have the right to seek out, purchase, and 
interpret their own genetic information” and that 
individuals should not have “to consult a doctor 
or genetic counselor before accessing our genetic 
information.” ([102]; under ‘petition’). The latter 
petition was chosen as the subject of this ana lysis 
since the comments left by petitioners could be 
accessed easily, which was not the case for the 
CelticCurse petition. The DIYgenomics’ peti-
tion is US-based to the extent that DIYgenomics 
is an initiative started in the USA. It identifies 
US governmental organizations in the petition 
statement (i.e., FDA and US House of Repre-
sentatives, among others) and the majority of 
petitioners who also included their geographic 
information were from the USA. Their aim is to 
obtain 10,000 signatures; there is no informa-
tion on the petition site regarding how petition-
ers were contacted or made aware of the petition 
or whether the petition targeted a specific audi-
ence or subgroup of the population (i.e., actual 
consumers of DTC GT). Although the official 
date that this petition was started is not stated 
on their site (only times and dates without the 
year are presented with the signatures and com-
ments), by perusing back through the dates pre-
sented from the time we first started studying the 
petition in July 2011, we have deduced that the 
petition was likely started in 2010, on or very 
near to, 21 May, which is the date of the first 
signature on the site. 

Results
Of the 523 individuals who signed the 
DIYgenomics.org petition as of March 2013, 
247 individuals also wrote comments; these 
were the focus of our content ana lysis. An over-
whelming majority of petitioners appear to live 
in the USA, with fewer than two dozen hav-
ing identified themselves as living outside of the 
USA (i.e., Canada [eight], Australia [six], the 
UK [four], New Zealand [one], South Africa 
[one], Nepal [one], Romania [one], Norway 
[one], Switzerland [one] and so on). 

The results of this ana lysis reveal that, when 
petitioning for unrestricted access to their 
genetic information, the petitioners invoke the 
following aspects or themes (Table 1):

�� Individual ownership of genetic information;

�� Individual right to genetic information;

�� The role of government involvement in 
DTC GT;

�� The role of HCPs in DTC GT;

�� The overall positive experience of obtaining 
GT DTC;

�� The desire and need to obtain genealogy or 
ancestry testing DTC.

All themes except for the ‘ownership’ theme 
(theme 1) were further divided into subthemes. 
Below, we elaborate on these six predomi-
nant overlapping themes and their respective 
subthemes and provide representative quotes.

�n Theme 1: individual ownership of 
genetic information
This theme relates to the expression by petition-
ers that each individual owns his/her DNA and 
that, by extension, they should be allowed to 
obtain their genetic information without con-
straints. This was one of the most frequently 
raised ideas throughout the petition.

“My DNA, my choice. It’s the most personal 
thing about me – I should be able to look at it 

when and how I want.” (P#1)

“If my genetic information came directly from 
me, I am the owner and have sole rights to how it 
is used, disseminated, cared for, stored, sold, not 

sold, shared, tested etc. etc...” (P#199)

�n Theme 2: right to genetic 
information 
This theme pertains to petitioners expressing 
that they have the right to access their genetic 
information. This theme is often linked to the 
first theme in that many petitioners first state 
that they own their DNA and argue that, based 
on this ownership, they therefore have the right 
to obtain their genetic information.

Subtheme 2a
This theme pertains to having, in general, the 
right to one’s genetic information:

“It’s very simple. If it comes from my body, 
or is a snapshot of the composition of my body, I 

should have a right to it.” (P#518)

www.futuremedicine.com 733future science group
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Subtheme 2b
As an emphasis on the importance of this right, 
some petitioners have described this right as 
‘fundamental’, ‘natural’ or ‘human’.

“I have the fundamental right to learn about 
my own genetic make-up, without a government 

appointed gate-keeper in between.” (P#82)

�n Theme 3: the role of government 
involvement in DTC GT
This theme is concerned with expressing any 
comment regarding governmental bodies or 
agencies (i.e., Congress, FDA, Center for Disease 
Control) trying to regulate or control the offer 
of DTC GT and, more specifically, to interfere 
with the public’s free or unrestricted access to 
such services. 

Subtheme 3a
The notion that regulation of DTC GT falls 
outside of the realm of the government’s control.

“I do not believe that government nor any 
entity has the right to involve themselves in my 
DNA or genetic research. I believe that my fam-
ily, my ancestors and our genetic make up is no 

ones business but ours and I resent any attempt by 
our government to insinuate into this.” (P#400)

“No one’s rights are violated by obtaining 
information about their genetics. It is therefore 
outside the scope of a proper limited government 
to get involved. I respectfully recommend that 
instead of micromanaging citizens, the govern-

ment try to do something like actually win a war 
in the next half century.” (P#412)

Subtheme 3b
Petitioners further expressed the idea that lim-
iting access to personal genetic information is 
paternalistic of the government.

“…The government does not need to 
act as parent, protecting us from our own 

information…” (P#217)

Subtheme 3c
Some petitioners expressed the idea that gov-
ernment control may have other side effects or 
consequences, including increasing costs, bur-
dening the healthcare system, as well as hinder-
ing scientific research and industry development.

“Let FDA and government put their efforts 
into educating people (to prevent imaginable 

‘ harm from the knowledge of their own DNA’) 
instead of putting doctors, lawyers and insurance 
companies in between. The cost of health services 
is high enough already without paying more to 

the intermediates.” (P#136)

“...Imposing excessive regulation will thwart 
innovation as well as highly beneficial advances 

in research.” (P#63)

�n Theme 4: the role of HCPs in DTC GT
This theme reveals petitioners’ beliefs that there 
is no need to involve a HCP as an intermediate 
when purchasing DTC GT services.

Subtheme 4a
Some believe that HCPs would provide no added 
value for consumers of GT.

“There are many uses of DNA that have noth-
ing to do with health. Requiring the use of a 

medical doctor as a conduit for this information 
will increase costs and in most cases not provide 

any meaningful interpretation.” (P#168)

Some petitioners doubt the competency of 
HCPs to interpret results. Among them, some 
even consider themselves as more knowledgeable 
than their doctors. 

“...Additionally, many medical doctors 
spend very little time in their training with 
regard to genetic conditions and therefore 

their opinion does not contribute significantly 
to the interpretation of the personal genetic 

data.” (P#106)

Subtheme 4b
Many petitioners mentioned that HCPs are not 
necessary for genealogy or ancestry testing.

“I use my DNA information for genealogi-
cal research. I don’t need to have a physician 

involved...” (P#312)

Subtheme 4c
Other petitioners expressed the notion that 
involving a HCP as an intermediate would only 
serve the HCP’s own interests.

“The AMA is a union like any other union. Its 
purpose is to lobby for legislation that will make 

more money for doctors. Its desire to legislate 
that no one receive genetic data without a doctor 

being paid should be seen as the transparently 
self-serving act that it is.” (P#40)

Personalized Medicine (2013) 10 (7)734 future science group
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Subtheme 4d
Related to the theme of ‘self-service’ to HCPs, 
some petitioners expressed the notion that 
involving HCPs in the process would increase 
the costs of testing.

“I have been using DNA testing for Genealogy 
for 9 years and have recently tried some of the 
DTC GTs – which I will use with reasoned 

judgment. A Doctor or Genetic Counselor would 
only add cost and delay to these endeavors. Please 
do not use my Tax Dollars to regulate something 

that doesn’t need regulation.” (P#179)

�n Theme 5: obtaining DTC GT services 
is a positive experience
Some petitioners express their general satisfac-
tion by writing about their positive experiences 
or lack of negative consequences with purchasing 
DTC GT without a HCP; and by extension see 
no reason to change the model.

Subtheme 5a
Many petitioners expressed general satisfaction 
and positive experiences with DTC GT services.

“I love the product and service I bought from 
23andme. I do not feel at all that I have been 

deceived or mislead, nor at anytime has anyone 
scared me with any information or sold me any 

items deceptively …” (P#146)

Subtheme 5b
Some petitioners saw positive value in DTC GT 
specifically for health reasons.

“By testing with 23andMe I found out I have 
a greatly increased chance (45×) of having drug 
induced liver damage from taking the antibiotic 

floxacillin. This antibiotic is commonly pre-
scribed in Europe where I live part of the year. 
No doctor would ever think to test me for this 
immune marker beforehand, because it is only 
present in a small percentage of the population, 

and not everyone who has it will experience liver 
damage. Still 45× is high enough for me to want 
to avoid it. There are plenty of other antibiotics. 

Why would someone want to protect me from 
information like this, that could save my life?” 

(P#205)

�n Theme 6: the desire and need to 
obtain genealogy or ancestry 
testing DTC
The mention of DTC GT for genealogy 
or ancestry purposes was pervasive in the 

comments left by petitioners. As mentioned 
earlier, some petitioners wrote that they did not 
need the intermediate of a HCP for such testing 
(subtheme 4a). One notion that came up often 
with respect to genealogy or ancestry was the 
great value, and even need, for such testing in 
the population. More particularly, many peti-
tioners mentioned the need for such testing to 
find blood relatives.

Subtheme 6a
Some mentioned the utility of such DNA geneal-
ogy testing to find distant relatives or relatives 
in general, without specifying the degree of 
relationship.

“In this age of broken adn blended families 
this is a necessity.” (P#314)

“My husband and I were early testers. We 
solved and proved several genealogical questions 

this way. It’s our DNA, we deserve the right 
to test!” (P#464)

Subtheme 6b
A number of petitioners also mentioned the need 
for DTC genealogy testing to find closer biologi-
cal family links (i.e., for first-, second- or third-
degree relatives); especially, for those ‘broken’ 
through the adoption process.

“I am a genealogist and the only method that 
I could use to locate my own grandfather, due to 
census errors, was through DNA . It is a VITAL 

tool in our research...” (P#352) 

Subtheme 6c
Many petitioners also mentioned that finding 
out about these close family ties also provided 
valuable health-related information.

“This is very crucial for people who have 
been adopted and have no information about 

their biological parents or what possible genetic 
defects they may, unkinowingly, pass to their own 

children.” (P#315)

Discussion
Of the 523 individuals who signed the petition 
initiated by DIYgenomics.org, 247 individuals 
also wrote individual comments. A content ana-
lysis of these comments reveals that petitioners 
raised six main themes in support of unrestricted 
access to DTC GT.

The first four themes addressed herein pertain 
to petitioners expressing that:
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�� The ownership of their DNA should allow 
them to have unrestricted access to their 
genomic information;

�� They (should) have the right to their genomic 
information;

�� The government has no place in (further) 
regulating DTC GT;

�� HCPs should not be placed as intermediaries 
when purchasing DTC GT services.

These four themes are relatively novel 
when compared with previous empirical stud-
ies looking at users’ motivations to purchase 
DTC GT.

This is not surprising given the different 
premises of the petition versus the individual 
interviews conducted by McGowan et al. [15] or 
the ana lysis of users’ blogs by Su et al. [16], which 
were specifically aimed at elucidating the motiva-
tions to purchase DTC GT services. The online 
petition, on the other hand, had a directional 
statement describing the details of the stance 
the petition promotes. Individuals who sign the 
petition are therefore supporting this stance. 
Hence, it is anticipated that petitioners would 
bring up the same notions already mentioned 
in the petition statement. This type of ‘com-
ment bias’, where petitioners may be ‘parroting’ 
what they read in the petition statement, rather 
than providing their genuine opinion, can be 
perceived as a weakness of this study. However, 
the fact that for themes 2, 3 and 4, petitioners 
further developed the notions beyond what was 
described in the petition statement, suggests that 
petitioners also provided their genuine opinions 
about unrestricted access to DTC GT. For exam-
ple, in the ‘rights’ theme, petitioners expanded 
on what the petition statement contained by 
stating that the right to genetic information is a 
‘fundamental’ or ‘natural’ right. The theme of 
government intervention was further dissected 
by some petitioners who gave reasons for why 
the government should not (further) regulate 
access (i.e., “No one’s rights are violated by obtain-
ing information about their genetics. It is therefore 
outside the scope of a proper limited government to 
get involved.” (P#412)). Other petitioners fur-
ther characterized any additional government 
intervention as paternalistic. With respect to 
HCP involvement, again, petitioners went fur-
ther than simply stating that they should not be 
involved; they also provided reasons why they 
believed this (i.e., HCPs would not understand 
results any better than consumers, and that 
HCPs are not needed for genealogy testing). 

Furthermore, our results concerning petition-
ers’ comments regarding governmental regula-
tion are coherent with a recent study in which 
approximately 1000 customers of three different 
DTC GT companies were surveyed [24]. When 
respondents were specifically questioned about 
government oversight of these services, Bollinger 
and colleagues found that two-thirds (66%) of 
them felt that it was very (36%) or somewhat 
(30%) important that DTC GT be available to 
the public without governmental oversight [24]. 
That being said, the majority of respondents also 
felt that it was important that nongovernmental 
(84%) and governmental (73%) agencies moni-
tor the claims made by DTC GT companies to 
ensure scientific validity [24]. 

Theme 5, where petitioners expressed that 
they had already obtained DTC GT and had 
positive experiences with this model of provi-
sion is, in part, to be expected as this petition 
is in support of such services. The specific men-
tion of a positive experience because individuals 
obtained valuable health information, however, 
was not part of the petition statement and is in 
line with findings in studies on motivations to 
purchase DTC GT services [14]. The same can be 
said about the desire to use DTC GT for gene-
alogy testing (theme 6) [16]. Interestingly, the 
issue of “legislation to ensure privacy and prevent 
discrimination based on genetic information”, 
which is included in the petition statement, 
was mentioned by very few petitioners; perhaps 
indicating that privacy and discrimination may 
not be an important concern for this group of 
individuals in the context of DTC GT. Indeed, 
there may be some type of selection bias with 
respect to the persons who signed the petition in 
that they may be (more) comfortable with going 
online, signing a petition and publicly posting 
comments. Another limitation of this study 
involves the fact that, since the petition lacked 
consistent information regarding all petitioners 
(location, age, and gender), we were unable to 
determine whether there were any differences 
between those petitioners who left comments 
versus those who simply signed the petition 
without leaving a comment. 

With respect to the theme of individual own-
ership of DNA, it is noteworthy to highlight that 
our results support a prediction made by Foster 
and Sharp in 2008 [25]. Just as DTC GT was 
gaining popularity, they forecasted that the DTC 
offer of GT (and genome sequencing) “may well 
create a greater expectation of individual owner-
ship and control over sequence and other genetic 
information in research and clinical contexts.” 
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Furthermore, with respect to the ‘rights’ theme, 
the idea that individuals have a right to their 
genomic information has also been raised in 
debates around the return of individual research 
results [26]. Next to various other arguments, one 
of the reported reasons that research participants 
would want individual research results is the fact 
that they feel that those results “belong to the 
participant” [27].

Furthermore, the themes expressed by peti-
tioners regarding individual ownership of DNA 
and the consequent belief in the right to have 
unrestricted access to DTC GT and not want-
ing government involvement highlight a funda-
mental tension between individual rights and 
public health. Classic examples of such tension 
are witnessed in the mandatory immuniza-
tion of children, which can clash with parental 
autonomy, as well as in tobacco control [28]. In 
the latter two cases, there are concrete physical 
benefits to be gained by restricting individual 
autonomy. In the case of DTC GT, the con-
cerns do not center so much around individual 
physical harms, but rather around psychologi-
cal, emotional harms, as well as other ethical 
considerations, including threats to privacy and 
confidentiality. Such harms can be much harder 
to properly assess than physical harms and, for 
now, remain potential concerns rather than doc-
umented harms. To date, only a few studies have 
specifically addressed the impact of DTC GT 
on consumers, including anxiety, worry and/or 
emotional distress and these have not revealed 
serious harms from testing [29–31]. However, such 
studies should continue to be conducted to mon-
itor the impact of DTC GT testing, especially 
if more and more of the public (from different 
educational levels and backgrounds) choose to 
undergo testing. That being said, perhaps the 
wider concerns related to the potential over-
burdening of the public healthcare system [32], 
might provide sufficient reasons to implement 
regulatory measures towards DTC GT, despite 
potential individual opposition to it. 

Finally, it is noteworthy to mention the pri-
mary material of ana lysis for this study, which 
was accessed from an openly accessible internet 
site. Although materials from the internet have 
previously been used for research in many dif-
ferent fields, we feel it is important to address 
some of the ethical issues related to using such 
material. Two of the concerns include the poten-
tial intrusiveness [33] and the potential harm [34] 
to individuals when using such data. Since we 
did not take an active part in a closed group 
(i.e., patient forum) but performed passive 

ana lysis of data already made public, these two 
concerns are not particularly relevant here, or 
are at least minimized. That being said, the 
decision of whether the gathered data are public 
or private, and the level of perceived privacy of 
petitioners are important [34]. Informed con-
sent is required, when the behavior of research 
participants occurs in a private context where 
an individual can reasonably expect that no 
observation or reporting is taking place [33]. Fol-
lowing Eysenbach and Till’s research involving 
observation of participants in political rallies, 
demonstrations or public meetings should not 
require any informed consent or Research Eth-
ics Board reviews, since it can be expected that 
the participants are seeking public visibility [33]. 
Furthermore, Eysenbach and Till state that if 
a subscription or some form of registration is 
needed to gain access to the desired data, such 
as in some forums or discussion groups, “most of 
the subscribers are likely to regard shared conver-
sations as ‘private’ [33]. As we utilized a petition 
and we did not need to subscribe to obtain the 
data we were looking for and, furthermore, it is 
reasonable to assume that the petitioners were 
seeking some form of public visibility to sup-
port their cause, we consider these data as exist-
ing in a ‘public place’ and hence did not obtain 
informed consent to conduct the research.

Conclusion
These results shed additional light on the reasons 
why the public may support the ‘unrestricted’ 
offer of GT services DTC without the intermedi-
ate of a HCP. Our ana lysis reveals that, among 
various argumentations presented by 247 peti-
tioners, the predominant themes expressed 
pertain to individual’s ownership and right to 
his/her DNA, as well as the cons of governmen-
tal control and of involving HCPs in the DTC 
offer of GT. Interestingly, the comments left by 
petitioners also reveal a certain distrust of gov-
ernmental agencies and HCPs. This urges us to 
further study the public’s views of these services, 
and the potential impact of these views in order 
to responsibly address the ongoing debate on 
DTC GT.

This petition forms a unique way of illumi-
nating the perspectives of active defenders of 
the DTC GT market. Policy debates around 
DTC GT have most often been informed by 
expert opinion, mostly in the form of guidelines, 
policy statements, recommendations or advisory 
reports. Perspectives from the public (including 
users) remain mostly underreported and there-
fore, studies such as this one, which bring to the 
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forefront the opinions of the public, are impor-
tant contributions to the discussion and debate 
on DTC GT.
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Executive summary

 � Direct-to-consumer (DTC) genetic testing (GT) is a relatively novel model of provision of GT. It allows consumers to have GT and obtain 
information regarding health-related conditions (i.e., disease) outside of the traditional healthcare system and often without the 
intermediary of a healthcare professional. DTC GT also allows consumers to obtain information about nonhealth-related traits (i.e., eye 
color) and about genealogy or ancestry.

 � More than 500 individuals signed a petition initiated by DIYgenomics to support unrestricted personal access to genetic information. 

 � A content ana lysis of the comments that were provided by 247 petitioners reveal six main themes raised in support of unrestricted 
access:
– The individual ownership of genetic information;
– The individual right to genetic information;
– The role of government involvement;
– The role of healthcare professionals;
– The overall positive experience of obtaining DTC GT;
– The desire and need to obtain genealogy or ancestry testing DTC.

 � The results provide additional insight into the reasons why the public may support the offer of DTC GT and their motivations to 
purchase these tests. These views should be taken into consideration when discussing the policy issues surrounding DTC GT.
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