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How Much Control 
Do Children 
and Adolescents 
Have over 
Genomic Testing, 
Parental Access 
to Their Results, 
and Parental 
Communication of 
Those Results to 
Others?  
Ellen Wright Clayton

Both researchers and clinicians are increasingly 
offering genomic testing for children and ado-
lescents, a practice which parents have gen-

erally endorsed in numerous studies.1 By contrast, 
much less effort has been devoted to understanding 
what minors think about genetic and genomic testing. 
While a small number of investigators have shown 
that minors with or at risk for cancer generally con-
cur with their parents and favor testing,2 other stud-
ies reveal that minors are less willing to participate in 
genomics research.3 Regardless, genetic and genomic 
testing of minors raises of host of potential legal ques-
tions. Key issues are: (1) To what extent can minors 
obtain genomic tests without involvement of parents 
or guardians? (2) To what extent can minors refuse 
genomic testing? and (3) To what extent can minors 
obtain their own results, keep their parents from 
getting access to them, and limit what their parents 
do with their genomic test results? While a number 
of authors have written about legal issues in genetic 
testing of minors,4 remarkably little has been written 
about the legal protections of minors’ choices about 
genomic analysis and return of results.

In contrast, the ethical dimensions of these genetic 
and genomic questions have been and continue to be 
discussed at length. In documents that build upon 
two decades of previous analysis, the American Acad-
emy of Pediatrics (AAP) and the American College of 
Medical Genetics and Genomics (ACMG) concluded 
in 2013 that diagnostic genetic testing in minors 
should be treated as other medical diagnostic inter-
ventions requiring full informed consent, that carrier 
testing should be discouraged except where being a 
carrier has immediate health consequences for the 
minor or where the minor is considering reproduc-
tion, and that predictive genetic testing for adult-
onset diseases is to be discouraged except in limited 
circumstances and then only with genetic counseling.5 
Based in part on earlier statements by the AAP about 
the role of children in health care decision making, 
these authors asserted that a child’s assent is usually 
required for predictive genetic testing and that the 
results ultimately belong to the child. As a result, they 
concluded that parental requests to keep genetic test 
results from children should be viewed cautiously and 
may at times be overridden. A statement issued by the 
American Society of Human Genetics Workgroup on 
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Pediatric Genetic and Genomic Testing made similar 
recommendations.6

The ACMG, in a report also released in 2013, 
opined that when any patients undergo whole genome 
sequencing, the laboratory must also analyze and 
report to the clinician the results of 56 other predis-
position genes. In the case of minors, they concluded 

these results should be returned regardless of the age 
of onset of the disorder,7 in contrast to earlier recom-
mendations of caution in testing for adult-onset dis-
orders. They reasoned that the interests of the family 
in learning about their own genetic risks superseded 
the potential interest of the minor in making his or 
her own decision upon reaching adulthood as well as 
the potential harms to the minor of returning these 
results, an analysis that raised questions about the 
nature of the best interests of the child and the weight 
that concept deserves.8 The ACMG revisited these rec-
ommendations in 2014, and concluded that patients 
and parents should have the option to opt out of receiv-
ing the additional results after counseling, but that 
they could not elect to receive some of the extra results 
but not others. The views of the child about testing for 
these additional results were not mentioned in either 
of these two papers.9

So what does the law have to say about these con-
tested issues? The default position is that, for many 
reasons, parents are presumed to be the appropriate 
health care decision makers for children and to have 
access to their children’s medical information. Justifi-
cations for this position include that parents are free 
within very broad limits to decide how to bring up their 
children, parents are thought to be most likely to act in 
their child’s best interests, children generally lack the 
capacity to make fully competent decisions so someone 
else must, and state intervention is rarely appropri-
ate.10 At the same time, however, it is clear that parental 
authority is not unlimited: health care providers do not, 

and should not, always do what parents ask, particu-
larly if the clinician believes that the parents’ request 
could cause greater harm than benefit to the child. The 
discussion that follows focuses almost entirely on the 
rights of minors under the age of 18 who have not been 
emancipated from their parents’ control, since emanci-
pated minors11 are treated legally as adults. 

Minors’ Rights to Obtain Genomic Testing
The simple answer is that unemancipated minors 
have virtually no legal rights to obtain genetic or 
genomic testing without parental permission. The law 
does provide a limited set of circumstances in which 
minors can make their own health decisions. The U.S. 
Constitution has been interpreted by the Supreme 
Court to allow minors to procure nonprescription con-
traceptives,12 and to a lesser extent to choose abortion 
without parental permission; in the latter case, judi-
cial approval may be required by state statute in lieu 
of parental permission or notice.13 A few state courts 
have explicitly held that their state constitutions pro-
tect adolescents’ right to privacy, especially in regard 
to abortion.14 Others have focused on whether parents’ 
constitutional rights superseded those of children.15

Statutes provide some rights to minors as well. At 
the federal level, Title X,16 the family planning pro-
gram established in 1970, requires the provision of 
confidential services to teenagers,17 although provid-
ers are required to encourage family involvement for 
family planning services.18 All states have statutes 
that permit minors to obtain certain clinical services 
without parental permission.19 These typically include 
treatment for sexually transmitted infections, drug 
and alcohol abuse, and mental health. Neither the 
Constitution nor these statutes, however, are appli-
cable to minors’ ability to obtain genetic or genomic 
testing on their own.

The legal notion of “mature minor,”20 which has 
been endorsed by statute or case law in less than half 
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legal questions. Key issues are: (1) To what extent can minors obtain genomic 

tests without involvement of parents or guardians? (2) To what extent can 
minors refuse genomic testing? and (3) To what extent can minors obtain 

their own results, keep their parents from getting access to them, and limit 
what their parents do with their genomic test results? While a number 
of authors have written about legal issues in genetic testing of minors, 

remarkably little has been written about the legal protections of minors’ 
choices about genomic analysis and return of results.



540 journal of law, medicine & ethics

SYMPOSIUM

of the states, comes closest to allowing minors to 
obtain genetic or genomic tests without parental per-
mission. This concept has emerged primarily through 
tort litigation, typically acting to provide immunity to 
clinicians from lawsuits brought by parents when the 
clinician treated a child without parental permission 
or when the minor attempted to disavow their prior 
consent.21 To the extent that the concept of “mature 
minor” is based on the common law, its contours are 
necessarily fact-specific. The criteria generally appear 
to include requirements that the clinician have a rea-
sonable belief that the minor is an older adolescent 
with capacity to make the decision and that the care 
offered not be high risk, is within mainstream care, 
and meets the standard of care. A few states have spe-
cifically rejected this doctrine by statute or judicial 
opinion, while a small number of states have passed 
statutes allowing minors to give effective consent if 
they are above a certain age or have “sufficient intelli-
gence to understand and appreciate the consequences 
of the proposed surgical or medical treatment or pro-
cedures,”22 a standard that may under rare circum-
stances permit minors to obtain genetic or genomic 
tests.

In most cases, parents would know about genomic 
testing conducted in the clinical context since the 
charges for testing would be included in any bill to 
the parent and the insurance company’s explanation 
of benefits, thereby giving them the opportunity to 
object at least after the fact. The clinician who con-
ducted such tests without parental permission would 
have to rely on the uncertain protection of the mature 
minor rule. Thus, the adolescent who wants genomic 
testing on her own may have an incentive to turn to 
direct-to-consumer testing, which could more easily 
be done without the parent’s knowledge.23 The down-
side, of course, for the minor who turns to direct-to-
consumer testing is the lack of the kind of expert inter-
pretation available in research and clinical testing. 

A few states have enacted laws that specifically pro-
vide that parental permission is required for genetic 
and genomic testing of a minor. Arizona and Okla-
homa, for example, each enacted a “Parents’ Bill of 
Rights” that protects their rights to make health care 
decisions for their children as well as specifically 
requiring written parental consent before any genetic 
or genomic tests are conducted.24 Statutes like these 
preclude any ability of minors to obtain these tests on 
their own, even if they are pregnant or are considering 
reproductive genetic testing. 

Minors would almost never be able to enroll in 
research involving genomic testing on their own as 
parental permission is required unless the conditions 
for waiver of consent are met.25 Even in the case of 

biobanks, some sort of consent (and hence parental 
permission for minors) is increasingly required, espe-
cially if individual results are being returned,26 and it 
has been proposed that any research using biological 
materials containing DNA will require consent.27 

Minors’ Rights to Refuse Genomic Testing
Unemancipated minors have virtually no access to the 
courts to enjoin parental behavior and so have little 
independent legal basis to obtain an injunction to stop 
genetic or genomic testing for which their parents 
have given permission. They are not even able indi-
vidually to seek damages from their parents after the 
fact, as parents are generally immune from liability for 
actions that are deemed to be within their latitude to 
discipline or control, a concept that courts have inter-
preted very broadly to protect parents except in cases 
of car accidents.28 As a result, whether a minor’s desire 
not to have clinical genetic or genomic testing is hon-
ored turns on the actions of others in the clinical or 
research setting. Many clinicians will not test a minor 
who objects if the minor is late school age or older, 
acting in accordance with professional ethical stan-
dards29 and recognizing the challenge of obtaining 
samples from an unwilling teenager. Physicians may 
also refuse to perform tests that they think are inap-
propriate.30 Parents, however, are free to seek other 
clinicians who will perform the desired tests. 

Governmental child protection agencies are unlikely 
to step in to uphold the minor’s refusal of clinical test-
ing since genetic or genomic testing is unlikely to pose 
a serious risk of harm to the child, 31 the statutory basis 
for state intervention in cases of abuse or neglect. 
The fact that parents may seek to benefit themselves, 
their other children, and the family unit as a whole in 
addition to or even without regard for promoting the 
individual interests of the child who is being tested is 
largely irrelevant for purposes of state intervention 
to prevent child abuse, so long as there is no direct 
and serious, usually physical, harm to the child. Par-
ticularly given the deference that is generally given to 
parental choices, whether and under what conditions 
receiving unwanted genetic or genomic information 
can rise to this level of harm to a minor is an open 
question.

By contrast, honoring a minor’s objection to par-
ticipation in medical research is much more firmly 
entrenched in the Common Rule, even though parents 
and minors may differ in their views about what role 
the child should play in deciding about research par-
ticipation.32 The fact that IRBs are required to make 
“adequate provision…for soliciting the [affirmative] 
assent of the children, when in the judgment of the 
IRB the children are capable of providing assent”33 
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may allow some adolescents to place limits on genetic 
or genomic testing or to forgo it altogether as a condi-
tion of participating.34 

Minors’ Rights to Obtain Test Results, to 
Prevent Others from Having Access, and to 
Control What Others Do with the Results
Regulations promulgated under the Health Informa-
tion Technology for Economic and Clinical Health 
(HITECH Act) generally provide that individuals 
have the right to “inspect and obtain a copy of pro-
tected health information” in “a designated record 
set,” which may extend to some research results as 
well.35 Yet minors are legally entitled to access their 
medical records only under limited circumstances. 

The Health Insurance Portability and Accountability 
Act (HIPAA) provides a floor, permitting access when 
the minor is legally entitled to give binding consent 
for the care and has done so; where permission for 
care has been given by some person or entity other 
than the parent, typically, a judge; or, most pertinent 
for this discussion, where the parent has agreed that 
the minor may have a confidential relationship with a 
clinician.36 Notably, many health care providers and 
institutions offer adolescents broader access to their 
records as a matter of routine. Once minors reach 
adulthood, of course, they can access their historical 
medical records. 

State statutes that permit minors to make specific 
health care decisions (such as obtaining contracep-
tives or treatment for certain conditions) often protect 
their related information from disclosure to or access 
by others,37 but as noted above, these statutes do not 
apply to genetics. Thus, as a general rule, minors have 
little ability to prevent their parents from obtain-
ing their medical records unless their parents have 
agreed to honor their child’s confidentiality. Some 
states, including Arizona and Oklahoma in their Par-
ents’ Bills of Rights, have explicitly stated that parents 

can obtain their children’s test genetic and genomic 
results.38 

Whether research participants or their represen-
tatives legally can obtain their individual results of 
genetic or genomic analysis is a topic of enormous 
controversy, which is beyond the scope of this paper, 
although the trend is toward increasing access.39 
The HITECH provisions noted above appear to pro-
vide access to at least some research results. Assum-
ing that obtaining these results is legally permissible, 
parents could be asked to waive access to their child’s 
data, at least during the conduct of the study, if not 
longer. Numerous empirical studies, however, demon-
strate that most parents are interested in getting these 
results.40 

As noted above, minors have little direct legal 
authority to control the actions of their parents. Thus, 
once parents have their children’s results, they are 
largely free to tell other relatives or to disclose them.

Minors’ Rights Surviving Death
Given the general lack of control minors have over 
genetic testing and the resulting information, it is 
hardly surprising that unemancipated minors have 
little control over whether their parents can access the 
child’s genetic information after death. HIPAA and 
state law generally provide access to medical records 
to the decedent’s “personal representative” both before 
and after death.41 In the case of minors, these repre-
sentatives are usually the parents. Although courts 
can change custody or name a different guardian, 
minors themselves do not have the legal authority 
on their own to name a different representative or to 
write a binding document with their wishes.42 Thus, 
only time will tell whether the robust ethical debate 
about what weight should be given to the wishes of 
minors in genetic and genomic testing will lead to 
greater legal recognition of their desires and concerns, 
including after death.

State statutes that permit minors to make specific health care decisions (such as 
obtaining contraceptives or treatment for certain conditions) often protect their 

related information from disclosure to or access by others, but these statutes 
do not apply to genetics. Thus, as a general rule, minors have little ability to 

prevent their parents from obtaining their medical records unless their parents 
have agreed to honor their child’s confidentiality. Some states, including 

Arizona and Oklahoma in their Parents’ Bills of Rights, have explicitly stated 
that parents can obtain their children’s test genetic and genomic results. 
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Conclusion 
The American Academy of Pediatrics for the last 20 
years has stated that minors should have an increas-
ingly important role in deciding about their own 
health care as they mature,43 a position the Academy 
endorsed more specifically regarding pediatric genetic 
testing in its recent statement with the American Col-
lege of Medical Genetics and Genomics.44 This right 
to choose limits the ability of others to override. Yet 
the College, very shortly thereafter, issued guidance 
that provides no real opportunity for minors to make 
decisions about secondary findings of clinical genomic 
tests.45 The result is a marked difference in what 
weight is given to the views of minors. 

The analysis in this paper reveals that the law, for 
the most part, provides remarkably little protection 
for minors who wish to make decisions about genetic 
and genomic testing and to control who has access to 
the results. This is hardly surprising given our legal 
system’s sweeping deference to parental governance 
of the family. The mature minor exception provides 
the only real safeguard for unemancipated minors 
who seek genetic and genomic testing in the clinical 
context, and clinicians should be aware that there is 
no guarantee that a court will find that this excep-
tion applies. Ironically, direct-to-consumer genetic 
testing may be the best option for minors who want 
information. Minors have a bit more control in the 
research setting as their assent is required for par-
ticipation, giving them at least some leverage at the 
outset.

The questions, then, are how much control minors 
should have over these tests and whether the law gets 
the balance right. Are these the kinds of choices minors 
should be able to make on their own, like obtaining 
contraceptives and treatment for certain diseases, 
which are usually justified at least in part on the desire 
to encourage minors to seek care, sometimes with a 
nod to the adolescent’s privacy and decision-making 
interests? Or are these choices to undergo genetic and 
genomic testing so fraught that minors should not be 
permitted to make these decisions on their own? To 
what extent should adolescents ever be able to say no 
to such testing when their parents support it? One 
might even argue that courts should not intervene in 

these issues at all because they 
do not raise questions of abuse 
or neglect that warrant state 
involvement; instead, these ques-
tions would be left for resolution 
in the ethical space of the child-
parent-clinician relationship 
that so uniquely characterizes 
pediatrics. Then, if the contrast-
ing American Academy of Pedi-
atrics’ and the American College 
of Medical Genetics and Genom-
ics’ positions are seen simply as 
different ethically acceptable 
options, the choices available to 
the minor will depend in signifi-
cant part on the ethical stance 
chosen by the clinician.

Law and ethics already struc-
ture and largely limit the options 
of children and adolescents, in 
both research and clinical care. 
Assessment of whether law and 

ethics have gotten it right may depend on what weight 
is given to the personal salience of genetic informa-
tion. I am a vocal critic of genetic exceptionalism, rea-
soning that genetic information cannot justifiably be 
distinguished from other kinds of information that 
shed light on many aspects of who people are and 
what they do. Yet at this cultural moment, genetic 
information is broadly understood as shedding par-
ticular light on a person’s essence, as going to the very 
heart of who she is. That kind of intimate, personal 
information, which is so highly valued in our society, 
is precisely what the law protects in the right of pri-
vacy, which already extends even to adolescents. Thus, 
some legal change is warranted. At a minimum, ado-
lescents should have the right to object to genetic and 
genomic tests, particularly those that confer no direct 
benefit to the minor prior to adulthood.

The questions, then, are how much control minors 
should have over these tests and whether the law 
gets the balance right. Are these the kinds of choices 
minors should be able to make on their own, like 
obtaining contraceptives and treatment for certain 
diseases, which are usually justified at least in part 
on the desire to encourage minors to seek care, 
sometimes with a nod to the adolescent’s privacy 
and decision-making interests? Or are these choices 
to undergo genetic and genomic testing so fraught 
that minors should not be permitted to make these 
decisions on their own? To what extent should 
adolescents ever be able to say no to such testing 
when their parents support it? 



genomic research results to a participant’s family • fall 2015 543

Ellen Wright Clayton

Acknowledgments
The author would like to thank Bartha Maria Knoppers, Amy L. 
McGuire, and Lainie Friedman Ross for their earlier contribu-
tions to this project. This article is supported in part by National 
Institutes of Health (NIH), National Human Genome Research 
Institute (NHGRI) #1-R21-HG00612-01 (Clayton, PI) and NIH, 
National Cancer Institute (NCI) and NHGRI #1-R01-CA154517 
(Petersen, Koenig, Wolf, PIs). All views expressed are those of the 
author and do not necessarily reflect the views of NIH, NCI, or 
NHGRI.

References
1.  H. A. Hamann et al., “Attitudes toward the Genetic Testing of 

Children Among Adults in a Utah-Based Kindred Tested For 
a BRCA1 Mutation,” American Journal of Medical Genetics 
92, no. 1 (2000): 25-32; M. E. Segal et al., “Adults’ Values and 
Attitudes about Genetic Testing for Obesity Risk in Children,” 
International Journal of Pediatric Obesity 2, no. 1 (2007): 
11-21; B. N. Peshkin et al., “Brief Assessment of Parents’ 
Attitudes Toward Testing Minor Children For Hereditary 
Breast/Ovarian Cancer Genes: Development and Validation 
of the Pediatric BRCA1/2 Testing Attitudes Scale (P-TAS),” 
Journal of Pediatric Psychology 34, no. 6 (2009): 627-638; 
F. R. Levine et al., “Parental Attitudes, Beliefs, and Percep-
tions about Genetic Testing for FAP and Colorectal Cancer 
Surveillance in Minors,” Journal of Genetic Counseling 19, 
no. 3 (2010): 269-279; K. P. Tercyak et al., “Parents’ Atti-
tudes toward Pediatric Genetic Testing for Common Disease 
Risk,” Pediatrics 127, no. 5 (2011): e1288-e1295; E. D. Harris 
et al., “The Beliefs, Motivations, and Expectations of Parents 
Who Have Enrolled Their Children in a Genetic Bioreposi-
tory,” Genetics in Medicine 14, no. 3 (2012): 330-337; K. D. 
Lakes et al., “Maternal Perspectives on the Return of Genetic 
Results: Context Matters,” American Journal of Medical 
Genetics Part A 161A, no. 1 (2013): 38-47. 

2.  G. Geller et al., “Mothers and Daughters From Breast Cancer 
Families: A Qualitative Study of Their Perceptions of Risks and 
Benefits Associated with Minor’s Participation in Genetic Sus-
ceptibility Research,” Journal of the American Medical Wom-
en’s Association 55, no. 5 (2000): 280-284; C. V. Fernandez et 
al., “Providing Research Results to Participants: Attitudes and 
Needs of Adolescents and Parents of Children with Cancer,” 
Journal of Clinical Oncology 27, no. 6 (2009): 878-883.

3.  K. Read et al., “Decision-Making by Adolescents and Parents 
of Children with Cancer Regarding Health Research Participa-
tion,” Pediatrics 124, no. 3 (2009): 959-965.

4.  E. W. Clayton, “Removing the Shadow of the Law from the 
Debate about Genetic Testing of Children,” American Journal 
of Medical Genetics 57, no. 4 (1995): 630-634; D. E. Hoffman 
and E. A. Wulfsberg, “Testing Children for Genetic Predisposi-
tions: Is It in Their Best Interest?” Journal of Law, Medicine & 
Ethics 23, no. 4 (1995): 331-344; E. W. Clayton, “Genetic Test-
ing in Children,” Journal of Medicine and Philosophy 22, no. 3 
(1997): 233-251; M. Z. Pelias, “Genetic Testing: Who Decides, 
Who Informs?” Children’s Legal Rights Journal 18, no. 2 
(1998): 43-46; M. K. Pelias, “Genetic Testing of  Children  for 
Adult-Onset Diseases: Is Testing in the Child’s Best Interests?” 
Mt. Sinai Journal of Medicine 73, no. 3 (2006): 605-608; A. 
L. McGuire et al., “Can I Be Sued for That? Liability Risk and 
the Disclosure of Clinically Significant Genetic Research Find-
ings,” Genome Research 24, no. 5 (2014): 719-723.

5.  M. E. Fallat et al., “Ethical and Policy Issues in Genetic Testing 
and Screening of Children,” Pediatrics 131, no. 3 (2013): 620-
622; L. F. Ross, H. M. Saal, K. L. David, and R. R. Anderson, 
American Academy of Pediatrics, American College of Medical 
Genetics and Genomics “Technical Report: Ethical and Policy 
Issues in Genetic Testing and Screening of Children,” Genetics 
in Medicine 15, no. 3 (2013): 234-245.

6.  J. R. Botkin et al., “Points to Consider: Ethical, Legal, and 
Psychosocial Implications of Genetic Testing in Children and 

Adolescents,” American Journal of Human Genetics 97, no. 1 
(2015): 6-21.

7.  R. C. Green et al., “ACMG Recommendations for Reporting of 
Incidental Findings in Clinical Exome and Genome Sequenc-
ing,” Genetics in Medicine 7, no. 15 (2013): 565-574; Ameri-
can College of Genetics and Genomics, “Incidental Findings 
in Clinical Genomics: A Clarification,” Genetics in Medicine 15, 
no. 8 (2013): 664-666. 

8.  E. W. Clayton et al., “Addressing the Ethical Challenges in 
Genetic Testing and Sequencing of Children,” American Jour-
nal of Bioethics 14, no. 3 (2014): 3-9.

9.  ACMG Board of Directors, “ACMG Policy Statement: Updated 
Recommendations Regarding Analysis and Reporting of Sec-
ondary Findings in Clinical Genome-Scale Sequencing,” Genet-
ics in Medicine 17, no. 1 (2014): 68-69. 

10.  See, e.g., L. F. Ross, Children, Families, and Health Care Deci-
sion Making (New York: Oxford University Press, 2002).

11.  Common conditions for emancipation include formal court 
order, marriage, and enlistment in the military, although these 
vary from state to state.

12.  Carey v. Population Services Int’l., 431 U.S. 678 (1977).
13.  See, e.g., Bellotti v. Baird, 428 U.S. 132 (1976) & 433 U.S. 622 

(1979).
14.  American Academy of Pediatrics v. Lungren, 940 P.2d 797 

(Cal. 1997) (upholding adolescents’ right of privacy under the 
California constitution).

15.  Compare Alfonso v. Fernandez, 606 N.Y.S.2d 259 (App. Div. 
1993) (finding that parental rights supersede) and Decker v. 
Carroll Academy, 1999 WL 332705 (Tenn. Ct. App. 1999) 
with Curtis v. School Committee of Falmouth, 652 N.E.2d 580 
(Mass. 1995) (holding that parental rights are not implicated 
by providing condoms in school).

16.  Title X of the Public Health Service Act, 42 U.S.C. 300 et seq. 
(2013); 42 C.F.R. part 59, subpart A (2013);  Committee on 
a Comprehensive Review of the HHS Office of Family Plan-
ning Title X Program, A Review of the HHS Family Planning 
Program: Mission, Management, and Measurement of Results 
(Washington, D.C.: National Academies Press, 2009).

17.  42 C.F.R. § 59.11 (2013).
18.  Omnibus Budget Reconciliation Act of 1981, Pub. L. No. 97-35, 

§ 931(b)(1), 95 Stat. 570 (1981) (codified at 42 U.S.C. § 300(a) 
(1991)).

19.  See generally, A. English et al., State Minor Consent Laws: A 
Summary, 3rd ed. (Chapel Hill: Center for Adolescent Health 
and the Law, 2010).

20.  D. L. Coleman and P. M. Rosoff, “The Legal Authority of 
Mature Minors to Consent to General Medical Treatment,” 
Pediatrics 131, no. 4 (2013): 786-793; cf., M. I. Slonina, “State 
v. Physicians et al.: Legal Standards Guiding the Mature Minor 
Doctrine and the Bioethical Judgment of Pediatricians in Life-
Sustaining Medical Treatment,” Health Matrix 17, no. 1 (2007): 
181-214.

21.  E. S. Scott and C. Huntington, “Children’s Health in a Legal 
Framework,” The Future of Children 25, no. 1 (2015): 177-197. 

22.  Ark. Code Ann. § 20-9-602(7)(2013); see also Ala. Code § 
22-8-4, Alaska § 25.20.025(a)(2) (2013) (if parents unavail-
able); Kan. Stat. Ann. § 38-123b(2013) (16 years old if parent 
not readily available); La. Rev. Stat. Ann. § 40:1095 (2013) 
(limited to a minor “who is or believes himself to be afflicted 
with an illness or disease”); Ore. Rev. Stat. § 109.640 (2013) 
(15 years old); 35 Pa. Cons. Stat. Ann. § 10101 (2013) (18 or 
over and high school graduate); S.C. Code Ann. § 63-5-340 
(2013) (16 years old, but surgery “only if such is essential to 
the health or life of such child in the opinion of the performing 
physician and a consultant physician if one is available”).

23.  P. Borry et al., “Health-Related Direct-To-Consumer Genetic 
Testing: A Review of Companies’ Policies with Regard to 
Genetic Testing in Minors,” Familial Cancer 9, no. 1 (2010): 
51-59.

24.  Ariz. R.S. §§ 1-602.A.5 & 8 & 12-2803 (2014); Okla. Stat. Ann. 
tit. 25, § 2002 (2014); see also 16 Del. Code § 1226 (2014).

25.  45 C.F.R. § 46.408 (2015).



544 journal of law, medicine & ethics

SYMPOSIUM

26.  See, e.g., S. M. Wolf et al., “Managing Incidental Findings and 
Research Results in Genomic Research Involving Biobanks 
and Archived Data Sets,” Genetics in Medicine 14, no. 4 (2012): 
361-384.

27.  Federal Register 76 (143) (2011): 44512-44531. 
28.  27. E. G. Porter, “Tort Liability in the Age of the Helicopter 

Parent,” Alabama Law Review 64, no. 3 (2013): 533-587. By 
contrast, there is general but not complete consensus that 
children can seek damages if their parents’ negligence causes 
injuries, which is not applicable here. Restatement (Second) of 
Torts § 895G (1965 & 2014). See, e.g., Glaskox v. Glaskox, 614 
So.2d 906 (Miss. 1992) (overturning parental tort immunity 
for negligence, originally articulated in the United States in 
Hewlett v. George, 9 So. 885 (Miss. 1891)).

29.  A. Kohrman et al., “Informed Consent, Parental Permission, 
and Assent in Pediatric Practice,” Pediatrics 95, no. 2 (1995): 
314-317; American Academy of Pediatrics, “AAP Publica-
tions Reaffirmed and Retired,” Pediatrics 130, no. 2 (2012): 
e467-e468.

30.  K. J. Lee et al., “Assent for Treatment: Clinician Knowledge, 
Attitudes, and Practice,” Pediatrics 118, no. 2 (2006): 723-730.

31.  Numerous commentators, however, debated the potential 
impact of testing on parental behavior, the risk of false posi-
tive results, as well as foreclosing the minor’s right to make 
his or her own decisions about testing upon attaining adult-
hood. See, e.g., Clayton et al., supra note 8; Ross et al., supra 
note 5.

32.  G. Geller et al., “Informed Consent for Enrolling Minors in 
Genetic Susceptibility Research: A Qualitative Study of At-
Risk Children’s and Parents’ Views about Children’s Role 
in Decision-Making,” Journal of Adolescent Health 32, no. 4 
(2003): 260-271.

33.  45 C.F.R. § 408(a) (2015).
34.  I. A. Holm et al., “Guidelines for Return of Research Results 

from Pediatric Genomic Studies: Deliberations of the Boston 
Children’s Hospital Gene Partnership Informed Cohort Over-
sight Board,” Genetics in Medicine 16, no. 7 (2014): 547-552.

35.  45 C.F.R. §164.524 (2014).
36.  A. English and C. A. Ford, “The HIPAA Privacy Rule and Ado-

lescents: Legal Questions and Clinical Challenges,” Perspectives 
on Sexual and Reproductive Health 36, no. 2 (2004): 80-86; 

Office of Civil Rights, U.S. Department of Health and Human 
Services, Personal Representatives [45 C.F.R. 164.502(g)] 
(2013), available at <http://www.hhs.gov/ocr/privacy/hipaa/
understanding/coveredentities/personalrepresentatives.pdf> 
(last visited August 10, 2015).

37.  English et al., supra note 19.
38.  Borry et al., supra note 23.
39.  Compare 42 C.F.R. § 263a (2014) (promulgated under the 

Clinical Laboratory Improvement Amendments) with 45 
C.F.R. § 164.524 (2014) (promulgated under the Health Infor-
mation Technology for Economic and Clinical Health Act); see 
B. J. Evans et al., “Regulatory Changes Raise Troubling Ques-
tions for Genomic Testing,” Genetics in Medicine 16, no. 11 
(2014): 799-803; E. W. Clayton and A. L. McGuire, “The Legal 
Risks of Returning Results of Genomics Research,” Genetics in 
Medicine 14, no. 4 (2012): 473-477.

40.  H. K. Tabor et al., “Parent Perspectives on Pediatric Genetic 
Research and Implications for Genotype-Driven Research 
Recruitment,” Journal of Empirical Research in Human 
Research Ethics 6, no. 4 (2011): 41-52; E. D. Harris et al., “The 
Beliefs, Motivations, and Expectations of Parents Who Have 
Enrolled Their Children in a Genetic Biorepository,” Genetics 
in Medicine 14, no. 3 (2012): 330-337; C. M. Halverson and L. 
F. Ross, “Attitudes of African-American Parents about Biobank 
Participation and Return of Results for Themselves and Their 
Children,” Journal of Medical Ethics 38, no. 9 (2012): 561-566; 
S. I. Ziniel et al., “Parents’ Preferences for Return of Results in 
Pediatric Genomic Research,” Public Health Genomics 17, no. 2 
(2014): 105-114.

41.  45 C.F.R. §164.524 (2014).
42.  Even proposals for reform would require parental involve-

ment. See, e.g., M. Glover, “Rethinking the Testamentary 
Capacity of Minors,” Missouri Law Review 79, no. 1 (2014): 
69-118 (proposing that minors be allowed to execute wills with 
their parents’ consent).

43.  Porter, supra note 28.
44.  Fallat et al., supra note 5; Ross et al., supra note 5.
45.  Green et al., supra note 7; American College of Genetics & 

Genomics, supra note 7; ACMG Board of Directors, supra note 9.


