EXPERIENCES OF INDIVIDUALS RECEIVING “NOT PARENT
EXPECTED” (NPE) RESULTS THROUGH DIRECT-TOCONSUMER GENETIC TESTING

A Thesis Presented to the Faculty
of
California State University, Stanislaus

In Partial Fulfillment
of the Requirements for the Degree
of Master of Science in Genetic Counseling

By
Julia Becker
June 2020

CERTIFICATION OF APPROVAL

EXPERIENCES OF INDIVIDUALS RECEIVING “NOT PARENT
EXPECTED” (NPE) RESULTS THROUGH DIRECT-TOCONSUMER GENETIC TESTING

by
Julia Becker
Signed Certification of Approval page
is on file with the University Library

Dr. Janey Youngblom, Ph.D., M.S.
Professor of Genetics
Assoc. Director, M.S. Genetic Counseling Program
Department of Biological Sciences
CSU Stanislaus

Date

Liane Abrams, M.S., L.C.G.C.
Licensed Certified Genetic Counselor
UCSF Cancer Genetics and Prevention Program
San Francisco, CA

Date

Brianne Kirkpatrick, M.S., L.C.G.C.
Genetic Counselor and DNA Consultant
Founder and President, Watershed DNA

Date

© 2020
Julia Becker
ALL RIGHTS RESERVED

DEDICATION
I dedicate this thesis to all of the individuals who participated in this study.
Thank you for honoring me with your personal stories and unique perspectives on this
important topic. I also want to thank my dear partner, Erik, for his enduring love and
support throughout my journey to becoming a genetic counselor.

iv

ACKNOWLEDGEMENTS
I would like to express my appreciation to my research advisors, Liane
Abrams, M.S., L.C.G.C., Brianne Kirkpatrick, M.S., L.C.G.C., and Dr. Janey
Youngblom, Ph.D., for their guidance, support, and encouragement throughout the
research process.
I would also like to thank Lily Radanovich for her dedicated assistance in the
coding process, Gregory Jacquay for his data analysis and coding suggestions, and
Ryan Howell for his role in developing the interview guide.

v

TABLE OF CONTENTS
PAGE
Dedication...............................................................................................................

iv

Acknowledgements ................................................................................................

v

List of Tables ..........................................................................................................

viii

List of Figures.........................................................................................................

ix

Abstract...................................................................................................................

x

Introduction ............................................................................................................

1

Background.................................................................................................
Literature Review .......................................................................................
Significance of Study .................................................................................
Purpose of Study.........................................................................................

1
2
10
11

Methods ..................................................................................................................

13

Results ....................................................................................................................

16

Survey .........................................................................................................
Interview Participant Demographics ..........................................................
Theme 1: Discovery ...................................................................................
Theme 2: Immediate Reactions to NPE Results.........................................
Theme 3: Reconciling Past Relationships ..................................................
Theme 4: Relationship Changes After NPE Discovery and Revelation ....
Theme 5: Connection to Newly Discovered Family Members ..................
Theme 6: Impact on Sense of Identity ........................................................
Theme 7: Grief and Loss ............................................................................
Theme 8: Support: Getting/Giving .............................................................
Theme 9: Responsibility of DTC-GT Companies to NPE Customers .......
Theme 10: Thoughts on the Informed Consent Process of DTC-GT
Companies ..................................................................................................

16
17
20
26
36
44
53
66
75
76
83

Discussion...............................................................................................................

88

Comparison of Reaction to Results and Strength of Inkling ......................
Relationship With the Biological Mother...................................................
Relationship With the Birth Certificate Parent ...........................................

88
90
92

vi

85

Impact on Other Family Members and Family Dynamic ...........................
Connection to New Family .........................................................................
Sense of Identity .........................................................................................
Grief and Loss ............................................................................................
Support: Getting/Giving .............................................................................
DTC-GT Company Responsibilities and Informed Consent......................
Practice Implications for Genetic Counselors ............................................
Study Limitations .......................................................................................
Future Studies .............................................................................................

92
93
95
97
99
101
104
105
106

Conclusion .............................................................................................................. 109
References .............................................................................................................. 112
Appendices
A.
B.
C.
D.

Recruitment Letter ......................................................................................
Online Consent Form .................................................................................
Online Survey .............................................................................................
Interview Guide ..........................................................................................

vii

118
119
121
123

LIST OF TABLES
TABLE

PAGE

1. Survey Respondent Demographic and Background Information (N=84) ........

16

2. Interview Participant Demographics and Background Information .................

18

3. Piece of Information That Revealed NPE Results ...........................................

21

4. The First Person With Whom Participants Shared Their NPE Results ............

27

5. The Type of Impact That NPE Results Had on Individuals’ Relationships With
Their Biological Mothers ................................................................................. 45
6. The Type of Impact That NPE Results Had on Individuals’ Relationships With
Their Birth Certificate Parents ........................................................................ 47
7. Impact of Discovering a Deceased Parent ........................................................

61

8. Participant Experience With and Opinion of the DTC-GT Informed Consent
Process ..............................................................................................................

85

viii

LIST OF FIGURES
FIGURE

PAGE

1. Comparison of the number of genetic tests purchased by interview participants
and consumers worldwide from Ancestry, 23andMe, and Others ................... 19
2. Time since participants received NPE results prior to interviews ....................

19

3. Proportion of participants who have or have not identified a newly discovered
biological parent either voluntarily or involuntarily ........................................ 26
4. Responses of biological mothers to the revelation of the NPE discovery ........

28

5. Participants’ desire to reveal NPE results to their living BC parent and the
action they took ................................................................................................

33

6. Responses of BC parents to NPE results ..........................................................

34

7. This venn diagram represents the number of participants who experienced
shock and no inkling (n=11) or had an inkling and no shock (n=3) or both
experienced shock and had an inkling (n=11) ..................................................

40

8. Response of newly contacted birth parent ........................................................

63

9. The level of impact that NPE results had on participants’ sense of identity ....

66

10. Number of participants who saw a therapist without experience working with
NPEs or a similar population and how helpful those therapists were according
to participants ................................................................................................... 77
11. Number of participants who saw a therapist with experience working with
NPEs or a similar population and how helpful those therapists were according
to participants ................................................................................................... 77

ix

ABSTRACT
As direct-to-consumer genetic testing (DTC-GT) grows in popularity, the
unanticipated “Not Parent Expected” (NPE) result has become more prevalent than
ever before. An NPE result is the discovery that one parent, often the father, is not a
biological parent. This study is the first to systematically analyze the impact of
receiving NPE results through genetic testing outside of a clinical setting. The
exploration of individuals’ experiences receiving NPE results serves to inform
professionals working with this population of the psychological and emotional
impacts on both the individual and their families in order to provide better care and
support to this growing population. Semi-structured interviews provided the data for
this study. A grounded theory approach was used to explore and identify the common
themes of 25 individuals’ experiences receiving NPE results through DTC-GT. Many
individuals had a prior inkling that their parent was not their biological parent. Still,
NPE results had a strong impact on identity and experiences of grief and loss were
numerous. Relationships with the biological parent who raised these individuals
tended to be strained before the NPE discovery, often becoming negatively impacted
after NPE results were revealed. Connection to newly identified birth parents and
family was a common goal for many participants, though the outcomes were not
always positive. Individuals brought up valuable critiques of the experiences they had
with the DTC-GT company they utilized, including the need for more explicit
x

informed consent and accurate advertising. Further research will assist in deepening
understanding and confirming the findings of this novel study.

xi

INTRODUCTION
Background
Approximately 26.5 million people have received direct-to-consumer genetic
testing (DTC-GT) from companies such as 23andMe and AncestryDNA, amongst
others. (Regalado, 2019). DTC genetic tests are advertised and sold to individuals,
then analyzed and reported without the client having any required or offered
consultation or discussion with a geneticist, genetic counselor, or other medical
provider. Along with information about ancestry and health, these tests have the
potential to reveal unanticipated genetic findings such as a “Not Parent Expected”
(NPE) result. This means that based on genetic testing results such as predicted
ancestry or close relative matches, individuals can discover that they are not
biologically related to one or both of their parents.
Language and Terminology
The term “NPE” originates from the phrase “Non-Paternity Event”. The
meaning of the acronym has since evolved from its original meaning to “NonParental Event”, expanding the definition to include the incidence of misattributed
maternity, and has changed once again to its current colloquial definition of “Not
Parent Expected”. The term “NPE” can describe both the event of discovering a
parent is not a biological parent as well as the individual or group of individuals who
have made the discovery of alternate parentage (i.e. “NPE community”). The
predominant terms used in the literature to describe the discovery that a parent is not
1
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a biological parent are misattributed paternity, non-paternity, alternate paternity, or
false paternity. The term used for the purposes of this study is NPE or “Not Parent
Expected”.
Another term used in the NPE community is “birth certificate parent” or BC
parent (as these individuals will be referred to for the purposes of this manuscript).
This refers to the parent who is on the individual’s birth certificate, but is later
revealed to be a non-biological parent. The parent who did not raise the individual
and who is discovered after NPE results are revealed is typically called the
“biological” or “birth” father or mother.
Literature Review
The NPE Result Disclosure Debate
“Not Parent Expected” events are intrinsic ramifications of genetic testing.
When genetic testing is used in a clinical setting, the healthcare provider becomes
responsible for whether or not to disclose NPE results to patients. This topic has been
thoroughly discussed and debated in the literature. Many articles have addressed the
healthcare provider’s dilemma of whether or not to disclose NPE results and to which
parties involved (Hercher & Jamal, 2016; Lucassen & Parker, 2001; Palmor &
Fiester, 2014; Pencarinha, et al., 1992; Ross, 1996; Wertz, et al., 1991). Since 1983,
when the President's Commission for the Study of Ethical Problems in Biomedical
and Behavioral Research made the recommendation that NPE results be disclosed to
both parents (they do not address disclosure to the child), a cacophony of arguments
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for and against NPE disclosure have been presented with little consensus and few
proposed guidelines.
Arguments against disclosure have focused on the potential negative impact
on personal identity, family dynamics, and the assertion that nondisclosure is unlikely
to cause harm. In 1994, the Committee on Assessing Genetic Risks of the Institute of
Medicine (IOM) published recommendations stating that “genetic testing should not
be used in ways that disrupt families” and therefore NPE results should not
necessarily be disclosed to all parties involved. Genetics providers at the time
appeared to hold a similar perspective. In two separate studies in 1989 and 1990, a
survey of 199 genetic counselors and 682 medical geneticists revealed that over 95%
of these providers would not disclose NPE results to the non-biological parent
(Pencarinha, et al., 1992, Wertz, et al., 1991).
A 2014 article proposed universal nondisclosure of NPE results. Palmor and
Fiester of the Department of Medical Ethics and Health Policy at the University of
Pennsylvania, insisted that, “In the absence of arguments that clearly demonstrate
irrevocable harm from nondisclosure and against a backdrop of arguments that
compellingly highlight the potential for serious harms from disclosing incidental
findings of nonparentage, we advocate for a universal, institution-wide policy of
nondisclosure” (p.163).
In 2015, the researchers Mandava, Millum, and Berkman published an article
highlighting the effect of NPE results on personal identity and familial relationships.
Examples given on potential harms of disclosure to the proband and parents included:
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1) psychological distress that could lead to self-harm or mental instability, 2)
domestic violence between the birth certificate father and mother if infidelity is
suspected, and 3) potential abandonment of the child by the birth certificate father.
None of these proposed examples were supported by data. Potential beneficial impact
on identity and familial relationships were not discussed.
In reaction to these nondisclosure arguments, studies, and IOM
recommendations, multiple authors have presented staunch arguments in support of
disclosure to both parents (Hercher & Jamal, 2016; Lucassen & Parker, 2001; Ross,
1996). These arguments have focused on ethics-based theories, healthcare benefits,
and the shift in patient expectations of healthcare providers. In 1996, Lainie Friedman
Ross made a steadfast argument that healthcare providers should give NPE results to
both parents with no exception. Ross argued that genetics professionals are not the
gatekeepers of information gleaned from testing and therefore any interpretable
information should be disclosed to the individuals being tested no matter the impact
on family relationships. Ross suggested that “disclosure may give the family an
opportunity to confront problems head-on” and stated that “what is best for the couple
must be determined by the couple” (p.120), not the healthcare provider. What Ross
saw as the true repercussion of NPE disclosure is incomplete disclosure. If a
healthcare provider only discloses NPE results to the biological parent, the provider is
suggesting that keeping that secret is acceptable and does not address the harm that
harboring that secret could cause for the entire family.

5

In more recent years, while the NPE disclosure dilemma continues for
healthcare providers, genetic testing has become increasingly utilized in the clinical
setting. In the 2016 article, “An old problem in a new age: Revisiting the clinical
dilemma of misattributed paternity”, Hercher and Jamal argued that the increase in
genomic testing decreases the potential benefits of nondisclosure. The authors
suggested that valuable information gathered clinically from family health histories,
for example, could jeopardize appropriate “risk assessment, diagnosis, treatment, and
reproductive decision-making” if NPE results are not disclosed (p.36). They also
pointed to the increased likelihood of NPE discovery later in life given the expanded
use of genomic testing for adult patients. They stated that adult patients today have a
higher expectation for access to information than before and therefore, “nondisclosure
violates the norms of truthfulness and transparency that people have come to expect”
(p. 39).
While most of the literature has concentrated on the healthcare provider’s
perspective of NPE result disclosure, a few studies have explored the patient
perspective on NPE disclosure in a clinical setting (Soderdahl, et al., 2004; Turney,
2005). In a study of layperson’s perspectives conducted by Lyn Turney in 2005, six
focus groups agreed that revealing NPE results is a “tricky ethical dilemma” for
healthcare providers and that it is an “explosive” issue with “serious repercussions”
(p.625). While many other studies and arguments for disclosure focused primarily on
the parents, participants discussed the impact of NPE results as they pertain to all
parties involved. When discussing the challenges of NPE disclosure, participants in
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Turney’s study considered: “the rights of the father, the mother’s rights to disclosure,
the rights of the biological father, and the best interests of the child” (p. 625). Turney
concluded that based on these laypeople’s opinions, there is no simple or
straightforward answer to the NPE disclosure dilemma.
Informed Consent of NPE Results
One of the proposed solutions for reducing harm to patients when NPE results
are discovered clinically is through informed consent. Both proponents and opponents
of NPE disclosure have discussed the potential benefits of this process. Lucassen and
Parker proposed that informing patients and families in advance of genetic testing that
NPE results are a possible outcome, ensures them the opportunity to either
discontinue testing or prepare themselves for receiving NPE results. Conversely,
Palmor and Fiester uniquely suggested that, “ ‘To disclose or not to disclose?’ is
simply a question that health care professionals have no legitimate right to decide.
Our solution is to eliminate the option of disclosing altogether by stipulating
nondisclosure in the consent form before pediatric genetic screening and allowing
parents to seek maternity and paternity information independently with full consent”
(p.167). Instead of using informed consent to prepare patients for the potential
revelation of NPE information, consent would be utilized to inform patients that NPE
information, whether discovered by testing or not, will not be disclosed.
For many, informed consent is seen as a diplomatic tool that gives the parent
privy to NPE information the opportunity to either refuse testing if there is a desire to
avoid the discovery of NPE results or to reveal the news prior to having it exposed
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incidentally. Informed consent can also serve to heighten awareness if NPE
information is not anticipated and only becomes known to all parties involved after
genetic test results return. Conversely, Erica K. Lucast, in a 2007 article from
Bioethics, explained that informed consent is only useful if both parents are in
agreement to either pursue or decline testing. That is, if the mother wishes to maintain
NPE secrecy and the birth certificate father is in agreement to decline testing or if the
birth certificate father wishes to pursue testing and the mother has accepted the
possibility of the secret becoming exposed. Lucast argued that informed consent does
not reduce harm if parents disagree on whether or not to pursue testing. Her
conclusion is that the disclosure dilemma is unavoidable even when NPE results are
reviewed with the patients prior to genetic testing.
Ethical Issues of Direct-to-Consumer Genetic Testing
In the last decade, as DTC-GT has gained in popularity, the setting and
individuals involved in NPE result discovery and disclosure has changed
significantly. Until now, the focus in the scientific literature has been on a clinical
setting where healthcare providers are responsible for NPE disclosure to parents.
With the advent of DTC-GT, NPE results are now being discovered in the home,
without any input from healthcare providers, directly to the adult offspring.
The published literature has described ethical issues with the DTC-GT model
including how tests are advertised, the lack of genetic counseling, and the tenuous
informed consent process. In the 2010 article, “The ethics of direct-to-consumer
genetic testing”, the author addressed the questionable morality of advertising a
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genetic test to consumers as “fun” when it has the potential to reveal life-altering
information. For example, the potential some DTC genetic tests have to reveal an
individual’s risk for developing Alzheimer’s disease. Similarly, whether prior
warning of the possibility to receive NPE results from a test is received by consumers
or not, the levity of DTC-GT advertising is setting the expectations for its customers
(Udesky, 2010).
In 2012, the authors Hawkins and Ho also questioned the ethics of DTC-GT
advertising stating that by marketing tests directly to consumers, companies “may not
adequately outline the risks or alternatives to testing and may unduly influence an
individual’s decision” which could “be further influenced by special offers or media
hype surrounding such tests” (p.369). They also voiced concern over the lack of preand post-test counseling and ongoing support. The authors explained that “the lack of
an ongoing fiduciary relationship between a DTC testing company and an individual
undergoing DTC test means that no one is assigned to help interpret results and
provide further support as necessary” (p.370). The repercussion of this lack of
counseling and support is that customers are either left to interpret and process their
results on their own or turn to medical or mental healthcare providers unassociated
with the DTC-GT company. This places the responsibility of explaining tests results
or addressing emotional or psychological impacts of test results on providers that
likely would not have ordered a DTC genetic test for their patients in the first place.
Another concern Hawkins and Ho discussed is the over-simplification of the
DTC-GT informed consent process. From the perspective of the genetic counseling
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profession, informed consent is integral to promoting patient autonomy and personal
decision-making. The authors argued that fully informed consent cannot be attained
through online decision aids alone and the lack of education and discussion with a
counselor ignores the complexity and value of an appropriately thorough informed
consent process.
NPE and the Media
An abundance of stories have been published in the media concerning
individuals receiving NPE results through DTC-GT companies. These newspaper and
magazine articles have suggested a psychological and emotional upheaval for both
the individuals receiving these results and their families (Ash 2018; Hunt 2018;
Spitznagel, 2018; Zhang, 2018). An article from The Guardian, “ ‘Your father’s not
your father’: when DNA tests reveal more than you bargained for” highlighted the
unsuspecting curiosity of one individual who bought a test kit along with her husband
as a Christmas gift to themselves in order to learn more about their family trees. After
opening her ancestry results she discovered a high percentage of a completely
unexpected ancestry as well as a close relative match with a surname she had never
heard before. Upon questioning her maternal family members, she discovered that the
surname matched a man her mother had dated in high school, thus revealing her “Not
Parent Expected” (Hunt, 2018).
The article from The Guardian, along with many others, have discussed the
impact an NPE event has on personal identity and family relationships. These articles
have highlighted the trauma and shock that individuals receiving these results
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experience. The positive side of this experience is also discussed which for many
people is the discovery and connections made with new family members.
Significance of Study
While media sources have begun to shed light on the NPE experience by
providing absorbing and moving case examples, we have not yet seen a systematic
analysis of NPE experiences. To our knowledge, this is the first systematic study
focused specifically on the experience of the adult offspring learning NPE results as
well as being the first study of individuals receiving NPE results through direct-toconsumer genetic testing (DTC-GT). Through qualitative interviews with these
individuals, the goal of this analysis was to use grounded theory methodology to
develop a theoretical framework for understanding the impact of receiving NPE
results through DTC-GT on individuals and their families.
No peer-reviewed journal has published articles specifically addressing this
topic. Meanwhile, the rate of consumption of DTC-GT shows no signs of slowing.
The number of DTC-GT consumers grew from approximately 12 million at the end of
2018 to approximately 26.5 million by the end of 2019 (Regalado, 2019). At the same
time, there is a growing community of individuals who have had the NPE experience
and are seeking support and guidance. This is evidenced by the roughly 7,000
members of the support group “NPE Friends Fellowship” on Facebook; a non-profit
organization established in 2018 with a membership that has been growing by
approximately 100 individuals per week (Reece, 2019). The establishment of support
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groups specifically for NPEs serves as an accessible and growing source of
participants for this and future studies.
While the discussion in the scientific literature on disclosure of NPE results,
value of informed consent, impact of NPE results on parents, and the ethics of DTCGT may be passionate, the overwhelming perspectives on these topics are from
healthcare providers and researchers. What is missing in this discussion is the voice
of the individuals who have received NPE results. The next step in exploring the
impact of NPE results on families as a whole is to better understand the experience of
the adult offspring. In addition, the effect of these results on family dynamic and
relationships has not been thoroughly researched.
Genetics professionals as well as psychiatrists, social workers, clergy,
psychotherapists, and even DTC-GT customer service representatives are newly
encountering NPEs in their fields. This study provides a frame of reference for
members of these professions who have a paucity of experience working with NPEs.
Understanding the impact of a “Not Parent Expected” discovery on individuals and
their families will give providers the tools to better support and care for their patients,
clients, or customers.
Purpose of Study
In order to fill the current gap in literature on the topic of receiving NPE
results from DTC-GT companies, this study aims to address the following research
questions: 1) What psychological and emotional impact does receiving NPE results
have on individuals? 2) How do NPE results impact family dynamics and
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relationships between family members? 3) How do individuals perceive DTC genetic
testing companies and the impact of their delivery model when receiving NPE
results? 4) What recommendations do the participants have to help improve the NPE
discovery experience for future individuals?

METHODS
A qualitative research method was chosen for this study because it provides
the opportunity to elicit a deeper emotional and psychological exploration from
participants which will shed the most light on this issue. The ability to use words
directly from the individuals who have had this experience will add richness and
depth to our understanding of the impact of learning NPE results.
Before participant recruitment, letters of approval from support group
moderators were attained. A recruitment letter (Appendix A), online consent form
(Appendix B), online survey (Appendix C), and interview guide (Appendix D) were
developed and presented to the California State University, Stanislaus Institutional
Review Board. The protocol for this research was approved and assigned protocol
#1920-018 on September 18, 2019.
Participants were recruited from NPE Friends Fellowship and Watershed
Moments in DNA (two online support groups comprised of approximately 7,000 and
200 individuals respectively, who have received NPE results). To be eligible for the
study, participants were required to be at least 18 years of age, speak fluent English,
and have received NPE results from any DTC-GT company. The “Not Parent
Expected” could be a father, a mother or both.
Recruitment letters were posted on the online forums of the NPE support
groups by the organizations’ moderators. An online survey was accessible via a link
found in the recruitment letter. The online survey served to gather the participants’
13
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demographic information (e.g. gender, ethnicity, age, and level of education) as well
as basic information on the individuals’ family structure. For example, participants
were asked who they were raised by, whether the parents who raised them were still
living, and if they have reached out to new family members. At the end of each
survey if participants indicated that they would like to participate in a telephone
interview, they were directed to an online consent form. At the end of the form they
indicated their agreement to participate in the telephone interview and were prompted
to enter their contact information. The telephone interviews provided the content for
qualitative data analysis.
Before scheduling interviews with study participants, the interview guide was
pre-tested on three NPEs for clarity and feedback. Modifications to the interview
guide were made based on information gathered from these test interviews and the
revised version was used for subsequent interviews.
The telephone interviews were conducted over the period of 10 weeks by the
primary investigator. Telephone interviews were audio-recorded and utilized the pretested, semi-structured interview guide. Interviews lasted between 34 and 68 minutes
each. Each completed interview was transcribed by Rev.com, a professional
transcription service. A codebook was then developed in collaboration with a second
coder using the constant comparative method (Glaser, 1965). Each coder searched for
codes and emerging themes independently in approximately three interview
transcripts and reconvened to agree on a common codebook. Each of the remaining
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interview transcripts were coded with the common codebook and response themes
were compiled and quantified by the primary investigator.
The telephone interviews addressed the following topics: 1) Discovery of NPE
results, 2) Initial discussion of results with family, 3) Effect of results on individual
family members, family relationships, and family dynamic, 4) Opinion and impact of
the DTC delivery model, 5) Discovery of new family members, and 6) Resource and
support suggestions for future NPEs.

RESULTS
Survey
The online demographics and background information survey received 170
responses. Of the total responses, 84 surveys were completed (excluding admission of
reported age). Below are demographics and background information used to inform
interview participant selection (Table 1).
Table 1
Survey Respondent Demographic and Background Information (N=84)
Gender identity
Female
Male
Ethnic background
White
Hispanic, Latino, or of Spanish origin
Black or African American
Other
White and Other Ethnicity
DTC-GT company
Ancestry
23andMe
Other

n
71
13
n
69
2
5
4
4
n
55
21
5

Age of respondents in years
Minimum
Maximum
Mean
Median
Distribution of respondents by state
Respondents outside U.S.
Total U.S. states represented
Mean respondents per state
Minimum response per state
Maximum responses per state

11
85
51.9
52
n
6
31
2.6
1
8
16

%
84.5%
15.5%
%
82%
2%
6%
5%
5%
%
68%
26%
6%
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Twenty-five individuals out of 78 who completed the interview consent form
were selected and interviewed by the primary investigator. The majority of
participants (n=23) discussed the experience of finding out that the father who raised
them is not their biological father. One participant was raised by adoptive parents,
later met her birth parents, and subsequently learned through DTC-GT that the man
she got to know as her birth father was not. One participant discovered that he was
adopted and that both of the parents who raised him were not his biological parents.
Interview Participant Demographics
Demographic information of interview participants were collected in the
online survey and confirmed during interviews. Most participants completed all
demographic questions (n=22). Participants were selected based on their survey
responses with particular effort made to have as diverse and balanced a cohort as
possible. The selection processes aimed to have as close to equal proportion of male
to female participants as possible, a broad range of ages, and varied lengths of time
since NPE results were discovered by each participant (Table 2).
Participants were between the ages of 26 and 67 years old (n=21) with a mean
age of 52.4 (0.5 years greater than the mean age of survey respondents). More males
were represented in interviews (32%) than in survey responses (15.5%). The ethnic
identity of interview participants was 88% “White”, 6% higher than survey
respondents who identified as “White”. The paucity of ethnic diversity in interview
participants was exacerbated because not all survey respondents who identified with
an ethnicity other than “White” expressed interest in participating in interviews.

18

Table 2
Interview Participant Demographics and Background Information
Time since
Gender
DTC-GT
receiving
Name*
Age Identity Ethnicity State
Company
results
Denise
52
Female White
California
Ancestry
6m to 1y
Jodie
43
Female White
Montana
Ancestry
>3y
Sabrina
43
Female White
California
23andMe
1 to 3y
Renee
Female White
Minnesota
Ancestry
1 to 3y
Karen
65
Female White
Pennsylvania Ancestry
>3y
Lori
Female White
Connecticut
Ancestry
Aida
56
Female White
Washington
Ancestry
>3y
Harvey
66
Male
White
Illinois
23andMe
1 to 3y
Bret
Male
White
Texas
Ancestry
6m to 1y
Janelle
29
Female White
Texas
FamilyTree DNA 1 to 3y
Imogene 66
Female Black
New York
Ancestry
1 to 3y
Anthony 49
Male
Hispanic
California
23andMe
1 to 3y
Alyssa
38
Female White
Oregon
Ancestry
6m to 1y
Perry
63
Male
White
New York
Ancestry
1 to 3y
David
63
Male
White
West Virginia Ancestry
6m to 1y
Caitlyn
26
Female White
Ohio
23andMe
<6m
Marcus
38
Male
White
Georgia
23andMe
<6m
Dominic 67
Male
White
Texas
Ancestry
1 to 3y
Desiree
44
Female White
Virginia
23andMe
6m to 1y
Rachel
50
Female White
Ohio
Ancestry
1 to 3y
Charlie
64
Male
White
Texas
23andMe
6m to 1y
Natasha
36
Female White
Colorado
23andMe
1 to 3y
Marisa
41
Female White
Connecticut
Ancestry
1 to 3y
Hannah
45
Female White
Connecticut
23andMe
<6m
Darlene
52
Female Other**
Kentucky
23andMe
1 to 3y
*All names are pseudonyms **This participant selected “Other” and wrote in Sicilian American

In an effort to represent the worldwide average, the ratio of total DTC-GT
companies used by participants correlated roughly to the number of tests purchased
from each company as of 2019 (Figure 1). The amount of time since NPE results
were received by interview participants were divided into four time periods: <6
months, 6 months to 1 year, 1 year to 3 years, and >3 years (Figure 2).
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DTC GENETIC TESTS PURCHASED
BY INTERVIEW PARTICIPANTS
(N=25)
Other= 1
23andMe=
10

Ancestry=
14

DTC GENETIC TESTS PURCHASED
WORLDWIDE (IN MILLIONS)
Other= 3.5

Ancestry=
14

23andMe=
9

Figure 1. Comparison of the number of genetic tests purchased by interview
participants and consumers worldwide from Ancestry, 23andMe, and Others.
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Figure 2. Time since participants received NPE results prior to interviews.
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Ten major themes were identified in 25 interviews. Each theme has between
two and six subthemes. These results are reported in the following order: 1)
Discovery 2) Immediate reactions 3) Reconciling past relationships 4) Relationship
changes 5) Connection with new family 6) Impact on sense of identity 7) Grief and
loss 8) Support: Giving/Getting 9) Responsibility of DTC-GT companies to NPE
Customers 10) Thoughts on the informed consent process of DTC-GT companies.
Theme 1: Discovery
Pre-Discovery: Reason for Pursuing DTC Genetic Testing
Participants were asked to give their motivation for pursuing DTC-GT. This
information clarified if their motivation was at all influenced by a conscious desire to
verify parentage or if individuals were motivated by an unsuspecting curiosity. The
majority of participants (n=22) expressed motivation completely unrelated to
receiving NPE results. The three most common reasons for genetic testing expressed
by these individuals were 1) ancestry information (n=11), 2) an interest in genealogy
(n=8) and 3) that the DTC genetic test was given to them as a gift (n=8). Curiosity
(n=3), health information (n=3), and to find a lost relative (n=3) were also common
reasons for testing. Less common reasons were because of an employer-provided
discount (n=1), because the test was on sale (n=1), and because it seemed “fun”
(n=1).
Three of the 25 participants (Caitlyn, Dominic, and Marisa) sited a desire to
confirm their paternity as one of their reasons for testing. While this was not the only
reason given by these participants, the reaction to and impact of receiving NPE results
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for these individuals was closely assessed to determine any connection between
motivation and reaction and will be discussed in later sections.
Piece of Information That Revealed NPE Result
Once a customer’s DNA has been analyzed and interpreted, information
gleaned by the DTC-GT company is available for the customer to view by logging in
to his account on the company’s website. Information that is reported to customers
includes, but is not limited to: ancestry percentage, relative matches (including
predicted relationship), health predispositions, non-health related trait predictions,
and carrier status. Participants were asked to explain what piece or pieces of
information provided by the DTC-GT company revealed that their parent was not
their biological parent. Some participants responded with more than one piece of
information that revealed their NPE results (Table 3).
Table 3
Piece of Information That Revealed NPE Results
Participant Responses
Unexpected ancestry percentages
Lack of expected relative matches
Unknown close relative matches
Relative less closely matched than expected
Contacted by unknown relative
Mother’s confession
No match with BC father
Matched with biological father
Revealed by BC father

Count
(n=39)
11
8
7
4
3
3
1
1
1

% of Total Participants
(n=25)
44%
32%
28%
16%
12%
12%
4%
4%
4%

The most common piece of information reported was unexpected ancestry
percentages (n=11). Many participants sited more than one piece of information
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(n=12) that revealed their NPE results. This participant described discovering that her
ancestry percentage was unexpected and that a relative was less closely matched than
expected:
Well, the very first thing was that my half-brother and I completely did not
match and the second thing was I had grown up completely in a Christian
background and had absolutely no idea that I was 50% Jewish. Anyways,
those two were telltale signs. (Aida)
Four participants explained that the NPE results were not determined only by a piece
of information from the DTC-GT website, but were ultimately revealed by either the
biological mother who raised them (n=3) or by their BC father (n=1). In these cases,
the individual expressed to the parent that genetic testing had been done and revealed
something unexpected prompting the parent to confess.
First Thoughts/Reactions to NPE Discovery
Participants described the initial reactions they had when their NPE results
were discovered. Twenty different reactions were expressed. The reactions
participants expressed were predominantly negative. The most frequently expressed
initial emotion was shock (n=15). Other initial emotional or psychological reactions
included: anger (n=3), denial (n=3), distress (n=2), disbelief (n=2), overwhelmed
(n=2), surprised (n=2), concern for father (n=1), pity for mother (n=1), regret for
having taken the test (n=1), devastated (n=1), and traumatized (n=1). Lori described
the mix of painful emotions in reaction to discovering her NPE results:
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It's just really hard. It's a process, like when you first find out, it's really
devastating. You're very distraught, and everybody I know that say it's
happened to them, they're very distraught. It's very surreal in a negative way.
It's just like, "Is this really happening?" You just almost don't believe it,
because your whole life at that moment changes. (Lori)
Only two participants expressed positive emotional reactions to the NPE discovery.
Harvey expressed feeling “joy” and Marcus expressed “excitement”. Harvey
explained his positive reaction with further context:
My first reaction was I looked up at the sky, so to speak. I was in my office
and I said, "Thank you, ma. You gave me a different father." It really was a
joyful event because I won't mind telling you. He was an extremely abusive
parent, so this was a relief that I wasn't a part of his DNA. (Harvey)
The frequently expressed initial psychological reactions were confusion (n=5) and
doubt (n=4). Other initial thoughts included: confirmed suspicion (n=2), urge to
confirm results (n=3), and wanting answers (n=3).
Initial reactions of the three individuals who stated that one of their
motivations for pursuing testing was to confirm their paternity were as follows:
Caitlyn expressed experiencing denial and shock, Dominic expressed feeling shock,
and Marisa expressed experiencing shock and doubt. Although these individuals were
pursuing genetic testing at least in part to confirm paternity, all three participants
reacted with shock. Conversely, two participants, Sabrina and Alyssa, did not site
confirming paternity as a reason for pursuing testing and yet they both expressed
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reacting to the NPE discovery with confirmed suspicion. Based on these results,
whether individuals are motivated to test because they want to confirm parentage or
not, does not predict how they will react emotionally or psychologically to the NPE
discovery.
Some individuals expressed having a physical reaction to the NPE discovery
(n=4) including: almost passing out, having an out-of-body experience, crying, or
laughing.
The cases in which results were revealed by a parent, emotional and
psychological reactions did not differ greatly from those who found out some other
way. In these cases the parents are only revealing NPE information because the
discovery had already been initiated by their child. Desiree described the moment
when her mother confessed and her shocked response:
So, when she told me, it was like my entire world dropped out from
underneath me. Not only was that not something I would've expected from her
because the woman didn't even believe in divorce, and wouldn't leave her
horrible husband who cheated on her so many times because she just didn't
believe that that was the right thing to do in the eyes of God. Then to find out
that she actually had an affair as well. I remember being speechless for a very
long time. I couldn't even respond to her. (Desiree)
Many participants described having both emotional and psychological reactions when
first receiving NPE results. This participant described both the psychological and
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emotional burden of learning her NPE results while simultaneously feeling the relief
of discovering a lie that she never knew existed:
It just felt like this heavy weight was both being put on me and being lifted off
at the same time. It's hard to picture, but it's like truth being really, really
super heavy being put on me while the lie being removed. (Alyssa)
How Biological Parent Was Identified
Many participants had determined who their newly discovered biological
parent was by the time interviews were conducted. Some of these individuals sought
out to identify their biological parent (n=14) and some were given the information
before having the chance to decide whether they wanted to find out or not (n=6). Of
those who purposefully sought out to identify their biological parent, the majority
were determined through close relative matches (n=9). Others used information from
a family member (n=3), Facebook (n=2), or other online resources (n=1). Of those
whose biological parent was identified for them, the information was revealed either
by the biological mother (n=2), when individuals matched directly to their biological
fathers on either the original or subsequent DTC-GT websites (n=2), or when new
relatives reached out to them through a private message on the DTC-GT website
(n=2). For 20% (n=5) of participants, their biological parent has not yet been
determined (Figure 3).

NUMBER OF PARTICIPANTS
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IDENTIFICATION OF BIOLOGICAL
PARENT (N=25)

14

6

Voluntarily identified

5

Involuntarily identified

Figure 3. Proportion of participants who have or have not identified a newly
discovered biological parent either voluntarily or involuntarily.

Theme 2: Immediate Reactions to NPE Results
First Person With Whom Results Were Shared
For some individuals their NPE results were apparent to them right away. For
others, the information suggestive of the NPE discovery were discussed with spouses,
friends, or family members before the results were fully acknowledged (Table 4).
Most individuals discussed their NPE results with their husband or wife before
anyone else (n=16, 64%). None of the participants reached out to their BC fathers
first.
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Table 4
The First Person With Whom Participants Shared Their NPE Results
Person
Spouse
Friend
Sibling
Mother
Child
Maternal family member
BC family member

Count
16
3
3
3
2
2
1

% of Total
64%
12%
12%
12%
8%
8%
4%

Response of Biological Mother to NPE Discovery
Of all individuals informed of the NPE discovery, the most complex and
varied reactions were from the biological mother. Most mothers had a series of
responses that emerged over time. There was no common or predominant response
from mothers after NPE results were revealed to them. Instead, mothers’ responses
included from one to four of the following reactions in a variety of combinations that
were expressed over time (Figure 4).
Participants described the variety and complexity of their biological parent’s
response to their NPE discovery. One participant’s mother responded with hesitation
followed by honesty followed by denial. He described the moment his biological halfsister started giving him information about his birth father and how his mother’s
denial was expressed:
My (half)sister said, ‘You know, our dad had all these photos of you,’ and she
started showing them to me. I'm like, ‘Wow!’ He had my baby photo up until
my high school graduation photo. He had all this information. I looked at my
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mom and I'm like, ‘Well, how did he get all this?’ My mom was still in denial,
like, ‘I don't know. I don't know how he got it.’ She still didn't admit it to
herself that they had been in contact. (Anthony)
Confession/Affirmation (n=8)
Denial (n=7)
Evading discussion (n=5)
Trail of breadcrumbs (n=3)
Withholding information (n=3)
Emotional response (n=3)
Unemotional (n=2)
Hesitation (n=2)
Honesty (n=2)
Anger
(n=1)
Lied
(n=1)

Figure 4. Responses of biological mothers to the revelation of the NPE discovery.
Desiree’s mother responded with denial, then a confession, followed by an
emotional response and evading discussion. While her mother revealed the truth she
wanted to know regarding how she was conceived, Desiree ended up learning more
about her mother’s experience than she was expecting:
I said, ‘I understand that you didn't have DNA testing at that time in the 70s,
but in your heart you knew.’ She denied that as well, until when she came to
visit another time. She showed me a letter that she had written to my dad who
raised me but never gave him. She did all these journal entries and letters, and
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she really wanted me to empathize with her at that moment in time. So I'm
reading some of these, but this letter in particular talked about being pregnant,
and it talked about the mistake that she had made and that she wanted to have
an abortion. I looked at her and I said, ‘You wanted me to read this one?’ She
said, ‘Well yeah, I wanted you to see how I felt.’ I said, ‘Okay, so you know
that that's me that you're talking about right there.’ She said, ‘Well obviously I
didn't do it.’ (Desiree)
Lori’s mother responded by lying followed by honesty:
I told her that I forgive her if she tells me the truth, and if she lies to me, I'm
done, so I gave her an ultimatum. The first time she lied to me and I said, “I
think you want to hang up the phone and you want to think about this. because
it's DNA. It is 100% accurate, so you can't get out of this, so why don't you
hang up the phone and think about it and come back and be honest with me, if
you want.” She came back and admitted to it. (Lori)
Natasha described her mother’s complex response that progressed from denial to
confession to anger to a trail of breadcrumbs:
She was crying, almost angry about it when she told me. I feel like she didn't
have much details or wasn't ready to give many details. Then, when I started
looking into it more she had some details, like the doctor they used and that
we lived in San Francisco, and that's where the doctor's office was that they
went to. Just little things as the time passed from her initial telling me she was
able to talk a little bit more about it. (Natasha)
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Feelings Towards the Biological Mother
In all cases except for one, the biological mother was the parent implicated
for keeping the individual’s NPE information a secret. Feelings participants had
towards their biological mothers after the NPE discovery were explored. The
predominant emotion reported was anger (n=11, 44%). Other negative feelings arose,
but so did reactions of compassion, understanding, pity, respect, mercy, and
forgiveness. This participant described his decision to forgive his mother:
Personally, like the thing that I told my mom straight up was, "You know
what? I don't know how much time we have." I'm 49 right now. At the time I
was 48. I just said she's 75. "Tomorrow's not promised. I don't know how long
we'll have together, but I don't want to spend the rest of my life being angry or
mad at you," so I had to forgive her right away. Like I said, I just worked
through all of that. (Anthony)
This participant expressed feeling pity for her mother, a mixed emotion that contains
both negative and empathic connotations:
I think I pitied her. I know it's not about me. Ultimately, it's about the child
she conceived, and that happens to be me. It has nothing to do with who I am.
I do. I pity her. So much to the fact that I don't really care to even see her in
her nursing home. It's not because I'm angry. I have nothing in common with
her anymore. It goes against everything she stood for. I do. I pity her. I think,
mom, shame on you. You spoke one thing and did another. It makes no sense.
(Renee)
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In total, 40% (n=10) of participants had negative feelings only, 20% (n=5) had
positive feelings only, 24% (n=6) had mixed feelings, and 16% (n=4) felt neutral
toward their mothers.
The mother’s response to NPE results and the individual’s feelings toward
their mothers were compared and contrasted. How the mother responded did not
appear to impact whether individuals felt negative, positive, a mix of feelings, or
neutral toward their mothers. On the other hand, amongst participants whose mothers
were deceased (n=8) (and therefore could not give any response to NPE results) the
majority felt anger toward their mothers (n=5). This participant explained how she
felt toward her deceased mother and what she would have said to her if she had had
the chance:
Investigator: “I'm wondering how it has felt, not being able to share this with
her.”
Participant: “Hurt. I was really angry and hurt. Those are the two emotions
that I had because of what happened. Anger towards my mother for not being
truthful because she could have said something after my father passed away.”
Investigator: “What would you have liked to say to her?”
Participant: “Who is my father? Why wasn't I told this after he passed away?
And I guess, how dare you make my life miserable. You had this secret all the
time and you weren't perfect either.” (Imogene)
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Desire to Reveal NPE Discovery to the Birth Certificate Parent
For the participants whose BC parent was deceased when NPE results were
discovered (n=10), 50% (n=5) had no desire to reveal NPE results to them, 30%
(n=3) wished they could have revealed NPE results, and 20% (n=2) did not express
their desire to reveal results.
One participant accepted that she would not be able to tell her deceased BC father her
NPE results:
It's probably good. No good would have come with this conversation. There's
no way it would have been a good conversation. As hard as our relationship
was, we ended on a good note, and so that's probably the best that could have
happened in this situation. (Denise)
For the participants whose BC parent was living when NPE results were discovered,
47% (n=7) both desired and followed through with revealing NPE results, 13% (n=2)
desired telling but did not reveal NPE results, 27% (n=4) had no desire and did not
reveal NPE results, and 13% (n=2) had a BC parent who was involved in the NPE
discovery and therefore their desire to reveal results was not applicable. For the two
participants who had the desire to reveal results, but chose not to, one did not tell
because her BC father was elderly and had dementia and the other did not tell because
her mother requested she keep the results a secret (Figure 5).
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DESIRE TO TELL NPE RESULTS TO
LIVING BC PARENT (N=15)
N/A
13%

Desired/Revealed
47%

No Desire/Not
Revealed
27%

Desired/Not
Revealed
13%

Figure 5. Participants’ desire to reveal NPE results to their living BC parent and the
action they took.

One participant explained how she came to the decision to reveal her NPE
results to her BC father:
I didn't know how I was even going to look at him because it was so
emotional and I just felt like I was keeping this chain around me. I just felt
like I was drowning. I'm like, "I can't do this. I can't keep a secret like this
because it's not right," and I'm just not that kind of person that I can do that. I
can't. (Hannah)
Response of Birth Certificate Parent to NPE Results
The majority of NPEs either cannot or have chosen not to reveal NPE results
to their BC parent (n=15). For those who have revealed their NPE results to their BC
parent(s) (n=10) reactions varied. Some BC parents had multiple reactions, but they
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were generally less complex than the reactions of biological mothers as discussed
previously. BC parent responses included from one to three of the following
reactions:
Shock (n=4)
"You're still my baby"
Expressed their relationship would not change (n=4)
Unexpressive (n=3)
Distress (n=2)
Sadness (n=2)
Confirmed
suspicion (n=1)
Accepting
(n=1)

Figure 6. Responses of BC parents to NPE results.

The only reaction that some BC parents and some biological mothers both had
to NPE results was a lack of response (unexpressive). Otherwise, BC parents had
reactions to learning NPE results that were comparable to participants. As mentioned
in Figure 6 above, some BC parents as well as some individuals reacted with shock,
distress, and confirmed suspicion.
One participant discovered he was adopted and that both of his parents were
BC parents. Their reactions to his NPE discovery were more akin to the reactions of
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biological mothers who were keeping their child’s true parentage a secret from the
rest of the family than the reactions observed in BC fathers.
NPE Results and Shame
In some interviews feelings of shame in reaction to the revelation of NPE
results were discussed (n=8). Some individuals expressed feeling personal shame
since learning their NPE results (n=4). This participant explained where she believed
her feeling of shame came from:
And I feel in a way, I bear my birth mom's shame for it. I carry the guilt for it,
as if it's my fault. It's embarrassing to me that she didn't know who my father
was. And that she felt, I think that she chose probably the best story that she
had, and went with him. (Rachel)
Other individuals discussed either their mothers (n=3) or another family member
(n=1) experiencing shame since their NPE results were revealed. This individual
described how her NPE discovery unmasked her mother’s feelings of shame:
She was hysterical. She couldn't stop crying. I can't say that she and I have
always been close, but we've always been consistent… She's not very warm,
per se. She always kind of held me at arm’s length, but she always cared in
her way. But the first thing I said to her was that, if you need to hear that I
forgive you, then I forgive you. But she was so concerned about the shame of
having an affair. (Desiree)
In multiple ways, participants advised new NPEs not to take responsibility for
something they had no control over. While learning NPE information reflects greatly
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on their parent(s)’s choices and actions in life, being an NPE is not a choice and
letting go of any shame or responsibility was encouraged.
The mantra I've told everybody is “Their secret is not your secret to keep.”
Don't feel bad. You don't have to bear the burden that they've suddenly thrust
on you where you have to keep my secret a secret. No, I don't. That was your
choice to do. That's not my choice to do. If you want to, great, but don't feel
an obligation to be burdened down with this just because they didn't want to
tell anybody. (Bret)
One participant explained her awareness of the shame that can come with the
discovery of NPE results and her reason for not taking that shame on:
It's not our fault and it shouldn't be up to us to protect our parents, whether
your dad would be devastated because your mom had an affair or whatever.
Whatever it is. It's not my fault. I didn't make these choices and I'm not going
to own that for someone else. This is not an uncommon thing. That does not
make our moms bad people. It does not make us bad kids. I'm not going to
focus on the part where I am a product of a one night stand of drunken
teenagers. It's not my fault. I also think that it just shouldn't be stigmatized for
anybody. It just is what it is. It's life. It's life. This has been happening since
the beginning of time. (Jodie)
Theme 3: Reconciling Past Relationships and Experiences
The quality of relationships and experiences between individuals and their
parents prior to the discovery and revelation of NPE results were expected to be an
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important factor on how those relationships would be impacted by NPE results.
Exploration of past experiences and relationships revealed notable commonalities
between many participants.
Inkling That Parent Was Not a Biological Parent
While most participants did not site confirming paternity as a reason for
pursuing genetic testing, 56% of participants (n=14) expressed having an inkling
before receiving NPE results that their parent was not their biological parent.
Participants described this inkling with various levels of awareness. For some
individuals this inkling was consciously considered at some point in their lives and
for others, this inkling was subconscious and only recognized after receiving their
NPE results. One participant, who had not pursued genetic testing with paternity on
her mind described what becoming aware of this inkling was like for her:
I found something I didn't know I was looking for, and it made me realize that
I actually was looking for it forever. (Karen)
Five participants (20%) described having a strong inkling that their parent was not
their biological parent. One participant described this inkling as integral to his overall
strained relationship with his father:
Well, I would say subconsciously, but, consciously, I knew I was afraid of
him, and I just knew he was wrong. I just knew he was wrong for me. That
consciously, every day of my life with him, I knew. I just knew he wasn't
right. He wasn't right for me, not just his behavior, but I just would look at
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him constantly and say, "This is not my father." So, yeah, consciously, I did
know it, yeah, as I think about it. (Harvey)
Harvey’s instinct that something was amiss between him and his father correlated to
the strained relationship he had with him growing up, previously describing him as
“an extremely abusive parent”. On the other hand, Dominic described his father in a
positive way and still acknowledged his strong inkling that he was not his biological
parent growing up:
So growing up I would just get gut feelings that... And I'd look at my dad.
We'd be eating dinner on a weekend or something and I'd look at him and... It
didn't happen very often, but every once in a while I'd think, “I don't think I'm
related to that guy”, even though he was the best dad in the world as far as I
was concerned. (Dominic)
Similar to Dominic, the quality of Perry’s relationship with his father did not correlate
to the strength of his inkling. However in Perry’s case he had a strained relationship
with his BC father and no inkling. When asked if he had an inkling his father was not
his biological father he responded:
I didn't. But I can tell you that me and my father never had a good
relationship. We never got along... not that we hated each other or anything
like that. I mean, we're always around each other and whatnot, but we just
never saw eye to eye. And when I found out, I kind of put it together that ...
I'm pretty sure my parents knew. (Perry)
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While Perry had no idea growing up that his father was not his biological father, he
drew a connection between their strained relationship and his father’s presumed
awareness of his nonpaternity.
Notably, many of the participants who expressed having an inkling that their
parent was not their biological parent, still reported feeling shocked when they
received their NPE results (n=11). As expected, participants who had no inkling
(n=11) all felt shock. Only three participants described having an inkling and not
experiencing shock when they received their results (Figure 7).
This participant described the experience of both having an inkling and
experiencing shock when she received her NPE results:
So I did have an inkling, and in fact, when I was waiting for my dad's test
results to come back oddly, and I feel sort of guilty saying this, I wanted it not
to be him. So there was something there that knew, in ways that aren't easy to
explain, but still it was shocking. (Karen)
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Inkling 11 Shock
3
11
Figure 7. This venn diagram represents the number of participants who experienced
shock and no inkling (n=11) or had an inkling and no shock (n=3) or both
experienced shock and had an inkling (n=11).

Clues From the Past That Parent Was Not a Biological Parent
To further explore the factors that may have contributed to either a conscious
or subconscious inkling that individuals were growing up with a nonbiological parent,
participants were asked if there were any clues from the past that their parent was not
their biological parent. Most participants acknowledged and described clues from
their past (n=21, 84%). Even the majority of those who reported having no inkling
before receiving NPE results were aware of clues. Only four of the eleven participants
(36%) who had no inkling their parent was not their biological parent reported being
unaware of any clues.
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Many participants expressed not fitting in with the rest of their family, in
appearance and/or personality (n=13, 52%).
I have always looked a little different from my family. But my assumption
was just that I just had recessive genes. They were all blonde hair, blue eyed,
and I was olive skin, brown eyes, brown hair. I've always been different
personality wise as well, a little more fiery, a little more feisty than my family
that I grew up with. (Desiree)
Some participants expressed both a sense of not fitting in with the ancestry they were
raised believing was their own, as well as having an affinity to the ancestry that they
later discovered was their biological ancestry.
My [birth certificate] father's family, his ancestors, his grandfather, they were
German. And I never felt any kind of connection to their culture, or their
religion or them. And I just felt like I didn't fit. And then when I was older,
and I started traveling, and when I traveled to places I was drawn to, were
Ireland and Greece. And it turns out my father is Greek, my mother is Irish.
And that's part of why it was like, oh yeah, this makes sense. But I feel like I
spent most of my life in shoes that didn't fit. And it makes sense now. And I
look back at pictures when I was young and I think, yeah, of course I was
Greek. It was kind of obvious. (Karen)
Other participants recalled hearing rumors in the past from other family members
questioning their father’s paternity (n=6, 24%). Most reported dismissing these
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comments right away while others considered the implications, although not
particularly seriously.
When I was a kid, my stepmother made a comment to me once that, “Well,
you might not even be your father's daughter.” And it was implying that my
biological mother was free-spirited. And I was a teenager and she said it and I
didn't really... Of course, it stuck in my head, but I didn't necessarily think
about it too much because I thought she was just being mean. (Hannah)
Other clues related specifically to the relationship participants had with their BC
parent; either that the relationship was strained or that there was a sense of being
different from their BC parent (n=7).
I made very good grades and wanted to go to medical school and he just
basically poo-pooed me off about that. My mother never spoke up. It was just
so strange to me that I remember being scared to say anything else about it
and sort of wondered why. Why would he not want me to excel when he knew
that I was really doing quite well in school. (Aida)
Treated Differently Than Siblings
Of all the 25 individuals who took part in this study, 23 were raised with
siblings. In a few families, the other siblings were also NPEs, but the majority were
half-siblings biologically related to both parents. Some NPEs expressed being treated
differently from their non-NPE siblings (n=7).
Some NPEs made a connection between their father’s awareness of his
nonpaternity to the way they were treated by their BC fathers:
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I have a younger half-sister, that's definitely his child. She's done the DNA
test too. There just to me seemed like times that there was a favoritism. It
wasn't real blatant, but there just were times. (Aida)
For other participants, it was their mothers who treated them differently from their
non-NPE siblings:
And so it hit me real hard and then I come to the realization, that's why my
mother beat me and treated me bad and cussed at me and I was the black
sheep and I was horrible and all that stuff. All my life. (Dominic)
For many individuals who experienced being treated differently by their mothers,
their NPE results were described as an explanation for their mother’s behavior toward
them.
Quality of Relationship With the Biological Parent Before NPE Results
Of all participants, 60% (n=15) expressed having a strained relationship with
their biological mothers. Some mentioned it briefly in passing, reporting their
relationships as “toxic” or that they “never got along”. Other individuals reflected on
their strained relationships with their mothers and how that contributed to the impact
of learning their NPE results.
One participants described how learning her NPE results contributed to her already
strained relationship with her mother:
My mom. Sheesh, it's a pattern now. I now know for this type of situation.
And we had issues, many issues throughout my life and my aunt was always
like a mom to me. (Denise)
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Another participant explained the negative impact learning her NPE results had on
her given that her relationship with her mother growing up was strained:
I guess I should start by saying my mother was an alcoholic and we never got
along. The fact that the man I thought was my father is no longer related to
me, made me feel like an orphan. (Imogene)
This participants described the negative interactions she would with her mother
regarding her birth certificate father growing up and the betrayal she felt after
learning her NPE results:
I was happy to go to college and not live there anymore. I'm not close with my
mom. And the comments she made to me, the way she made me feel for being
[my birth certificate father’s] child, only to find out that she knew the entire
time. (Janelle)
Five participants (20%) described having healthy relationships with their mothers.
For them, not only was the NPE result shocking, the fact that their mother kept the
information from them was also unexpected.
It was really surprising and my mom and I are very close so I was almost
more hurt that she never told me than the actual secret itself. (Natasha)
Theme 4: Relationship Changes After NPE Discovery and Revelation
Participants were asked questions about how their relationships with family
members have changed or been impacted by the revelation of NPE results.
Relationships between the NPE and biological parent, the NPE and BC parent, the
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NPE and other family members, as well as the impact on family dynamic as a whole
were discussed.
Impact on Relationship With Biological Mother
Of the participants who discussed NPE results with their biological mother
(n=20), the impact on their relationship was categorized as either “positive”,
“negative”, “mixed” or “no impact” The rest of the NPEs had mothers who were
deceased before NPE results were discovered (n=5) or was not raised by either
biological parent and therefore did not fit into this category (n=1).
Most individuals (n=10) described NPE results as having a negative impact on
their relationships with their mothers. The rest expressed no impact, a mild positive
impact or a mixed impact of NPE results on their relationships (Table 5).
Table 5
The Type of Impact That NPE Results Had on Individuals' Relationships With Their
Biological Mothers
Type of Impact
No impact
Negative
Positive
Mixed

Count (n=19)
6
10
1
2

% of Total
32%
53%
5%
10%

Most individuals who described their relationships as not being impacted had
relationships that were strained to begin with. One participant described how her NPE
discovery had no impact on her relationship with her mother:
We do not have enough time to talk about my mother, but... She's an odd
duck. I've done a lot of work to overcome my childhood before all of this. It's
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a love/hate thing. It's weird. I don't know how to explain it, but it hasn't
changed anything. It's all still the same. (Jodie)
This participant, whose NPE discovery had a strong, negative impact on her and her
mother’s relationship explained how her view of her mother has changed and how her
NPE discovery has impacted their relationship:
You know, it was surprising to me, but then in some ways not, and it just
makes me realize that maybe she's much more of a secretive person than I
initially thought. And I hate to call her a liar, but I think she's a liar. And it's
really, I told my best friend recently and my therapist, it's really damaged our
relationship. (Marisa)
When participants were asked what the most negative impact of the entire NPE
experience was for them, the most common response was the adverse effect on their
feelings toward and relationship with their biological mothers.
I just resent how she treated my, who I thought was my biological father. I
resent how she treated me. And so by far the worst thing is ... it already wasn't
a smooth relationship. It didn't get any better. (Janelle)
Impact on Relationship With Birth Certificate Parent
For many participants, their BC parent was never told NPE results, either
because they were already deceased (n=7) or the participants chose not to reveal their
discovery (n=3). For the rest of the participants (n=15), the impact of the NPE
discovery on their relationships with their BC parents was categorized as either
“positive”, “negative”, “mixed” or “no impact” (Table 6).
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Table 6
The Type of Impact That NPE Results Had on Individuals' Relationships With
Their Birth Certificate Parents
Type of Impact
No impact
Positive
Mixed
Negative

Count (n=15)
6
4
2
3

% of Total
40%
27%
13%
20%

The most common response was that the results had “no impact” on their
relationship (n=6). However, 50% of participants who responded that there was “no
impact” were also not raised by their BC fathers. This participant explained why
learning NPE results was unimpactful on their relationship and yet a potential
explanation for her and her other donor-conceived siblings’ estrangement from their
BC father:
None of us have a relationship with him anymore. It almost was like that
made it feel a little less painful. That maybe that was why, even though
growing up we had a great relationship. (Natasha)
More participants reported that NPE results had a positive impact on the relationship
with their BC fathers (n=4) than on the relationship with their biological mothers
(n=1). This participant described how revealing her NPE results to her BC father has
brought them closer because their relationship is now based on a desire to connect,
not a biological responsibility:
I visited him every Sunday, I do a lot for him. And I think that it feels like he's
even happier now when I come see him because I think now he knows that's a
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choice and not an obligation. And so, in a weird way, I think we're closer.
(Denise)
Other participants described their relationships being positively impacted because of
the shared experience of being lied to and discovering the truth together. This
participant describes how he and his BC father have bonded over the discovery of his
NPE results:
I think just big picture-wise it's a shock to both of us, so we're both
experiencing it. It's not either one of our faults, so we're both victim. We're
both receiving this news, and we're both shocked by this news, so I think that
there's a sense of empathy for both of us that it's helped break down some of
maybe not communication, because obviously we're not really communicating
about it, but some of the emotional barriers between us, so when we have
spent time together, it's been less tense and just more carefree, more
consistently, other-focused instead of self-focused. Just because I think we
both understand. Yeah, we're both going through a really difficult thing right
now, so how can we care for each other in the midst of this? (Marcus)
Impact on Other Family Members
Some participants discussed the impact that their NPE results have had on
other family members including spouses, children, siblings, and stepfathers.
This participant explains the negative impact this experience has had on her
husband who gave her the DTC genetic test as a gift and has seen the impact that
learning her NPE results has had on her.
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He felt really, really bad because he bought it for me as a gift and I think he
still feels bad. I think he'll always have that guilt, because in hindsight, I
would never have done it if I thought it. I never would have wanted to know,
but it's not his fault. It was all in good ... It's just not his fault. (Lori)
The impact of NPE information on participants’ children was mixed. For some, their
children took the news well and did not demonstrate emotional or psychological
effects. Other children of NPEs had similar reactions to NPE results as their parents
including: shock, denial, adapting to a new ethnic background, letting go of an
ethnicity they previously identified with, and losing a sense of connection with the
BC father’s side of the family.
My older daughter has spent more time with my [birth certificate]dad and so
for her, it was a little sad in the sense that... His wife always used to make
comments about, ‘Oh, you two are so much alike. You're so much alike. You
can tell you're related.’ Just silly things, like the way they ate their corn and
stuff like that. Or their attitude or things that my daughter would do that
would remind her of my dad. She'd make it relatable. For her, losing that
biological connection for why they did the same things was a little bit sad for
her. (Hannah)
Three participants shared that due to their NPE discovery, their siblings subsequently
discovered they were also NPEs. One participant’s brother has not communicated
much about his NPE discovery and so the impact of his results is unknown. Another
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participant’s discovery that she was conceived through sperm donation implied that
her two siblings were also conceived this way.
So, my decision to do this kind of disrupted other people's lives as well. It
started a ripple effect. (Natasha)
One participant describes how his sister has been implicated as an NPE by his results,
but is choosing not to pursue any confirmation for herself.
And actually, one of my siblings that I've talked about it with quite a few
times, she [has the same blood type as me], and I've told her, I says, “You got
an issue too.” And she's 70 years old, so she's like, “I know who my father is,
and I don't need no DNA testing.” And I explained to her about the DNA.
She's not naive, she works in a hospital, so she's just, “I don't want to know.”
(Perry)
Participants also brought up the effect this discovery has had on their stepfathers. For
many of them this was the first time hearing that their wives had had an affair on their
previous spouses which resulted in a feeling of betrayal.
It affected my stepdad a lot too, because they'd been married 15 years or so
and to him, you could see, if he vocalized this later, but to him, his wife had
hidden something from him for 15 years. (Janelle)
Impact on Family Dynamics
When participants were asked to describe the impact their NPE discovery has
had on their family dynamic as a whole, most focused on their original family while
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some others described the challenge of bringing newly discovered family members
and original family together.
My brother is still having a hard time accepting it, and he doesn't want to have
anything to do with my new sister. I told him that she's great, she's been
helpful, she's been telling me all about my dad, and he's like, “I don't care. I
don't want to meet her. I don't want to know.” That is hard for me to hear,
because I feel like I want to let everybody in. Otherwise, it's like I have this
compartmentalized family now where, okay, I can hang out with my sister but
I can't talk to my brother about her. Just it's hurtful to me. I don't understand.
(Anthony)
A common description from many participants was a sense of “awkwardness” when
discussing new family members with original family that has impacted dynamics.
We had a single conversation two days after I found out I was adopted. We
don't talk about it anymore. They don't like to address that. There's some
awkwardness there as I'm getting to know other new people in my family, but
I can't really openly share that or at least they don't seem open to me sharing
that with them. It creates a little kind of weird tension and awkwardness where
I'm keeping secrets not because I feel like I want to keep secrets but because I
feel like they don't want to hear it. (Bret)
Others described a negative impact on sibling dynamics due to the lack of
communication or support from their siblings regarding their NPE experience. Again,
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the theme of “awkwardness” came up when this participant described how her sister
handled learning about her NPE discovery and how that impacted their relationship:
I think I was a little bit hurt because right when I found out, only one of my
sisters talked to me. The other sister, who I was really close with as a child,
she never reached out to me, never checked on me or anything for two weeks
or so. So that hurt me, but when I brought it up to her, she just said, “I just
didn't know how to approach it with you or I didn't want to make you more
sensitive or anything.” So it's kind of a little bit awkward for them, I think.
Awkward for both of us, but we know that it just is what it is and we're still
always going to be family. (Caitlyn)
This participant described how his siblings have evaded discussing the significant
impact his NPE results have had on him:
Well, it's changed my life, I mean, dramatically. But, my siblings, like I said,
they mostly don't want to talk about it. It's kind of like, “It's done,” “It's over,”
“Let's forget about it.” (Perry)
Another participant explained the impact learning her NPE results has had on how her
siblings define their relationship to her and her dissatisfaction with these new
definitions.
My one brother had made a comment about my biological brother being my
real brother. And I told him, “What does that make you, my fake brother?”
And he's like, “You know what I mean.” And I'm like, “No, no I don't.” I'm
like, “I have known you my entire life. If that doesn't make a real brother, I
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don't know what it is.” It bothers me. I don't like the labels. I don't even like
when my biological brother says “Half.” We're the closest biological people
that we know. And he's just my brother. So why do we have to be half? Why
do you have to diminish it? (Rachel)
Theme 5: Connection to Newly Discovered Family Members
The connection or lack of connection to new family was explored with
participants, the majority of whom (n=22) had reached out to new family members
after learning their NPE results. Participants described a range of motivations,
experiences, and lasting impacts of reaching out to newly discovered family.
Motivation to Reach Out to New Family
Participants gave multiple reasons for wanting to meet new family including
learning about family medical history (n=9) and making a connection with new
family members (n=7). The most common response was for a sense of belonging
(n=10).
And my whole life I've always clung on to tiny things that make me feel like I
belong. Like, "Oh, I have my dad's nose," or little things that ended up not
even being real or significant, but I think if I found at least a picture of
whoever my biological father is, it would just help me kind of have a sense of
belonging. Like, "Oh, that's why I look the way I do," kind of thing. I'm not
sure if I'm interested in pursuing a relationship though, because I love the
father who raised me. (Caitlyn)
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Participants were also motivated by general curiosity (n=5) and wanting to know who
they look like (n=2). This participant explained that his motivation to meet new
family was to fulfill a general curiosity as well as to determine the origin of some of
his physical traits.
This process that I'm going through, for me it's an academic exercise. It's to
satisfy curiosity. Why does anybody pick up a textbook that has a curious
mind to read about any subjects? You know, it's all about filling in the blanks,
getting, getting a little bit more information. And it might explain why my
hair is the color it is. My skin is the color it is. And it might even explain a
little bit of my personality, you know? (Charlie)
Some participants were motivated by a desire to re-establish their sense of
identity (n=4). When asked her motivation for meeting new family, this participant
described both wanting to better understand her identity as well as having a deepseated desire for belonging.
I want to know more about what makes me, me. I believe in a balance
between nature versus nurture. There are things about me that I don't see in
my nature. Right now, I have a surge of, and I have for quite a while, even
before finding out my DNA results, I have felt like a helium balloon that is
lost in the stratosphere. I don't feel home, I don't know where I belong, I feel
lost, and I have for quite a while. I don't feel like the country girl that I was
raised to be. That's led me to running away from my hometown numerous
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times, but I don't seem to be able to find a place where I feel home enough to
settle my roots. (Alyssa)
Another motivation participants reported was to find out more information about their
newly identified biological parent (n=3). This participant describes meeting his sister
for the first time and explaining his reason for wanting to meet her.
“My name is Anthony,” and then her whole face just changed. She just said,
“You know dad told me you might come look for us one day.” [voice
quivering] And so he had hypothesized that that was going to happen. I said,
“Yeah, I know he passed away.” I said, “I just want to know what type of man
he was. What was he like? What were his characteristics? What did he like to
do?” I said, “I'm not here for any monetary gain. I don't want anything except
knowledge.” (Anthony)
Six participants described reasons why they did not want to reach out to new family
including being discouraged by other stories of rejection from other NPEs and not
needing to meet their biological fathers since they already had a relationship with the
father who raised them. Three of these six individuals had not reached out at the time
of the interviews and three had attempted to reach out and were expressing their inner
conflict. One participant explained that her inner conflict about whether to reach out
to her sibling or not was because of a warning from her newly discovered cousin.
I'm just going to wait a little bit after the holidays. The thing is, I don't want to
stir the pot. I'm very torn because my cousin Peter said that they're not going
to accept me, and if I reach out to Adam then I'm stirring the pot. I'm a people
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pleaser, so I'm not doing it because I've been asked not to, and I feel it's really
unfair that I was told that, and I don't know what to do other than not do
anything and hope that Adam finds out about me. (Lori)
Some participants decided not to reach out to new family out of respect for their BC
fathers. This participant’s BC father had been the one to suggest she do the genetic
testing in the first place and held such guilt about the outcome that she has chosen not
to reach out to new family so as not to cause him anymore hardship.
My birthday gift to him last year was that I was not going to pursue any
biological family. It has almost destroyed him. He is so sad about it. Almost
every time he sees me he's so apologetic in that he wanted to pursue this and
why did he do that? Not in a woe is me, he's so sad. He has seen the pain it
has brought me. He's so sad that this happened. (Renee)
One participant in this study learned that his conception was due to rape. This
information about his biological father complicated his desire to reach out to new
biological family. He described his mixed feelings about identifying his biological
father and the sense of control he imagined feeling to identify him and have the
power to choose whether or not to reach out.
Whoever this guy is, there's some health stuff in his genetic background, so
part of me just wants to understand that better, but then there's also just the
more metaphysical question of. ‘If I do find out who this individual is and he's
still alive, what do I do then?’ Yeah, I prefer, because I've had no control over
any of this, I would like at least to have the control or the ability to make a
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choice over whether or not I talk to him, so I can't have that choice until I
know who it is. That's a part of my inspiration for trying to figure out who it
is. (Marcus)
Experience Meeting New Family Members
Of the 22 participants who met new family members, 41% (n=9) had
completely positive experiences. In fact, meeting new family stood out in many
participants’ minds as being the most positive impact of their NPE experience. Many
who have had positive experiences meeting new family members described it as an
unanticipated gift.
At this stage of my life, most people only gain family by having
grandchildren. And I can say that this is an absolute gift, and has been the best
thing that could've happened. Apart from meeting my husband, it's absolutely
the best thing. I know this is very troubling for a lot of people, but I wouldn't
trade it for anything. (Karen)
Another 41% (n=9) of participants described meeting new family members as a mix
of both positive and negative experiences. A common explanation was that new
family members have been receptive, but that a more meaningful connection was
lacking.
For me, I do have that question. Was I really being honest about what I was
looking for when I said, “Just stories?” Because there is a sense of not getting
enough. I wish they would ask me questions. I wish they'd say, “Well, what
did your mom look like?” (Harvey)
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This participant described her mixed experience meeting new family members and
again the theme of “awkwardness” came up when describing their interactions.
I tried to move to the town where my grandparents lived and I tried to connect
with my biological family, and while a couple of them are also trying to
connect with me, it's like going on one of those awkward blind dates where
you just don't know where to start. You don't know what to talk about. You're
talking to a perfect stranger that you should have grown up with, and there's
that sense of awkwardness about it and you're afraid to really express yourself
because you're afraid that this person is going to be disappointed to be related
to you. It's like a blind date where you really, really want it to work out. You
need it to work out, but you're afraid that you're going to just completely botch
the whole thing. (Alyssa)
For many participants, while the experience of meeting new family was positive, that
fulfilled connection also represented a loss. A significant amount of time in their lives
had gone by without knowing each other existed, and so these newfound relationships
are bittersweet.
It's all over the place. You're happy. You're so excited. I'm so excited to meet
these people that I'm related to and it's so sad that I've missed out on this much
of it with them. Every decision in your life. Everything that happens in your
life. There are so many different times that, had I known that they were there,
that they existed. That I could have shared my life with them. It's a big, hard
pill to swallow. (Hannah)
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Recognizing Similarities With New Family Members
One of the most satisfying aspects of meeting new family members was
discovering the striking similarities they had with each other. Many participants
described the satisfaction of sharing a similar physical appearance with someone else
after growing up with family members whom they did not resemble.
Growing up, I was just always so different. Different than all my cousins and
my sibling. I'm not like my mom. I certainly wasn't like my dad. I just never
understood. My brother is 6'1", 150 pounds and blonde, and I am none of
those things. I just thought God hated me. My (new biological) cousin Jackson
sent me a picture of that 4th of July, when all the siblings were together and I
saw my Aunt Susan. I'm like, ‘Oh my god. I look just like her.’ I had never
seen anyone that looked like me before. (Jodie)

It was absolutely mind blowing. I had been through that with my mother
before when I saw a photo of my mother after 50 years of no contact, but this
was more powerful. Somehow. It was stunning. I remember, I'll never forget
actually when these cousins sent [me photos] by email, and I opened the
message and I scrolled up. I pretty much saw my face looking back at me. It
was wild. It was just mind blowing, and incredibly satisfying. (Karen)
Other participants discovered unexpected similarities including personality traits and
common interests. This participant had the same hobby growing up as both her father
and grandfather.
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And we both played the saxophone in high school and stuff like that, that just
it was a real head scratcher. I don't know why I wanted to play the saxophone
growing up. Oh, and his grandfather also played saxophone, so it's in the
family. (Marisa)
Participants Who Cannot or Have Not Met Their Biological Parents
Most participants had not made contact with their newly discovered biological
parents before their interviews (n=16). Ten of these participants discovered that their
biological parent was deceased. The impact of discovering a deceased parent was
often negative (Table 7). These participants described feelings of regret, loss, and
disappointment that they would never have the chance to get to know their biological
fathers.
I felt like I waited too long. For me, being someone that found a parent that
had died, I felt really guilty and I felt just sad that I found out too late. [voice
quivering] Maybe had I done [the genetic testing] earlier, I would have
detected earlier and been able to contact him and put everything together.
When I went on Facebook and I looked for him, I found him. He had a
Facebook account. Then I found out he had died in 2015. This was all in 2018,
so he had died three years before. That made me feel even worse to find out I
don't have any opportunity to talk to him or find out his side of the story.
(Anthony)
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Table 7
Impact of Discovering a Deceased Parent
Impact
Negative
Neutral
Mixed
Positive

Count (n=10)
4
3
2
1

% of Total
40%
30%
20%
10%

Other NPEs described feeling neutral to the fact that their biological parent
was deceased (n=3) and explained that this was because they were not expecting their
biological parents to be alive at their age. The one individual who was impacted
positively after discovering his parent was deceased, was also not expecting him to be
living and was pleased with any information he was able to get about him.
At this age, you learn that not everything is going to be completely solved or
ever solved in the way you would want them to be. I am accepting of that. I
surrender to that as best as I can. I don't deny the harshness of it, but I'm not
going to let it overwhelm me and take over my story. (Harvey)
Six participants in this study (24%) had not met their biological parents for other
reasons. Some individuals were still in the phase of gathering the information they
needed in order to identify their biological parents. Caitlyn, who received her NPE
results two months before her interview, described how she feels to know nothing
about her biological father:
It is really strange for me to think about the fact that 50% of my DNA comes
from someone who I know nothing about. He could be American, he could be
British, he could be from anywhere. He could be alive, he could be dead, he
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could be a horrible person or a really good person. There's just a lot that's
really weird that I just, I see myself in the mirror and I think, "Oh my gosh,
the man who I always thought was my father isn't and it's some mystery
person," which is kind of scary. (Caitlyn)
Meeting Birth Parents
Ten participants in this study had reached out to newly discovered birth
parents before their interviews. The responses of birth parents were separated into
three categories: “cold/rejection”, “warm/desire to connect”, and “hot/excessive
desire to connect” (Figure 8).
Three of the five individuals whose desire to connect with their birth parent
was met with rejection were negatively impacted by this experience. One participant
described the disappointment she felt when her birth father showed little interest in
getting to know her:
I've only had a handful of exchanges with my biological father. So I feel like I
have been completely shut out. So it sucks actually, because it's kind of like,
‘Really? After all the crap with my father and my mother, now I find out who
my biological father is and he's not interested in knowing me either.’ There's
definitely an element of that, it triggers those old emotions and it sucks. But, I
didn't do anything wrong, I am a victim to all of this. I had nothing to do with
any of the things that played out. (Darlene)
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RESPONSE OF BIRTH PARENT N=10
Hot/Excessive
Desire to Connect
30%

Cold/Rejection
50%

Warm/Desire to
Connect
20%

Figure 8. Response of newly contacted birth parent
Two of the five individuals, whose birth parents rejected their desire to
connect, expressed feeling neutral about the experience. This participant explained
how she was able to accept her birth father’s rejection:
I eventually sent him a message on Facebook and he immediately blocked me
like within 20 minutes he had me blocked, never responded to this day. Later
while talking to my grandmother, [I find out that] he cheated on his wife [with
my mother]. I'm like, you know what, honestly, I already had one lousy dad, I
don't need another one and I don't need to cause someone more pain. I don't
need that relationship enough to wreck someone's marriage. It's just not worth
it to me. (Janelle)
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One of the most positive impacts of the entire NPE experience for some participants
was making the connection with their birth father. The two participants whose birth
parents responded warmly to their desire to connect had positive experiences.
And why I'm so positive. It was when my biological father, the minute he
knew, he welcomed me and acted like I was a gift to him, and even wrote
something to me expressing that I was the gift he didn't know about. And
whether he follows that up with actions or not, it was really nice to have
somebody be so excited that I existed. (Denise)
While the individuals who contacted newly discovered birth parents all had a desire
to connect, three participants were met with a desire that exceeded the degree of
connection they were hoping for.
As you heard earlier, I have an eight month old, so it's pretty stressful, and I'm
feeling more and more like I just don't have time to keep up the amount that
he wants on his end. And then he broke down tearfully over a video chat a few
months ago, saying like ... And I said what do you want from me? And he's
like I just want to be your dad. I want you to call me dad, and I want your kids
to call me grandpa. And I said I'm sorry, that will never happen. I just can't do
that. I already have a dad. And he was just crying, and it's really awkward to
see a 70-year-old man crying. (Marisa)
A less common discovery amongst NPEs was that their birth parent was someone
they had come into contact with at some point in their lives. One NPE whose
biological father was already deceased when he discovered him, expressed that
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learning they had contact in the past caused him to feel even more regret and longing
to have known his father.
One thing [my mom] does say adamantly is that my dad knew for sure, and he
saw me when I was little and he said, "That's my son. I know it's my son." He
had been around, in and around my whole life, and I never knew him, but she
told me he had ... We ran into him once, and she just introduced him as a
friend. I don't have that memory or that ... I mean I wish I could go back and
live that day again to be able to remember what happened and how I perceived
him or whatever. (Anthony)
Another participant recounts her biological father’s reason for waiting until she
discovered who he was to connect with her.
He said, “I've basically been waiting for you to knock on my door for 43
years.” He said he suspected all along. He visited my mom when she had me
in the hospital. He visited our house at some point during the day when I was
a year and a half. Then he found out where I worked as a teenager and went to
my work place, and hung out there for about an hour, he said, trying to decide
if he should say anything. Eventually opted not to. He said, “because again, I
didn't know for sure. I thought you were mine, but I didn't know for sure.” He
said,” if I had said anything, whether I was right or wrong, it would have
disrupted your entire life. I thought you were in a good place. So I decided to
leave.” (Desiree)
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Theme 6: Impact on Sense of Identity
A major psychological component of learning NPE results is adapting to a
new reality. The individuals in this study were confronted with a significant
psychological shift. A person who was once regarded as one of their closest
biological relatives turned out to be genetically unrelated to them. Along with the loss
of the biological connection, individuals discussed losing a part of how they
identified themselves.
The level of impact of receiving NPE results on each individual’s sense of
identity was defined as “none”, “mild”, “moderate”, or “strong”. Without hesitation,
most participants expressed that their NPE results had a strong (n=17, 68%) or
moderate (n=5, 20%) impact on their sense of identity. (Figure 9).
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Figure 9. The level of impact that NPE results had on participants' sense of identity.
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“It Changed Everything but Changed Nothing at the Same Time”
A common theme that came up when discussing the impact NPE results have
on identity is that while nothing about individuals’ daily lives had changed, a
foundational piece of who they were became significantly altered by this information.
One participant who discovered he was adopted later in life, described the
paradoxical feeling that both everything and nothing about his life has changed since
learning NPE results:
I'm still working through most of it. When I first found out for the first six
months, I would've told you it was really strange information but I was fine
with it. It really all crashed down on me about two months ago and I started
counseling. And I'm still trying to work through it all. It's really even hard for
me to explain. I know that I still am the same person I am. My job hasn't
changed. I still wake up with the same person. The same kids are still here.
Nothing has changed, but everything at the same time feels so drastically
different. I've got a biological father that's a murderer and been in prison. I've
got a biological mother who I'll never know, which is a struggle for me just
because that's just something I can't undo. I can hear 20 different people tell
me about her. I'll just never know her. There's a lot of just, I guess, working
out where that all fits for me. I still a lot of times will look in the mirror and be
like, “I'm not even really sure if I can wrap my head around who I am yet,” if
that makes sense. The other way I always explain it is it's kind of like if I
woke up tomorrow and turned on the news and the big story was “Science has
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been wrong for all these years and the Earth is flat.” Nothing really changed. I
still have to drive to work the same way. The road didn't get any different, but
everything I know is now wrong at some level. And that's kind of where I'm
stuck at is everything I know is different and wrong at some little level. (Bret)
Bret described the initial shock of receiving his NPE results that last a while until
having a more profound awareness that led him to begin processing the information
more consciously. He then reported that he was still unable to articulate what impacts
his NPE results had on his identity yet. Another participant, explained the
psychological changes she experienced after the early stage of processing that Bret
described.
When you initially get this news and you're like, “Yeah, but I'm still me. I'm
still the same person.” The more you think about it and the more you process
all the different things, the less of yourself you recognize because you're like,
“Wait a minute. This didn't come from where I thought it came from and well,
this explains why I have this and no one else does.” You notice all the
differences between you and the people you thought were your blood
relatives. (Hannah)
Hannah went on to describe the next stage of processing NPE information also
expressed by other participants, which was having to rebuild her identity.
So it definitely kind of pulls everything out. It's one of those things where you
think you have everything figured out and you've got all these nice boxes
stored away in your head, ‘Oh I dealt with all this stuff. We'll put it in this
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closet and we'll put this stuff over here in this closet,’ and it's kind of like
somebody came in and shook your brain and dumped every box of memories
and thoughts and emotions out into the middle of the floor and now you've got
to sort them out, pick them up and put them all away again. (Hannah)
Positive Impact on Sense of Identity
Although learning NPE results disrupted most individuals’ sense of identity,
many participants had positive outcomes to report. Exploring and incorporating a new
culture or ancestry into their identity was the most frequently reported positive impact
that NPE results had on participants’ sense of identity (n=9).
It gives you a sense of identity again in a way that, not the kind of identity that
you get from a parent, how they raise you, but it's an identity through your
heritage, the history that created your existence. (Charlie)

It's made guesses I had real. I was raised culturally by very eastern European
grandparents on my father's side. And then I found out, when I realized my
true identity, that I'm German and Irish on my father's side, and that was kind
of like an aha moment, like certain things really made sense. I've always been
drawn to culturally Irish things and German things, in a weird way. It's a
spooky feeling. (Marisa)
Another positive impact on identity that participants described was that learning NPE
results explained a lack of connection to their BC father or other family members
(n=5).
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I think I told you that I was glad that he turned out not to be my father. And I
don't want you to misunderstand that, he was wonderful. He was a great dad, a
really good person, but he had quirks, and he had psychological weirdnesses
that I always thought, ‘Oh is this going to be me? Am I going to have these?’
And I was really glad not to have those. So it's also positive to know where
that comes from, that it makes sense that I'm not like him in those ways.
(Karen)
Other participants described a sense of personal growth; for example, becoming more
empathetic, becoming more accepting of themselves, feeling stronger, or being on a
path of self-discovery (n=6).
I don't feel like right now that this information has really put all the pieces
together yet, but I do feel like I'm on the right road to discovery now. It's a
long way to happy. But I know now that I'm at least on the right track.
(Alyssa)

It's, in ways, answered a lot of questions. I spent my life trying to please my
mom and trying to just be better, or stronger, or smarter, or more successful.
And no matter how successful... And I mean I have my life together, I have a
good family, I stopped the cycle of abuse, I did good things with my life. And
this made me finally realize there was nothing I could do, it never had
anything to do with me. And it made me accept myself a little bit better. I
don't feel like I try to please people as much. (Denise)
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Participants also described that learning their NPE results had a positive impact on
their sense of self (n=6). Some expressed feeling whole, feeling “at home”, or feeling
grounded.
This may not make any sense, but before I found my brothers and sisters, I
think I used to feel sad a lot. I used to cry a lot, I never cry anymore. It was
just like boom, that stopped. It's like finding your home. That's what it feels
like. It's like finding your home, finding your place. I used to move a lot. I
mean a lot. I would just pick up, be very impulsive and move from coast to
coast. And I was always looking for something, and this feels like finding it.
And I know that's very vague still, but it feels like home. (Karen)

The most positive impact is that I am arrived in life for the first time where I
actually feel I know who I am, and I feel very solid and strong in it. It's just
like I always knew there was something really, seriously wrong. Now, I feel
like I'm here. No, life wasn't perfect, but I'm here, and I know who I am now.
(Harvey)
Other positive impacts on identity included: identification with new family members
(n=3), explanation of where certain physical traits come from (n=2), and no longer
identifying with their BC father (n=1). Three individuals did not express any positive
impact on their sense of identity.
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Negative Impact on Sense of Identity
Many participants described a part of their identity being lost after their NPE
discovery. Some reported that the lost connection to their BC father and his side of
the family had the most significant negative impact on their identities (n=5). This
participant described how it felt being reminded of the loss of her biological
connection to her paternal grandmother.
I have coined the phrase wind-whipped. That's how I explain it to people. If
you think of a tree and the branches, like a willow tree, and the wind blows
through and the branches whip. That's what I have. I looked in the mirror one
day and I'm like, “I'm getting more gray.” Then this little thought comes in my
head that there's still that hair there from grandma Mary. Then there's this
wind-whip that says, “Nope, that's not from grandma Mary.” That was one
thing that my sister said when I went to spend some time with her after this
happened. Without thinking, she said, “Renee, of all of us kids, you're the
most like grandma Mary.” Then she stopped herself. She got tears in her eyes
and she's like, “I'm sorry.”… Before I would have been like, “Oh, thank you
for the compliment. She was a favorite grandma. She has wonderful attributes
and for you to tell me I'm the most like her is amazing.” Yet, now it's sad. I
think those wind-whips come out of nowhere. You don't expect them. (Renee)
Another negative impact on sense of identity discussed by participants is the lost
connection to their heritage (n=3).
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I don't know if you've ever seen the picture ... you'll see it with some DNA
groups that show a family tree where half the leaves are blowing away... Just
your identity. It's your heritage. You feel like you're lost and you've had this
heritage that you thought it was yours for 60 years and it's gone. (Perry)

I don't know now who I am. I remember who I thought was my grandmother
and her telling me about Panama and all that family history and it's not my
history anymore. (Imogene)
Other participants described that the negative impact on their identity was that they
no longer have a sense of identity (n=6). For some of these individuals, they have not
or will not ever meet their biological parent or any other new family members, either
because the family rejected them or because their parent died before their NPE
discovery. For these individuals, there are questions about where they come from that
may never be answered and they have to rebuild their identities in some other way.
Seven participants did not share any negative impact on their sense of identity.
Four of these seven participants stated that there was no negative impact. They only
experienced positive impacts on their sense of identity as a result of learning NPE
results.
Strong Sense of Self
Of the participants who reported that their NPE results had either a “mild”
impact or “no impact” on their sense of identity, all were males, retired, had grown
children, and were over the age of sixty. These participants explained that having a

74

strong sense of self before receiving NPE results made the impact on their identities
less disruptive.
It gives you that well, who am I really kind of thought. The thing that, and I
don't know how exactly I came to this, but I just thought, well, why get upset
that William was my father? For whatever reason, to be the person that I am,
maybe I needed his DNA to go with the nurture of Robert and Ellen. If I had
Robert’s DNA instead of William's, I'd be different somehow. I'm happy with
who I am. It's not like I'm blaming anybody for making me the way I am. I'm
happy the way I am. This has nothing to do with me. I've said it a hundred
times. The last time I checked, I don't think I had arranged the circumstances
of my conception. (David)

I had no complaints. I'm retired now and I'm involved in my community and
so I'm very happy in these last chapters that I'll be writing in my life. Just
simply is adding a little more commentary, texture and an explanation when I
talk to people. They might be able to get me a little bit better now, you know?
(Charlie)
Other participants described attaining a stronger sense of identity since learning their
NPE results. This participants explained that this was because he no longer identified
with his parents and discovered a greater sense of self.
It's also strengthened my identity because it's helped me to see that my
identity isn't even in my parents. My identity is something greater than that or

75

greater than them, so no matter what my relationship with my parents looks
like, no matter the pros or cons or traumas or great memories or any of that
stuff, I am secure and I know that I'm loved and if not by them than by others.
(Marcus)
Theme 7: Grief and Loss
The experience of grief and loss stood out as one of the most significant
negative impacts of learning NPE results. The losses highlighted by participants
included: loss of the biological connection to their BC father, loss of a deceased birth
parent, and loss of identity.
The loss of the biological connection with their BC father and his side of the
family stood out in participants’ minds as the greatest loss associated with the NPE
experience.
I was just at my great aunt's funeral on my dad's side, so my grandma's sister
and they were just talking about how the women of the family live long lives
and one of my cousins said, “Yeah, you and I have those genes too,” and it's
nice that they see me as their own, their kin, their family, but it just makes my
stomach turn over that… I'm just sad that I can't make my genetics related to
them. (Caitlyn)
Through the process of identifying their birth parent, some participants discovered
that the parent was deceased. Although they had never known this person, individuals
described experiencing grief for the loss of the parent they would never have the
chance to meet.
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For a while there I was pretty lost. I went through a depression. Even though
I'm crying right now, it's like I've been in a much better place than I was when
I found out. I don't know why I'm crying so much. I want to say, I mean, I'm
still working through all of it. It's only been a year and a half. (Anthony)
Another loss participants described experiencing was the loss of a part of their
identity and that it has taken significant time to process and grieve that loss.
I would tell them to allow themselves time to grieve because it's okay to
grieve. You're losing a part of your identity. And before you go jumping into
another family, you have to give yourself time to breathe and let the
information that you've received settle in. (Rachel)
Theme 8: Support: Getting/Giving
Participants discussed the topic of support in detail including the support they
received, the support that was lacking, and their advice and words of encouragement
for future NPEs.
Experience in Counseling
Most participants had some experience with a counselor (or therapist) since
receiving their NPE results (n=16). Participants’ experiences were categorized as
either “very helpful” (n=8), “somewhat helpful” (n=7), or “not helpful” (n=3). In
discussing their experiences further, participants revealed whether or not their
counselor had any prior experience working with NPEs or with a similar subject.
(Figure 10 and 11).
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NO EXPERIENCE WITH
SAME/SIMILAR SUBJECT (N=10)
not helpful
20%
very
helpful
40%
somewhat
helpful
40%

Figure 10. Number of participants who saw a therapist without experience working
with NPEs or a similar population and how helpful those therapists were according to
participants

EXPERIENCE WITH SAME/SIMILAR
SUBJECT (N=5)
somewhat
helpful
20%

very helpful
80%

Figure 11. Number of participants who saw a therapist with experience working with
NPEs or a similar population and how helpful those therapists were according to
participants

Fewer counselors had prior experience working with NPEs (n=5) than
counselors who had never worked with NPEs (n=10). Counselors with no experience
working with NPEs were more likely to be “very helpful” or “somewhat helpful” than
“not helpful” at all as one participant suggested in his interview:
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But I've always felt like counseling ... It's not the first time I've ever been. And
for me, it's always been more of the relationship. I don't think it matters if you
know anything about what it's like being an NPE. As long as you and I can
have a good relationship and talk, we can talk through whatever… more than
you having direct knowledge of what it's like to be an NPE or work with
NPEs. (Bret)
None of the participants who saw counselors or therapists who worked with NPEs
previously had an unhelpful experience. This suggests that most counseling
experience is helpful, but that counselors who have worked with NPEs or similar
populations are generally more likely to be helpful.
Unavailable Desired Resources
The experience of learning NPE results through DTC-GT is a new
phenomenon in our society. Existing support resources are not tailored to individuals
undergoing these experiences through this new technology. Participants in this study
discussed the support they wished was available to them when they received their
NPE results, but was not. One desired resource was to have access to counselors who
have experience working with NPEs. Aida suggested that while NPE Facebook
support groups are an available resource they are not an adequate source of support
and working with a professional with experience should be a priority.
The Facebook groups are people that are all finding out this raw material, raw
information about themselves... It's actually not healthy to me because it can
trigger you. That's why we really need to work with people that are actually
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going to work on the professional level. If you were to look at what the main
benefit of where to go with this information is, we need to look toward our
mental health providers that can help us, guide us through it and that means
those people need to get certified. They need to learn how to deal with us. The
only group that really gets us, I think are one's that have dealt with people that
are adopted. (Aida)
Other participants described types of resources they thought should be made available
by the DTC-GT company, for example, education about DNA and the laboratory’s
method of determining relative matches and ancestry percentages. Some participants
expressed the need for more sympathetic customer service representatives. Other
desired resources included an NPE hotline, in-person NPE support groups, and more
online NPE support group options for individuals with particular characteristics (e.g.
NPEs under 40 or NPE adoptees).
Most Helpful Source of Support
By far, having a NPE support group to join after receiving their results was
regarded as the most helpful support received by participants (n=14).
I actually went to Facebook almost right away and I found the NPE group,
right away. So that was incredibly valuable because just knowing, “Oh my
God, I am not alone. Oh my God, look at all these other people having similar
experiences to me, as well as different ones, but feeling similar things,” and
that was very reassuring to me. It helps kind of remind me to just allow all the
feelings because I was going to have all of them. (Darlene)
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Some individuals reported that having their story heard and valued was the most
beneficial support for them (n=6).
If I had never told my story to anyone, then I would probably still be sitting in
a lap of depression and I wouldn't be moving anywhere or getting anywhere,
because it's part of my, I guess, processing, talking about it, and thinking
about it, and hearing what other people have to say. (Anthony)
Other participants said that going to a counselor or therapist was the most helpful
support they received (n=7). Having a professional who could assist them in
processing the impact of NPE results on their lives was most helpful.
One of my aunts had wanted me to have a photo album of my biological mom
and her when they went on a trip to Europe. I brought it home and it's literally
about 10 inches thick and exploding at the seams. So it's been sitting on the
dresser in my bedroom as this just overwhelming weight of a beast that I
didn't want to even try to figure out how to address. And I told my counselor
that and she's like, “Well, bring it.” So I brought it and through an hour-long
session, she flipped through it, previewed for me what was in there, and then
asked me if I wanted to flip through. And having the preview of what was in
there made it a lot less daunting because it wasn't near as much as I thought
would be in there as far as stressful things or things that are going to bring up
a lot of emotions. (Bret)
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Participants suggested that counseling was not only an important component of
processing NPE information for themselves, but a valuable resource for parents to
become involved with if they were willing.
Multiple participants shared that time was an important resource they needed
in processing their NPE results (n=7). Taking time to process emotions and reach out
to new family members provided NPEs the space to reflect on their experiences
before acting on their inclinations.
One participant, Rachel, grew up knowing she was adopted, made contact
with her birth mother many years ago and started a relationship. Her birth mother
introduced her to who she thought was her birth father and then recently found out
through DTC-GT that he was not her birth father. This is what she had to say about
the value of taking time in discovering biological family:
When I was looking for my birth mom, and mind you, this was back in the
early nineties. I mean, I was going to courthouses and we had to look through
paper files, and make phone calls, stuff like that. I really think that the time
that it took me to find her prepared me mentally. And now, things are a lot
different. We didn't have Google like they do now. And it's almost like there's
instant gratification at some points. It's a lot easier that we have access to
things that we never used to. But it would be my suggestion to take your time
and to let things soak in because it is, it's a blow to your system. And you have
to be able to digest it. (Rachel)
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Least Helpful Source of Support
As participants told their NPE stories, they gave examples of support that
were particularly unhelpful to them. These are a few examples of the types of
conversations participants were engaged in that were intended to be supportive or
helpful, but were not.
“It’s only your genes”:
For me, I think that truth is fundamental. I think knowing where you come
from, wanting to know where you come from is fundamental. A lot of people
don't understand it, and that might be one piece of advice, is that people are
told that all the time. “What's the big deal? It's only your genes. It doesn't
matter.” And one piece of advice would be, don't listen to that, because ...
Why do we pick up our own babies from nurseries? Why do people care? And
there's no reason why NPEs shouldn't care just as much where they come
from, and want to know these things. (Karen)
The “what ifs” and the “could haves”:
I also try really hard not to focus on the what ifs and the could have, should
have, would haves. I wouldn't give up what I have now to redo my childhood.
I just don't focus on that. People always try to engage you in that
conversation, like, “Could you imagine how much your life would be
different?” I just don't. I'm not interested in going down that path. (Jodie)
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“Experts of their own experience”:
One of the things that troubles me with the groups, is that a lot of the groups
and group members position themselves as experts and as spokespeople for
NPEs. And I don't think that's right. There is no one experience and none of
them are experts. They're experts in their own unique experience, but that's
not the same thing. (Karen)
“This hasn't changed you at all”:
I'm just concerned, because a lot of people say, “Well, you're still the same
person. This hasn't changed you at all.” They don't see how much it really has.
I'm no longer Italian. I'm no longer the daughter of a runaway. I have this
entire other half of me that has been in the same place my whole life, but I
never knew it. It's hard to put it into words. It's hard to make somebody
understand that you're different because you built yourself up on a lie and the
truth has come out after all of these years, and it has literally broken me down
and my nature is fighting my nurture. I'm battling with all of those "demons"
trying to figure out how to put the puzzle together when there are pieces that
don't belong to this puzzle. (Alyssa)
This particularly unhelpful consolation that “this hasn’t changed you at all” was
echoed multiple times by participants as the least helpful support.
Theme 9: Responsibility of DTC-GT Companies to NPE Customers
When asked what responsibility DTC-GT companies have to their NPE
customers, some participants suggested that they should provide counseling or a
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referral to a professional counselor (n=5). After referencing how beneficial
counseling was for him since receiving his NPE results, this participant described the
type of responsibility he thought DTC-GT companies should be taking to support
their NPE customers and why.
I'm sure they never will because it's expensive, but it'd be cool if Ancestry
funded something to help people out that get the big surprise from this. I think
for me, it's been a lot easier because it's been a very positive experience for
the most part. A lot of people get treated just awful by the newfound family
and equally awful by their current family for finding out the secret. They have
a group of people that don't want anything to do with them and another group
of people totally pissed off at them because they found out the family secret
that they were never supposed to find out. I think that for people like that, it
really sucks that there's nothing established by these people who are making
money from us getting surprised. Because so many people just don't, like me,
don't have a clue that they're about to stumble off into something. (Bret)
Not all participants believed that DTC-GT companies have any particular
responsibility to their NPE customers (n=4).
I don't think it's their responsibility at all. They're offering the service, just like
anyone else offers a service, and if you choose to go do some other, sort of,
potentially life-threatening thing, you sign all the waivers and you jump in and
you do it and you're excited to do it. The risks are not as big in your mind.
(Hannah)
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Other responsibilities participants suggested were to have more supportive and
informative customer service representatives and that companies should provide more
education to customers on how to interpret results.
Theme 10: Thoughts on the Informed Consent Process of DTC-GT Companies
Participants were asked a succession of questions to better understand their
experience with and opinion of the direct-to-consumer genetic testing informed
consent process (Table 8).
Table 8
Participant Experience With and Opinion of the DTC-GT Informed Consent Process
Interview Question
Yes

Participant Answers (n=25)
Do not
Not
No Maybe
recall
answered

Was the participant informed by the
DTC-GT company of the possibility
of NPE results?

8

10

Was the possibility of NPE results
dismissed by the participant?

12

1

12

Does being informed before taking
the test change the impact of
receiving results?

4

16

5

Should DTC-GT companies inform
customers of the possibility of NPE
results?

14

2

7

1

8

Participants purchased genetic testing between three months and over three
years prior to interviews. The validity of their reporting therefore could not be
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adequately assessed based on the informed consent currently provided by DTC-GT
companies.
All of the participants who recalled being informed that receiving NPE results
was a possible outcome of testing dismissed the possibility. One participant described
how reading the possibility did not make much of an impression on her at the time.
I don't feel like it did because at the time it just didn't feel like it was relevant
to me at all. When I clicked yes it was like okay, whatever. It didn't make me
think, oh I wonder if I might. I just was like nope, okay, moving on. (Natasha)
Some participants who did not remember being informed ventured that they would
have dismissed the possibility if it had been included in the informed consent. One
participant did not dismiss the possibility of receiving NPE results because her
motivation to pursue genetic testing was to confirm her paternity.
While the majority of participants thought that being informed of the potential
to learn NPE results would not impact their preparedness to receive them, they still
believed that DTC-GT companies should educate customers on the possibility. Some
participants, on the other hand, explained that being informed beforehand did make a
difference for them.
I think so, because that's kinda how my brain works. If I am conscious of,
‘Hey, this is a possibility,’ then I'm a little more prepared psychologically. It
may still be difficult, it may still hurt, it may... you know, I'm sure all the
emotions happen, but that shock... it changes the shock because you know it's
a possibility even if you don't think that's going to happen to you. (Darlene)
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When asked how DTC-GT companies could better inform their customers of the
possibility of receiving NPE results, many suggested a visual warning either in the
company’s television advertisements or on the test kit (n=7).
I think people really need to think about it before they do it. [NPE results] are
not a wonderful gift so I would love to see these DNA companies put out
there in bold, the possibilities of what can happen, because the ones that least
expect it, it happens to them. (Lori)
Others also expressed the need for the warning to be more explicit, including the term
“Not Parent Expected” and describing more about what it can mean to learn NPE
results (n=4).

DISCUSSION
The objective of this study was to better understand the experience of
individuals receiving “Not Parent Expected” results through direct-to-consumer
genetic testing with the goal of familiarizing professionals whose job it is to help this
population navigate the challenges of this impactful and unexpected life event. Ten
main themes were identified as major components of the NPE experience. In general,
receiving NPE results was unexpected and disruptive to individuals’ lives, including
their familial relationships and sense of identity.
The NPE population has not been studied previously nor has receiving “Not
Parent Expected” results in the context of direct-to-consumer genetic testing.
Previous studies regarding NPE results have focused on the parents receiving them,
not the offspring, and mainly on cases in a clinical setting. Analysis of interviews
with 25 NPEs has revealed findings that add depth and richness to the conversation of
perspectives previously reported in the published literature about disclosure of NPE
results and its impact on families and individuals. Though disruptive in nature, the
impact of this experience is thought to be as varied as the individuals and their
families themselves. No family is alike and therefore no experience or its impact is
exactly alike either.
Comparison of Reaction to Results and Strength of Inkling
On the day they learned their NPE results the majority of individuals
experienced shock. Their reason for pursuing genetic testing in the first place was
88
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usually from a mindset of unsuspecting curiosity. Although many participants
reported having some level of inkling that their parent was not their biological parent
prior to genetic testing, the impact of learning NPE results was no less unexpected.
Even for the few participants who reported pursuing genetic testing at least partly to
verify their parentage, learning NPE results still came as a shock. This finding is in
agreement with the perspective Janice Morse gives in her article on “Hearing Bad
News”. She stated that even if an outcome is suspected, when the result is undesirable
or harmful, confirmation of the outcome can still be shocking. There was very little
variability in initial reactions that individuals had to NPE results no matter what level
of inkling they had that their parent was not their biological parent.
Almost all individuals had an awareness of past clues that their BC parent
was not their biological parent. The most commonly reported clue was that the
individual did not feel like they fit in with their family, either in personality or
physical traits. What was not clear was whether participants had consciously
considered these past experiences as clues prior to receiving their NPE results or only
after learning this information. Most likely, these clues contributed to participant
inklings that their parent was not their biological parent even if only on a
subconscious level.
One clue that was only consciously acknowledged after receiving NPE results,
was a prior affinity to their birthparent’s culture, ancestry, or interests. For example,
participants described traveling to a foreign country where the birthparent’s family
originated and having a strong sense of belonging. A few individuals described this
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affinity as a positive contribution to their new sense of identity. The new culture or
ancestry was not as unfamiliar to them and validated their instincts. This finding is
not a completely new idea. In Judaism there is the concept of the “pintele Yid”. As
discussed in an article by Rabbi Bradley Shavit Artson , “The phrase is said with a
finger pointing toward one’s own heart. It means that no matter how distanced one
may become, there is always a Jewish point deep within, some small spark waiting to
be ignited when the time is right”(Artson, 2006). The origin of who we are, where our
ancestors come from, exists within us, whether we are consciously aware of that part
of ourselves or not. The participants in this study were describing a similar
subconscious relationship with their cultural or genetic roots.
Relationship With the Biological Mother
Most individuals described having a strained relationship with their biological
mothers prior to receiving NPE results. This raises the question, does being an NPE
impact how individuals are treated by their biological mothers? Some participants
suggested that the genesis of their strained relationship was the secret their mothers
were keeping of their true paternity. They explained that the secret itself took such a
toll on their mothers that it impacted their lives, including how they treated their
children. Not surprisingly, mothers who were informed of their child’s NPE
discovery had intensely emotional and psychologically complex reactions to the
revelation of their secret. While this study is primarily focused on the impact of NPE
results on offspring, this finding is a reminder that NPE information impacts the
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whole family, particularly those who have had the burden, whether self-imposed or
otherwise, of keeping the information a secret.
Another pervasive finding of this study was the feeling of anger many
participants expressed having toward their mothers. This same emotional reaction to
NPE information was also found in a previous study of late discovery adoptees
(Baden, et al. 2019). In both scenarios, individuals are learning about their true
parentage later in life, after being lied to for a period of time. In this study,
participants also described positive or sympathetic feelings toward their mothers
including pity, compassion, mercy, and forgiveness. While less commonly expressed,
it is important to note that not all individuals reacted to their mother’s NPE secret in
the same way. While some put much of the blame on their biological mothers, others
viewed the situation with empathy. These feelings appear to be rooted in the quality
of relationship that participants had with their biological mothers prior to learning
NPE information. Those with strained relationships were more likely to feel anger or
resentment toward their mothers while those with healthy relationships were more
likely to view the situation with empathy.
What cannot be determined based on this study is whether individuals would
react predominantly with anger toward their biological parent if NPE information had
been revealed voluntarily. In this study, if results were revealed by the parents it was
only because the discovery had already been initiated by their child.
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Relationship With the Birth Certificate Parent
The impact of learning NPE results on the individual’s relationship with the
biological parent was predominantly negative whereas the impact on the relationship
with the BC parent was more likely to be positive. This suggests that NPE
information has different implications for each parent. Most NPEs in this study were
conceived by an affair or a hidden prior relationship. The mothers discussed in this
study had two common qualities: 1) they were held responsible for keeping their
child’s true parentage a secret and 2) they tended to have strained relationships with
their children prior to the NPE discovery. It comes as no surprise that the motherchild relationship was not going to be positively impacted by NPE results. On the
other hand, the relationship with the BC father was more likely to be either positively
impacted or unimpacted by NPE results. Participants expressed that this was either
because the parent and individual bonded over the fact that they were both victims to
the mother’s secret or because individuals felt grateful to their BC fathers for their
dedication to them both before and after the NPE discovery.
Impact on Other Family Members and Family Dynamic
The impact that these results had on family members other than the NPE and
parents was most likely to be negative. This suggests that NPE results, while having
strong implications for the NPE and parents, could create hardships for other family
members (such as children, spouses, siblings or stepfathers) once an NPE discovery is
made. The variety of family members that are impacted by one individual’s NPE
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results suggest that not only is there an adjustment that needs to be made by the
individual, but by the family as a whole.
A typical description made my participants was that family dynamics had
become awkward particularly surrounding the discussion and introduction of newly
discovered family members. Even supportive family members had difficulty
welcoming the individual’s new relations. Many individuals, however, were
motivated to introduce new family members to original family members. The
definition of family is challenged by NPE results and many NPEs in this study are
pushing their families to expand that definition. Adjusting to a new concept of family
takes time and may not be intuitive. Counseling and support of family members could
be helpful in facilitating this adjustment.
Connection to New Family
In the last few decades, it has become more commonplace for adoptees to
identify and meet their birth parents. The 1991 article by Campbell et al., suggested
that what was once discouraged by society is now being viewed as beneficial to
adoptees’ mental health. This same sentiment was echoed by participants in this
study. While learning NPE information was disruptive to individuals’ lives,
participants were grateful for the opportunity to connect to new family. The article by
Campbell et al. stated that adoptee motivation to meet birth parents stems from a lifecycle transition, needing background information, and a need to complete their sense
of identity (which could only be fulfilled by connecting to birth family). The
motivations discussed in this current study also included the need for information
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about the NPE’s background such as family health history as well as a need to
address their sense of identity. A key difference however, is that the individuals in
this study were re-building their sense of identity because it had been complete prior
to learning NPE information whereas the adoptees always knew a part of their
identity was incomplete. Another difference between these two studies is that
motivation to connect to birth family due to a life-cycle transition was not present for
NPEs. Because NPE information was coming to individuals unexpectedly in their
adulthood, the impetus for reaching out to new family was not based on any particular
transition or stage of life but rather the revelation of the NPE information itself.
For the NPEs who made contact with a birth parent, many of them reacted
coldly and rejected connection with their newly identified son or daughter.
Conversely, Campbell et al.’s study of one hundred fourteen adoptees found that the
majority of birth parents were warm and welcoming when contacted. A fundamental
distinction between the parents in this study and in the study of adoptees, was that the
majority of birth fathers in this study were unaware that their son or daughter existed
prior to being contacted. This suggests that being unaware of a child’s existence may
have a negative impact on how a birth father will react when contacted.
As the Campbell et al. study suggested, the adoptees whose search for their
birth parents was met with a welcoming reaction were positively impacted by their
connection. What was not explored in the Campbell et al. study was the impact of
meeting a birth parent who has an excessive desire to connect. This study found that
some NPEs met birth parents with a desire to connect that exceeded their own. Each
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individual who experienced this type of reaction was impacted differently. One
individual continued to pursue a relationship despite the discomfort she was feeling
while another participant put a hold on the communication with his father until he had
more time to process his NPE experience. A key difference between adult adoptees
and adult NPEs is that NPEs have had less time to reflect on their true parentage
discovery than adoptees and may not be as prepared for a connection initially. This
distinction is a possible explanation for why past studies have not observed this
perception of an excessive desire to connect.
Many studies have been published on the reunion of adoptees and birthparents
(Affleck & Steed, 2001, Pacheco & Eme, 1993, Sorosky & Pannor, 1974), however,
there is a paucity of research on the adoptee’s discovery of deceased birth parents. In
this study, NPEs whose search for a newly identified birth parent led to the discovery
of a deceased parent typically impacted NPEs negatively. These individuals described
feeling grief over the loss of the birth parent as well as the lack of information about
their heritage. This discovery also led to feelings of regret for not having discovered
their NPE results sooner. For those who were able to access information about their
birth parent and family of origin, the disappointment of discovering a deceased parent
was abated.
Sense of Identity
All but two participants in this study said that their sense of identity was
impacted on some level after learning NPE results, with the majority of participants
describing the impact as strong. A previous study of late discovery adoptees similarly
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described that learning NPE information in adulthood can be very disruptive to how a
person defines his or her identity including identification with family, culture,
religion, and ancestry (Baden, et al., 2019).
In this study participants discussed both positive and negative impacts of NPE
results on their identities. The various positive and negative impacts each represent a
connection between individuals and their BC parent or extended family that has been
disrupted by learning NPE results. The positive impacts described by individuals
related to the new identity they were defining for themselves. A part of how they
identify themselves shifted from who they thought was their biological parent to the
discovery of a new parent and along with that, a new family, culture, ancestry, sense
of self, and sense of personal growth. The negative impacts on identity were primarily
defined as the loss of the identity they once had, in particular, the loss of their
heritage and the biological connection to the BC parent and that side of their family.
A major obstacle to rebuilding a sense of identity presented itself when connections
to newly discovered biological family or heritage was not possible.
A similar psychological upheaval that necessitates individuals to rebuild their
sense of identity occurs during and after a marital divorce. Couples are challenged to
dissolve their identity as a unified pair and redefine themselves as separate
individuals. Similar to an NPE, there is usually one member of the couple who did
not choose to go through this traumatic life event. For this member of the couple, who
is responding to the decision to divorce by the other partner, the psychological
adjustment is typically more difficult. Unlike the NPE experience, however, couples
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are re-defining themselves as individuals, while NPEs are incorporating new
information into their identities for the first time (Cookston & Remy, 2015).
Grief and Loss
The experience of grief and loss was common for participants in this study.
Some participants named the experience explicitly as one of the negative impacts of
their NPE experience. For other participants who did not name the experience
explicitly, feelings of grief and loss were noted during interviews as participants
would begin to cry or express sadness when describing some of the repercussions of
receiving NPE results.
The experiences of grief and loss observed in participants align with the
definition of how and why people grieve as well as what support grieving people need
set forth by Elizabeth Gettig in a chapter from Genetic Counseling Practice:
Advanced Concepts entitled “From Grieving: An Inevitable Journey”. Gettig stated,
“When someone close to you dies, you don’t just lose that person on the physical
level, you also face the loss of what might have been.” All NPEs face the loss of what
might have been since they will never know what life would have been like if they
had been raised knowing who their birth parent was. NPEs who discover a deceased
parent face both the loss of what might have been as well as the physical loss of their
birth parent. Some participants reported holding onto the loss of what might have
been and struggled to reconcile that loss. Others described contentedness with the
upbringing they had and did not care to imagine otherwise.
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Gettig described the variability of how loss is processed by individuals
depending on certain traits. She stated that, “people who have trouble coping with the
setbacks of daily life will have a more difficult time recovering from a serious
personal loss”. This statement calls into question whether the impact of NPE results
varies depending on the individual’s ability to cope in general. Although ability to
cope was not deeply explored in this study, the ability to recover from the impact of
receiving NPE results varied from individual to individual.
Not only are NPEs experiencing the loss of their sense of identity, the loss of
the biological connection to their BC parent, the loss of what could have been, and
sometimes the loss of a newly identified birth parent who is deceased, they are also
dealing with the negative impact of NPE information on their relationships. Some of
these relationships may have been integral to their support network before finding out
NPE information. After learning NPE information, individuals are having to look
elsewhere for support. As reported by participants in this study, the parents who
raised them were not integral to the support they received after learning NPE results,
but instead, the most helpful support came from their spouses, counselors and the
NPE community.
Gettig suggested that, “It is essential that you have people in your life who
will help sustain you emotionally as you grieve. It is also important that your friends
and family take your loss as seriously as you do”. Participants in this study echoed
Gettig’s sentiment reporting that the least helpful support was from individuals who
minimized the importance and impact of learning NPE results.
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Support: Getting/Giving
A common recommendation made by participants in this study was for NPEs
to pursue counseling. A challenge to personal identity and familial relationships all at
the same time is extremely difficult to process alone. When support from friends,
family, and attention to self-care are not enough to bring someone back to
equilibrium, counseling can be an effective and necessary source of support and
guidance. While most NPEs were satisfied with counseling whether or not the
counselor had prior experience with NPEs or similar populations, participants also
expressed that having a counselor with experience working with NPEs was an
unavailable resource that they would have pursued if that had been possible.
The benefits and limitations of online support groups for a variety of
indications have been discussed in the published literature (Davis & Calitz, 2014).
Many participants in this study described how helpful NPE online support groups had
been. Similar to benefits explored in the literature, participants reported feeling less
alone in their experiences and grateful for access to a community that otherwise did
not exist in any physical location. An article by Mo and Coulson (2014) described the
limitations of online support groups including: “being unable to connect physically,
inappropriate behavior online, declining real life relationships, and information
overload and misinformation”. Although fewer in number than the proponents of
joining an online NPE support group, some participants in this study had a critical
view of these groups and described similar limitations. The limitations described by
participants in this study included: the desire for an in-person NPE support group
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over a virtual one, that the online support group was somewhat chaotic and out of
control, and that some members of the support group presented themselves as experts
and would give unprofessional advice or information that may not be applicable to all
NPEs.
A study comparing online and in-person support groups for breast cancer
patients found that online communities were more conducive for promoting
“emotional expression” and “advice” whereas in-person communities were more
effective at providing, “emotional support/helper therapy” and “insight/universality”.
The study suggested that the participants who were members of both an in-person and
online community received the most peer support (Setoyama, et al., 2011). No inperson NPE support groups were accessible at the time of this study, so any benefits
from this source of support has been lost to these individuals. However, participants
seemed to echo the finding that described online support groups being useful for
expressing their own stories and feelings as well as having access to other NPE
stories to relate to.
A common piece of advice participants had for other NPEs was to take their
time. In an age when exorbitant amounts of information is accessible almost
anywhere and at any time, an impulse to identify new family can be instantly
gratified. For many individuals, living with the unknown, even for a short time, was
very challenging. However, in hindsight, many participants advised other NPEs to
take their time processing their results and reflecting on their implications before
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reaching out to new family. In most cases, participants described the desire to identify
and meet new biological family as very strong and was often pursued quickly.
DTC-GT Company Responsibilities and Informed Consent
Most participants did not hold their NPE discovery against the DTC-GT
companies, but did have suggestions for how they could provide a better service to
NPEs. One suggestion was for DTC-GT companies to provide more explicit and
noticeable warning of the possibility of NPE results in their advertisements and
packaging. Previous literature has proposed a critical view of direct-to-consumer
advertising (DTCA) of genetic tests with the purpose of selling personal healthrelated genetic information to customers (Kontos & Viswanath, 2011). This study
adds to the critique of how this product is advertised and to whom. For example,
participants resented that genetic tests were being advertised as holiday gifts to give
to family members when the results of the test have ended up tearing families apart.
While DTC-GT companies may warn about learning NPE results to some degree in
their easily ignored terms of service, the way they represent their product in
advertisements is suggestive of enhancing relationships and bringing families
together.
To buy a kit from Ancestry there is no requirement to read about possible
outcomes of testing. If customers voluntarily decide to click on the “Terms and
Conditions” link at the bottom of the checkout page they will see the warning about
surprise results under the section entitled “Important Things for You to Understand
When You Use Our Services” that reads as follows:
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You may discover unanticipated facts about yourself or your family when
using our Services that you may not have the ability to change (e.g. you may
discover an unknown genetic sibling or parent, surprising facts about your
ethnicity, or unexpected information in public records). (Ancestry, 25 July
2019)
Similarly, 23andMe has a “Terms of Service” link that can be voluntarily
clicked at the bottom of the checkout page with a warning about surprise results under
Section 5 entitled, “Risks and Considerations Regarding 23andMe Services” that
reads as follows:
You may learn information about yourself that you do not anticipate. This
information may evoke strong emotions and has the potential to alter your life
and worldview. You may discover things about yourself that trouble you and
that you may not have the ability to control or change (e.g., your father is not
genetically your father, surprising facts related to your ancestry, or that
someone with your genotype may have a higher than average chance of
developing a specific condition or disease). These outcomes could have social,
legal, or economic implications. (23andMe, 30 September, 2019)
23andMe emphasizes the emotional impact of NPE results while Ancestry does not.
The company also has described the possibility of receiving NPE results with more
explicit vocabulary. 23andMe has written that customers could discover that “[their]
father in not genetically [their] father” which is less ambiguous than Ancestry’s
example that they “may discover an unknown genetic sibling or parent”. However,
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neither site has a consent page to sign before kits are purchased. While these two
companies are technically giving this warning of surprising results, the warning is
buried in a page of terms that is accessed voluntarily and could easily be glossed over
or ignored altogether. It comes as no surprise that most participants reported that they
were not informed of the possibility of NPE results or that they did not recall. This
brings into question whether the current way the warning of NPE results is being
displayed should be reconsidered.
Interestingly, most individuals did not feel that being informed ahead of time
about the possibility of NPE results would have changed anything about the
experience or impact of receiving their results. This opinion adds to the already
existing discussion in the published literature on the value of informed consent for
genetic testing. Some authors have also questioned the degree of significance
healthcare providers and other researchers have put on informed consent in a clinical
setting (Lucast, 2007; Parens, 2015). In the 2015 article, “Drifting away from
informed consent in the era of personalized medicine”, Erik Parens calls into question
whether the trend of providing routinized genetic testing without a thorough informed
consent process is because “the amount and complexity of the new genomic
information makes traditional informed consent impracticable”(p.19). Similarly, the
model of DTC-GT, which lacks the routinized service of genetic counseling, may
make traditional informed consent impracticable as well. And yet, Parens warns that
if this is true and the former process of informed consent is something we are
evolving away from, then we should have a good reason for it and not simply because
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“we’ve drifted away on a tide of excitement about our ability to access an astonishing
amount of data at a plummeting financial cost” (p.19).
Practice Implications for Genetic Counselors
In the age of direct-to-consumer genetic testing, genetic counselors and other
healthcare providers are presented with the task of attending to patient questions and
concerns about genetic testing results from laboratories that otherwise would not be
utilized clinically. No matter the laboratory or the result, it is the responsibility of the
profession to take the best care of our patients as possible. As the utilization of DTCGT continues to rise, the frequency of NPE results is also increasing. While this result
may not be the primary indication a patient is being seen for in a clinical setting, the
psychosocial implications of NPE results cannot be ignored and are certainly within
the scope of genetic counseling practice to address.
The findings of this study suggest that individuals receiving NPE results have
experienced an unanticipated and disruptive life event. Counselors should be prepared
to encounter patients whose sense of identity has been altered and may still be in the
process of redefinition. Patients may be dealing with anger toward their parent(s) and
relationships may be strained when they were once healthy or more significantly
strained than they were originally. Patients may be preparing themselves to contact
new family or have already done so. Patients may be experiencing grief and loss in
respect to the severed biological connection to their BC parent or the discovery of a
deceased birth parent. Given this tremendous psychological and emotional upheaval,
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genetic counselors need to recognize when referral to a professional counselor
specifically trained in these deeper psychological issues is appropriate.
In the setting of assisted reproductive technology (ART), genetic counselors
have the opportunity to give couples anticipatory guidance for future decisions
regarding how the mode of their child’s conception is communicated to their
offspring. This study can serve as an example for genetic counselors to point to in
their practices of how some individuals have been impacted by an upbringing in
which their true parentage was kept hidden.
Study Limitations
While the sample size of this study was sufficient to make generalized
comments on individuals’ experiences receiving NPE results, some characteristics of
the population sample were limited. Participants were recruited from NPE support
groups which indicates that these individuals are motivated to identify themselves as
NPEs and connect to others with similar experiences. The experience of individuals
who have not chosen to identify as NPEs and who are not inclined to join an NPE
community may have had differences in their experiences that were not observed in
the participants of this study. Unless more of the NPE population can be studied the
findings of the current study can only be associated with individuals who are part of
the NPE online support community and not generalized to all NPEs.
The majority of participants in this study were conceived from an affair or
prior hidden relationship. A limitation of this study was the underrepresentation of
individuals with alternative sources of conception (i.e. adoptees, donor-conceived,
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and rape-conceived NPEs). The impact on relationships between NPEs and the
parents who raised them may be very different given these contrasting scenarios.
Therefore, the perspectives of participants in this study may not be generalizable to
the entire NPE community.
Despite these limitations, the data contributes both to past discussion in the
literature of NPE disclosure as well as to a novel discussion of the impact of NPE
results on the adult offspring involved. This study has identified relevant themes that
may be of greater or lesser importance to the NPE population as a whole.
Future Studies
While the current study has identified salient themes rarely explored in the
published literature, the depth of knowledge of the NPE experience would be
strengthened by further studies. As mentioned in the study’s limitations, different
modes of conception of NPEs are thought to have differing impacts on individuals,
their parents, and parent-child relationships. To better understand the distinction
between these different segments of the NPE community, a future study could focus
on the perspectives of NPEs with one of these alternative sources of conception.
While it may be more difficult to access families for future study in which individuals
were conceived by rape because of the social stigma associated with it, this
population is no less important to include in our understanding of the NPE
community. Only one participant in this study had a mother who revealed he was
conceived by rape. This individual reported feeling responsible for his mother’s
emotional wellbeing, a sentiment shared by few others in this study.
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NPE adoptees were another underrepresented group in this study. Only one
participant discovered through DTC-GT that both of his parents were not his birth
parents. While many of the findings of this study were consistent with the experience
of this participant, unless more NPE adoptees are interviewed, these findings can only
be weakly associated with this segment of the NPE population.
This study included individuals in different stages of life. Younger individuals
tended to have parents who were still living and available to reveal NPE results to
while older individuals had parents who were already deceased and could not be
approached, leaving the details of the true story of their conception unknown.
A future study that focuses on younger NPEs is necessary to appreciate the specific
challenges of this segment of the population. Similarly, a study that focuses on NPEs
whose parents are deceased could assist in further understanding the impact of living
with unresolved questions about their conception.
This study was focused on the experience of the adult offspring. Perspectives
from the birth certificate parent, biological parent, and newly identified birth parent
are still lacking in the scientific literature. Gleaned from the descriptions of this
study’s participants, the biological mother stands out as having a particularly complex
and varied reaction to the NPE discovery. Participants touched on the negative
psychological and emotional effects that keeping the secret seemed to have on their
mothers as well as the distress many mothers experienced once their secret was
discovered and they were faced with revealing the truth. Given the significant
repercussions learning NPE results has on the biological mother and the complexity
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of their experiences, a future study would assist in understanding what support is
needed for parents in this situation and would also add more depth to the NPE
disclosure debate.

CONCLUSION
Receiving NPE results is a disruption to individuals’ lives and has an impact
not only on them personally, but on the parents who raised them, the relationships
they have with their parents and siblings, and on the lives of newly identified family
members. This study has served to provide a detailed and systematic analysis of
individuals’ experiences receiving NPE results through DTC-GT. Many NPEs voiced
that they were glad to learn the truth of their conception. Though fewer individuals
described wishing they could go back and “unknow” this information, that
perspective is no less important or descriptive of the potential impact of learning NPE
results.
DTC-GT companies give consumers access to their own genetic information
on a platform that passively enables discovery of NPE results. This study suggests
that DTC-GT companies could be doing more to inform customers of the possibility
of discovering NPE results.
The findings of this study are applicable to a clinical setting as well. Now that
NPE information is reaching an adult population, their voices can be heard and can
add a desperately needed perspective to the NPE disclosure discussion. The impact of
learning NPE results described in this study should be considered as providers debate
over whether or not to disclose NPE results to their patients and when providing
informed consent information for a genetic test in which NPE results are a possible
outcome.
109
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The first step to working with anyone who needs support is to listen to their
story. This study began with 25 stories. As these NPE stories become more prevalent
in our society, genetic counselors, therapists, social workers, healthcare providers,
customer support representatives, and clergy all need to become familiar with the
needs and experiences of this population so they can better serve and support them.
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APPENDIX A
RECRUITMENT LETTER
Hello, my name is Julia and I am a graduate student in the Masters of Science Genetic
Counseling Program at California State University, Stanislaus. I am conducting a
research project on the experience of individuals who have received “Not Parent
Expected” (NPE) results from a direct-to-consumer genetic testing company. We
invite you to participate in this study because I want to give individuals the chance to
tell their stories and make their experience better understood by practitioners and
students in the genetics community.
Participants will be asked to fill out a brief survey and participate in a one-on-one
phone interview with me. It will take approximately 3 minutes to complete the
survey and 45 minutes to 1 hour for the phone interview.
The survey can be accessed online by clicking on the link at the end of this message.
Interviews will be scheduled with me and conducted by phone. They will be audio
recorded with your permission.
If you agree to participate, you will be asked to sign a consent form that will be
included with the online survey. You may withdraw from the study at any time.
If you have any questions about the research, please contact me at [EMAIL
ADDRESS].
Sincerely,
Julia Becker
[Insert link to survey/consent form here]
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APPENDIX B
ONLINE CONSENT FORM

California State University, Stanislaus
Online Consent to Participate in Research
California State University, Stanislaus
Julia Becker
[EMAIL ADDRESS]

Experience of Individuals Receiving “Not Parent Expected” (NPE) Results Through
Direct-to-Consumer Genetic Testing
Purpose of the Research
The Principal Investigator, Julia Becker, is a student at California State University, Stanislaus
conducting research for a master’s degree in Genetic Counseling.
The purpose of this research is to give individuals the opportunity to tell their stories so that
members of the genetics community (e.g. genetic counselors, geneticists, and employees of
direct-to-consumer genetic testing companies) can better understand the impact of receiving
“not parent expected” results from a direct-to-consumer genetic testing company. This deeper
understanding could allow these professionals to provide better support and follow-up care to
their patients or customers.
Procedures
Your participation will require approximately 3-5 minutes to complete a brief survey and is
completed online at your computer, as well as a 45-60 minutes interview conducted by
phone.
The telephone interview will ask questions about your experience receiving “not parent
expected” results. The interview will be audio-taped and all information will be confidential.
Potential Risks or Discomforts
Due to the potential psychological distress that discussing this topic may have on individuals,
the contact information of a certified counselor familiar with the nature of the study will be
made available to all participants during or directly after telephone interviews.
Potential Benefits of the Research
It is possible that you will not benefit directly from participating in this study. Although there
may be no direct benefits to you, participants will be given the opportunity to tell their stories
and raise awareness to the healthcare community about the experience of receiving “not
parent expected” results. This will in turn help practitioners to better understand and
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empathize with patients who have had similar experiences. Participating in this study could
lead to better care and support for future patients.
Confidentiality
All data attained from this study will be kept secure and password protected. Participants will
be given an alias in the documentation of this study. The only person with access to data that
can be linked to individual participants will be the principal investigator.
The researcher will not keep your research data to use for future research or any other
purpose.
Costs
There is no cost to you beyond the time and effort required to complete the procedure(s)
listed above.
Compensation
There will be no compensation for participating in this research.
There is no anticipated commercial profit related to this research.
Participation and Withdrawal
Your participation is voluntary. You may refuse to participate or stop participation at any
time without penalty.
Questions
If you have any questions about this research, you may contact me, Julia Becker, at
[EMAIL ADDRESS] or my faculty sponsor, Dr. Janey Youngblom at [EMAIL
ADDRESS].
If you have any questions regarding your rights and participation as a research subject, please
contact the IRB Administrator by phone (XXX) XXX-XXXX or email.
Consent
Answering “Yes” to the question below indicates that you are 18 years of age or older, and
indicates your consent to participate in the interview portion of this study.
Please feel free to print a copy of this consent page to keep for your records.
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APPENDIX C
ONLINE SURVEY
Q1 What is your age?
Q2 What is your gender?
oMale (1)
oFemale (2)
oTransgender Male (3)
oTransgender Female (4)
oNon-Conforming (5)
oNot Listed (6) ________________________________________________
oPrefer Not to Answer (7)
Q3 What is your ethnic background?
oAmerican Indian or Alaska Native (1)
oAsian (2)
oBlack or African American (3)
oNative Hawaiian or Other Pacific Islander (4)
oWhite (5)
oHispanic, Latino, or of Spanish origin (6)
oOther (7) ________________________________________________
Q4 What is your level of education?
oNo schooling completed (1)
oKindergarten through 8th grade, all or some (2)
oSome high school, no diploma (3)
oHigh school graduate, diploma or equivalent (for example: GED) (4)
oSome college (5)
oTrade/technical/vocational training (6)
oAssociate degree (7)
oBachelor's degree (8)
oMaster's degree (9)
oProfessional degree (10)
oDoctorate degree (11)
Q5 Where do you reside? (e.g. San Francisco, CA)
Q6 What time zone do you live in?
oPST (1)

122

oMST (2)
oCST (3)
oEST (4)
oOther (5) ________________________________________________
Q7 Did you receive your NPE results from a direct-to-consumer genetic testing
company?
oYes (1)
oNo (2)
Q8 Which direct-to-consumer genetic testing company did you receive your NPE
results from?
o23andme (1)
oAncestry (2)
oOther (3) ________________________________________________
Q9 How did you receive your NPE results?
Q10 Who were you raised by? (for example, my biological mother and my nonbiological father)
Q11 Are the parents who raised you still living?
oYes (1)
oNo (2)
oOther (5) ________________________________________________
Q12 Do you have siblings you were raised with?
oYes (1)
oNo (2)
Q13 Have you reached out to new family members?
oYes (1)
oNo (2)
Q14 Are you willing to participate in a telephone interview lasting roughly 45-60
minutes?
oYes (1) oMaybe (2) oNo (3)
Q15 What is the best way to reach you? (please enter an email address and/or
telephone number below)
Q16 What name would you like to be called during our interview?
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APPENDIX D
INTERVIEW GUIDE
1) What was your original reason for pursuing DTC genetic testing?
a) Why did you choose the company you selected?
2) Were you informed by the DTC-GT company that you could learn NPE
information before sending in your sample?
(if yes)
a) Do you recall how you were informed about this possibility?
(if no)
a) Do you think they should do anything to inform individuals that this type of
result is possible?
i.(if yes) How do you think they could have better informed you that this type
of information could be discovered?
ii.(if no) What responsibility, if any, do you think DTC-GT companies have to
their customers who receive NPE results?
b) Do you think knowing ahead of time that you could receive NPE results would have
changed the impact of receiving this information?

3) As you were reviewing your test results what piece of information made you
realize your parent might not be your biological parent?
a) How long ago did you get your NPE results?
b) What were your first thoughts/reaction to this discovery?
c) Did you have any doubt that these results were true?
i.
If so, how did you deal with that doubt?
ii.
Did you seek any confirmatory testing?
(1) If yes, then at that point did you still have any doubt that the results were
true?

4) Did you have any inkling that this parent was not your biological parent
before you received your NPE results?
a) (if yes) Can you tell me more about what made you feel this way?
b) (if no) Were the results surprising? How did this feeling compare to other
surprising moments in your life?
5) Who was the first person you told about the results?
a) How much time passed between receiving the results and telling this
person?
(if an extended period of time) How did it feel keeping this information to
yourself for that period of time?
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b) What made you decide to reach out to this person first?
(If it was a parent)
i.
Which parent was it? (biological/non-biological/both)
ii.
What was going through your mind when you shared this with them?
iii.
How did he/she/they respond?
(1) Do you remember the words they used?
iv.
How did his/her/their response make you feel?
(1) Do you remember how you responded?
(if it was a sibling)
i.
How did it feel to deliver this information?
ii.
How did he/she respond?
iii.
What did he/she say?
iv.
Did your sibling want to confirm these results for his/herself as well?
v. Have you since told your parents about these results?
vi.
How did each parent respond? (biological and non-biological)
(1) Do you remember what they said?
vii.
What was going through your mind when you shared this with your
biological parent/your birth certificate (or non-biological parent)??
(If it wasn’t a parent or sibling)
i. What was that person’s response?
ii. Have you since shared these results with your parents?
iii. How did each parent respond? (both biological and non-biological)
v. What was going through your mind when you shared this with each of
them?
6) Are the parents who raised you still living?
(if no)
i.
Do you wish you could have discussed your NPE results with them?
(if yes) How has it felt not being able to share this discovery with them?
What would you have liked to say?
(if no) Can you say more about that?
(if yes)
ii.
iii.
iv.
v.

How has your relationship with your non-biological parent been impacted
since sharing your NPE discovery with them?
How has your relationship with your biological parent changed?
In what way does your family dynamic as a
whole feel different?
How did this news impact other family
members (e.g. your children/siblings)?
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7) Do you understand why your parent(s) kept this information a secret from you?
a) How did it feel to discover you were not being told the whole truth about
how you were conceived?
(1) Do you still feel this way or has your reaction evolved
over time?
8) Have you reached out to/discovered any new biological family
members?
(if yes)
a) What was your main motivation to do so?
b) What has it been like to meet new family members?
c) Have you developed a relationship with any of them?
d) What were your expectations when reaching out?
e) What is it like to be connected with new family members at
this stage of your life?
(if no)
f) Why haven’t you?
9) Have you discovered any other NPE siblings?
a) Have you reached out to them? If so, what has that been
like?
b) Have they reacted to this information similarly to you or is
their attitude different from yours?
10) Would you say that this information has affected your sense of identity?
a) What about your identity has changed?
b) Has your change of identity been positive? If so, how?
c) Has your change of identity been negative? If so, how?
11) What stands out in your mind as the most positive impact of
this experience? Most negative impact?
12) Have you talked to any healthcare professionals or mental health professionals about
your experience?
a) What has been your experience bringing this up to them?

13) Are there any resources or support that you wish could have been available to
you when you first discovered this information?
(if yes) Like what?
14) If you could give any words of wisdom to someone who just found out this same
thing, what would you tell them?
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15) Do you have any final comments you want to share about your
experience that we haven’t had a chance to discuss yet? Do
you have any questions?

