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Personal utility in genomic testing: a systematic
literature review

Jennefer N Kohler*,1, Erin Turbitt and Barbara B Biesecker

Researchers and clinicians refer to outcomes of genomic testing that extend beyond clinical utility as ‘personal utility’. No

systematic delineation of personal utility exists, making it challenging to appreciate its scope. Identifying empirical elements of

personal utility reported in the literature offers an inventory that can be subsequently ranked for its relative value by those who

have undergone genomic testing. A systematic review was conducted of the peer-reviewed literature reporting non-health-related

outcomes of genomic testing from 1 January 2003 to 5 August 2016. Inclusion criteria specified English language, date of

publication, and presence of empirical evidence. Identified outcomes were iteratively coded into unique domains. The search

returned 551 abstracts from which 31 studies met the inclusion criteria. Study populations and type of genomic testing varied.

Coding resulted in 15 distinct elements of personal utility, organized into three domains related to personal outcomes: affective,

cognitive, and behavioral; and one domain related to social outcomes. The domains of personal utility may inform pre-test

counseling by helping patients anticipate potential value of test results beyond clinical utility. Identified elements may also

inform investigations into the prevalence and importance of personal utility to future test users.
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INTRODUCTION

As genomic testing has become rapidly integrated into research and
clinical care, the need to determine its overall utility to patients is
imperative. Evaluative measures for introducing new tests or proce-
dures into practice are primarily clinical, assessing end points and
characteristics related to health and medical management such as
decreased morbidity and mortality, pursuit of follow-up screening
recommendations, and health-related quality of life.1 Yet individuals
undergoing genomic testing report interest in receiving results for
reasons that extend beyond these health parameters.2–5 These reasons
are often described in the literature as ‘personal utility’. Personal utility
is the broad category of outcomes that includes subjective, non-health-
related uses of genome sequencing such as increasing feelings of
control, enhancing self-knowledge, feeling altruistic, and planning for
the future.4,6–10

Personal utility is not a novel concept in genome sequencing.
Components of personal utility such as enhancing perceptions of
personal control have long accompanied genetic testing,11 but until
recently were overshadowed by pronounced clinical utility. Evaluation
of genomic tests traditionally focused on three characteristics: analy-
tical validity (the ability of the test to identify a given genotype),
clinical validity (the reliability of a predicted phenotype based on
the identified genotype), and clinical utility (the usefulness of that
information to improve medical outcomes). Personal benefits of
genomic testing have been discussed in early literature, and their
empiric evaluation accelerated with the expansion of clinical genetic
testing.2,3,5,6,12–16 Elements of personal utility are indirectly related to
health outcomes and of overall importance to individuals undergoing
testing; perceived as having an effect on their overall well-being.

Psychological well-being outcomes have inconsistently been classi-
fied in the literature as clinical utility17 or as outcomes separate from
health status related.18 Distinct from personal utility (as described in
the preceding paragraphs), measures of psychological well-being
have long been assessed alongside clinical outcomes in genetic testing
assessment.19 However, they do not encompass the complete
spectrum of outcomes experienced by test users. For the purpose of
our study we were interested in assessing an emerging concept of
personal utility that predominantly consists of outcomes not health
related.
Medicine is undergoing a shift toward more ‘personalized healthcare’

that integrates personalized medicine and individual preferences.20 The
aim of personalized healthcare is to engage individuals in attaining and
maintaining physical health and psychological well-being. To practice
personalized healthcare, clinicians consider individuals’ personal values
and preferences in conjunction with their clinical needs. When genomic
testing is offered, an array of potential consequences from receiving
results – clinical and non-clinical – should be deliberated in making
informed decisions about testing and in establishing practice guidelines.
A more complete understanding of perceived personal utility can
inform both endeavors.
Theoretical and practical discussions of personal utility appear in

the literature accompanied by studies that assess certain elements of
personal utility as outcomes. Absent from this literature is a clear and
consistent delineation of what constitutes personal utility and which
non-medical benefits of genomic testing are most valued by those
undergoing testing. Delineation of the elements of personal utility is
useful to understanding the full scope of outcomes of genomic testing
that lie in the context of personal utility. Characterizing the concept is
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a key step to amassing evidence for the role of personal utility in the
overall utility of genomic testing.
We conducted a systematic review to synthesize elements of

personal utility that have been reported in the empirical literature,
focusing on the concept as defined by participants or patients,
spanning a spectrum of genetic conditions and genomic tests.
Delineating personal utility is a first step to assessing its role in
decisions to undergo genomic testing.

MATERIALS AND METHODS

Search methods
A preplanned, comprehensive electronic literature search was conducted for all
English language articles using PubMed, Scopus, Web of Science, and EMBASE
from January 2003 to August 2016. Key terms included ‘genetic testing,’
‘genome testing,’ ‘genomic testing,’ ‘genetic sequencing,’ ‘genomic sequencing,’
‘exome sequencing,’ and synonyms combined with ‘personal utility,’ ‘patient
utility,’ ‘personal meaning,’ ‘personal value,’ ‘personal outcomes,’ ‘non-clinical
benefits,’ ‘non-clinical harms,’ ‘non-medical benefits,’ ‘non-medical harms,’ and
synonyms. An example search strategy for PubMed is: ('genetic testing'[majr]
OR 'genetic testing'[tiab] OR 'genetics testing'[tiab] OR 'genome testing'[tiab]
OR 'genomic testing'[tiab] OR 'genomics testing'[tiab] OR 'genetic sequen-
cing'[tiab] OR 'genetics sequencing'[tiab] OR 'genome sequencing'[tiab] OR
'genomic sequencing'[tiab] OR 'genomics sequencing'[tiab] OR 'exome sequen-
cing'[tiab] OR 'exomic sequencing'[tiab] OR 'sequence analysis, dna'[majr] OR
'genetic profiling'[tiab] OR 'genome profiling'[tiab] OR 'genomic profiling'
[tiab] OR 'genomics profiling'[tiab] OR 'direct to consumer testing'[tiab] OR
'direct to consumer genetic'[tiab] OR 'direct to consumer genetics'[tiab]
OR 'direct to consumer genome'[tiab] OR 'direct to consumer genomic'[tiab]
OR 'direct to consumer genomics'[tiab] OR 'personal genetic'[tiab] OR
'personal genetics'[tiab] OR 'personal genome'[tiab] OR 'personal genomic'[-
tiab] OR 'personal genomics'[tiab] OR 'individual genetic'[tiab] OR 'individual
genetics'[tiab] OR 'individual genome'[tiab] OR 'individual genomic'[tiab] OR
'individual genomics'[tiab] OR 'genetic susceptibility testing'[tiab] OR 'genomic
risk profiling'[tiab] OR 'genome based testing'[tiab]) AND ('personal utility'
[tiab] OR 'patient utility'[tiab] OR 'individual utility'[tiab] OR 'participant
utility'[tiab] OR 'consumer utility'[tiab] OR 'public utility'[tiab] OR 'health
utility'[tiab] OR 'health-related utility'[tiab] OR 'clinical utility'[ti] OR 'medical
utility'[ti] OR 'personal meaning'[tiab] OR 'patient meaning'[tiab]
OR 'individual meaning'[tiab] OR 'participant meaning'[tiab] OR 'consumer
meaning'[tiab] OR 'public meaning'[tiab] OR 'clinical meaning'[ti] OR 'medical
meaning'[ti] OR 'personal value'[tiab] OR 'patient value'[tiab] OR 'individual
value'[tiab] OR 'participant value'[tiab] OR 'consumer value'[tiab] OR 'public
value'[tiab] OR 'clinical value'[ti] OR 'medical value'[ti] OR 'personal bene-
fit'[tiab] OR 'personal benefits'[tiab] OR 'personal harm'[tiab] OR 'personal
harms'[tiab] OR 'personal outcome'[tiab] OR 'personal outcomes'[tiab] OR
'non-clinical benefit'[tiab] OR 'non-clinical benefits'[tiab] OR 'nonclinical
benefit'[tiab] OR 'nonclinical benefits'[tiab] OR 'non-medical benefit'[tiab]
OR 'non-medical benefits'[tiab] OR 'nonmedical benefit'[tiab] OR 'nonmedical
benefits'[tiab]). The first author supplemented this search by hand-searching
bibliographies and publications using key words.

Study criteria
Study definitions. In this review, ‘personal’ was defined as non-health related
or non-medical, and ‘utility’ was defined as subjective use, meaning, or value.
Existing frameworks for evaluation of utility consist largely of economic or
medical outcomes, missing many outcomes that are experienced by test
users.6,7,9 As such, this review does not limit ‘utility’ as it is defined in existing
frameworks but rather extends it to outcomes providing meaning and practical
use to individuals beyond health status. This definition parallels that of most
studies and is more narrow than the broad definition of personal utility invoked
by the Institute of Medicine: ‘the meaning and worth a genomic test brings to
an individual from that individual's perspective’.21 Our search extended
‘outcomes’ broadly beyond clinical utility to include both benefits and harms
that may result from genomic testing. ‘Genomic testing’ included the full

spectrum of testing from direct-to-consumer and single-gene testing to whole-
exome and whole-genome sequencing.

Inclusion criteria. Studies were selected for inclusion if they (1) were written in
English language; (2) were published between 1 January 2003 and 5 August
2016, and (3) contained empirical evidence for personal utility. We chose 2003
because it marks the conclusion of the Human Genome Project and a time of
rapid increase in genomic test use. No studies referencing personal utility were
found prior to that date. There were no limitations imposed on study design,
genomic test type, study population, method of data collection or country of
publication.

Exclusion criteria. Studies were excluded if they (1) did not meet inclusion
criteria, (2) were opinion or workgroup papers, or (3) were reported in non-
peer-review publications (gray literature).

Study selection method
Two authors performed the study selection using the following approach: (1)
removing clearly irrelevant titles; (2) reviewing remaining abstracts and
rejecting those that did not meet the inclusion criteria; (3) reading full articles
of potentially relevant studies, and (4) selecting those that strictly met the
inclusion criteria.

Quality
A quality appraisal tool was used based on Paul et al's apparisal tool22 appraisal
tool and QualSyst,23 with the addition of two parameters: diversity of sample
and participant having direct experience with genetic testing. Along with these
two additional parameters, a total of 12 parameters were assessed including
adequate description of study question, design, context, and recruitment;
description of participants; appropriateness of data collection, analysis and
conclusions; connection to theoretical framework and use of verification
procedures. Studies were given a score from 0 to 2 where 0=no, 1=partial,
and 2= yes. Qualitative studies and the qualitative portion of mixed-method
studies were assessed using the same quality parameters. Parameter scores were
summed for each study resulting in a final quality score out of 24. Authors JNK
and ET independently evaluated the studies and disagreements were reconciled
by discussion. Tabulated quality parameters and scores can be found in
additional Supplementary File A1.

Data extraction and synthesis
Data were extracted on individual study characteristics (eg, genomic test type,
study population, country of origin) and non-health-related outcomes. Out-
comes categorized as psychological well-being (anxiety, depressive symptoms,
disease-related worries, and distress) were considered elements of clinical
utility as they contribute to health-related quality of life, and excluded from
extraction.17

The focus of this literature review was to synthesize elements of personal
utility as defined by participants or patients. As such, the primary analysis only
included studies where concepts of personal utility arose directly from
participants (generally with qualitative methodologies). Studies in which
participants were asked to endorse concepts of personal utility posed to them
by investigators (generally with quantitative methodologies) were analyzed
separately.
Using a constant comparative method,24 a preliminary coding template for

all reported non-health-related outcomes of genomic testing was developed.
Final codes were selected by collapsing closely related reported outcomes.
Authors JNK and ET independently coded the studies. Further review of the
final element codes resulted in identification of four thematic domains.

RESULTS

Study selection and characteristics
The systematic literature search yielded 551 abstracts after the removal
of duplicates. All abstracts were read carefully and 64 articles
were identified, which met the inclusion criteria. Thirty-seven were
excluded based on lack of empirical results, and/or lack of outcomes
that could be considered personal utility. Thirty-one met the
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inclusion/exclusion criteria and were included in this review
(Figure 1).12,14,15,25–52 Of these 31, 16 were qualitative in design, 11
used mixed methods, and 4 were quantitative in design. The majority
(23/31) of the studies were conducted in the USA; other countries of
origin included Canada (2), Netherlands (3), Australia (1), UK (1),
and Switzerland (1). The types of genomic testing included: single-
gene or gene panels (n= 13, 42%), whole-exome/whole-genome
sequencing (n= 11, 35%), SNP-based or chromosomal microarray
(n= 4, 13%), and nonspecific genetic testing (n= 3, 10%). Studies
spanned the research, clinical, and consumer contexts. Table 1
summarizes study characteristics.
The 31 studies included a total of 6461 participants ranging from 3

to 89 participants per qualitative study, from 40 to 755 per mixed-
methods study, and from 202 to 2223 per quantitative study.
Participants included affected individuals, unaffected individuals, and
family members; individuals who have both had and not had genomic
testing were included. The majority of studies involved patients (7/31),
and/or family members (13/31) followed by the public (8/31), genome
research participants (6/31), and health professionals such as physi-
cians and scientists (4/31) with some involving a combination of
different populations. Primary outcomes were similarly broad across
studies, encompassing perceptions of and attitudes toward genomic
testing; motivations for genomic testing; intentions to receive or use
results; the impact of results; and personal experiences after receiving
results. Elements of personal utility included in this review were
reported as both primary and secondary study outcomes.

Elements of personal utility
Of the 31 studies, 27 included methodologies where concepts of utility
arose directly from participants. Using these 27 studies, outcomes of
personal utility were inductively coded. Initial coding of the studies
resulted in 26 preliminary codes representing the elements of personal
utility extracted from the data. These codes were revised and
regrouped, resulting in 15 final elements of personal utility
(Table 2). A range of 3–12 studies supported identified elements,
averaging eight each. After final coding, a thematic analysis of the
elements was conducted and elements were grouped into four distinct
domains. Three of the domains were specific to personal outcomes:

affective, cognitive, and behavioral. One domain encompassed social
or societal level outcomes, with implications beyond the individual.

Personal outcomes
Affective. Affective outcomes refer to an individual’s emotional state
and have the potential to change how one feels. This domain is
comprised of four elements of personal utility: (1) to enhance
(emotion-focused) coping, which includes coping with health risks,
to feel more in control of oneself and of the situation, and for peace of
mind; (2) mental preparation, for oneself, one’s family, to visualize
future health and conversely as a false sense of security; (3) feelings of
responsibility including both relief of responsibility or increased sense
of responsibility; and (4) improved spiritual well-being such as a sense
of purpose and appreciating the present. Of the elements identified as
affective outcomes, the element most common among the 27 studies
was ‘to enhance coping’; identified in 11 (41%) of the studies.

Cognitive. Cognitive outcomes refer to the gain of key information
about genomic testing: (1) value of the information, that is, value of
the information itself; (2) improved knowledge of condition such as its
inheritance, etiology, and natural history; (3) self-knowledge, both of
one’s own health as well as that of one’s family, and change in identity
as a result of the genomic information; and (4) curiosity for what
might be found and what it may mean. Eleven studies (41%) listed
value of the information as an element of personal utility, the most in
this domain, and included various participant populations and
genomic test contexts.

Behavioral. Behavioral outcomes represent the practical uses of
genomic information. These uses include: (1) ability for future
planning such as long-term care, finances, career, getting affairs in
order, and schooling; (2) reproductive autonomy, which involves the
ability to plan for affected children, to refrain from having children, to
adopt, or to undergo prenatal or pre-implantation genetic diagnosis of
a familial condition; (3) communication with relatives, both increased
and decreased, as a result of genetic information or genetic status (ie,
positive or negative). Ability for future planning was supported by 12
studies (44%), the most in this domain; reproductive autonomy and
communication with relatives are supported by 8 (30%) and 6 (22%)
studies, respectively.

Social outcomes
Social outcomes involve changes in social support or status on
individual, familial, and societal levels. The four elements in this
domain are: (1) research altruism, largely for the benefit of research
but also for family or society; (2) concern about stigma and concern
about discrimination by insurance companies, employers, schools, in
social environments, and by the government or police; (3) concern
about confidentiality of information and privacy; (4) and change in
social support from family, friends, and social resources. Research
altruism and concern about discrimination and stigma were the two
leading elements in this domain, each supported by 12 (44%) and 10
(37%) studies, respectively.

Endorsement studies
Four studies were identified in which investigators posed elements
of personal utility to study participants to assess endorsement. No
additional elements were represented to those identified through the
data synthesis. The elements posed included: to enhance coping, self-
knowledge, curiosity, ability for future planning, reproductive auton-
omy, research altruism, and concern about discrimination and stigma.

EMBASE 
(n=376)

PubMed 
(n=174)

Scopus 
(n=229)

Web of Science 
(n=221)

Reference and key 
author search (n=8)

Records found 
(n=1008)

Abstracts 
screened 
(n=551)

Papers read in 
full (n=64)

Studies 
included in 

review (n=31)

Duplicates removed (n=457)

Irrelevant records excluded 
(n=487)

Full-text papers excluded (n=33)
- Ineligible outcomes (n=23)

- No empirical evidence (n=10)

Figure 1 Systematic literature search flow.
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A summary of study outcomes is given in additional Supplementary
File A2.

DISCUSSION

This systematic review identified 15 distinct elements of personal
utility spanning four non-overlapping domains. Each element was
cited by three or more independent studies, indicating that all are
consistent non-health-related outcomes of genomic testing.
In this analysis, elements were primarily organized into domains

according to how they affect the individual (personal outcomes) as the
primary stakeholder in personal utility. Yet, we also identified elements
that may affect families, communities, and the society at large (social
outcomes). Genomic test results may have personal utility at the
family level because the information is often relevant to relatives.
Personal utility can also affect future family through reproductive
planning. As such, the impact of personal utility may be inter-
generational and long lasting. Personal utility also influences social
constructs through individuals’ social groups and through its impact
on the values of society at large. It can alter social relationships and
spur concerns about discrimination, stigma, and racism. Studying
personal utility by level of impact evinces its reach beyond the lives of
individuals to the larger population and broadens understanding of
‘personal’ utility of genomic testing.
The prevalence of personal utility as an outcome of genomic testing

was demonstrated in this literature review of 31 studies in which it was
assessed. The studies represent a variety of genomic testing contexts
that vary by test type, setting, and study population. Further, the
elements show no significant skewing by test type or study population,
although the relatively small groups make it unlikely that such a
difference would be revealed. Our findings suggest that elements of
personal utility are spread across genomic test type and are relevant to
individuals undergoing genomic testing generally.
Another finding of this review is that alongside personal utility,

individuals are experiencing and discussing harms of genomic testing.
We found the majority of harms that individuals are experiencing may
be classified as ‘social outcomes’. For example, test results have the
potential to raise concerns about stigma, discrimination, and privacy.
Although individuals may not derive ‘utility’ from these harms per se,

the potential for these harms to arise as an outcome play an important
role and, depending on perceptions of the potential benefit, sway
decisions such as when or whether to undergo testing.
The elements reported in this review were derived using a general

definition of personal utility to create a foundational evidence-based
characterization of the concept. There have been theoretical and
conceptual commentaries around limiting or categorizing the types of
outcomes that are defined by ‘personal utility’. For example, Bunnik
et al53 argue that genomic test results have personal utility only if they
have meaning, purpose, and ‘can reasonably be used for decisions,
actions, or self-understanding which are personal in nature.’ Bale and
Mitchell54 take a more limited view of personal utility arguing that a
test has non-clinical utility only if its results can be used for decisions
or actions such as future planning, reproductive planning, or obtaining
social resources. In both these views, genomic test results must provide
valid information that is cognitively or behaviorally useful.
In our primary synthesis, we chose to include only studies of

participants and patients, allowing the concept of personal utility to
emerge from the data with minimal prompting by investigators.
However, we did identify four studies that used quantitative methods
designed by investigators that provide further evidence of the
importance of personal utility to those undergoing genomic
testing.49–52 For example, Lupo et al.52 surveyed 202 participants in
a genome sequencing study and found that a subset (23%) of
participants (classified as ‘enthusiasts’) agreed their study results would
influence their reproductive decisions and end of life planning.
Currently available measures of outcomes of clinical genetics

services capture some aspects of personal utility identified in this
literature review.55–57 The Psychological Adaptation Scale, for exam-
ple, measures four domains of adaptation, which capture elements of
personal utility such as ‘to enhance coping,’ ‘improved spiritual well-
being,’ and ‘change in social support’.55 The Genetic Counseling
Outcomes Scale and Psychosocial Aspects of Hereditary Cancer
questionnaires capture additional elements including: ‘mental pre-
paration;’ ‘feelings of responsibility;’ ‘knowledge of condition;’ ‘self-
knowledge;’ ‘ability for future planning;’ ‘reproductive autonomy;’
‘communication with relatives;’ and ‘concern about discrimination
and stigma’.55,58,59 However, available measures do not capture

Table 2 Elements of personal utility

Domain Element Number of studies (N=27) Proportion (%) Studies

Personal outcomes
Affective 1. To enhance coping 11 41 14, 15, 24, 30–32, 35, 37, 42, 44

2. Mental preparation 5 19 24, 37–39, 42

3. Feelings of responsibility 6 22 15, 35–38, 42

4. Improved spiritual well-being 3 11 14, 38, 41

Cognitive 5. Value of information 11 41 14, 15, 24, 27, 31, 32, 34, 35, 40, 42, 47

6. Knowledge of condition 9 33 14, 25–28, 37–39, 41

7. Self-knowledge 7 26 15, 26, 33, 35, 36, 40, 45

8. Curiosity 7 26 26, 29, 35, 36, 40, 42, 47

Behavioral 9. Ability for future planning 12 44 14, 24, 25, 30, 31, 34, 35, 37, 41–43, 47

10. Reproductive autonomy 8 30 15, 24, 25, 30, 32, 37, 38, 41

11. Communication with relatives 6 22 12, 13, 35, 42, 44, 45

Social outcomes
12. Research altruism 12 44 14, 15, 26–29, 37, 40–42, 44, 45

13. Concern about discrimination and stigma 10 37 13, 15, 24, 29, 30, 33, 34, 38, 40

14. Concern about privacy 6 22 13, 30, 34, 40, 42, 44

15. Change in social support 8 30 12, 14, 24, 32, 33, 35, 37, 41
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identified outcomes of personal utility such as ‘curiosity’, ‘value of
information’, and ‘concerns about privacy’. The majority were
validated for use with specific genetic diseases or testing contexts.
Some of these outcomes appear as items in patient empowerment and
health-related quality-of-life scales.60 As these items have not been
assembled into one assessment, psychometric investigation would be
needed to create a valid and reliable scale of personal utility, alongside
differentiation of the construct from concepts like adaptation.

Limitations
Strengths of the literature in this review include the representation of
elements of personal utility from general, research, and disease-specific
populations, and various test types. This ensures a range of findings
and a comprehensive review. However, these data should be inter-
preted in light of certain limitations. First, although broad search
terms were used to capture a comprehensive return of literature, it is
possible that relevant data were missed. In particular, due to the
subjective nature of defining personal utility, components of the
concept may not have been captured, both in our review and through
the identified research, a challenge in defining elements of a poorly
defined concept. Data also may have been missed due to our exclusion
of non-English language papers and may have been biased by the
inclusion of papers identified through key author and reference
searches. The variable quality of the reporting in the included studies
may result in reporting bias. An additional limitation of the systematic
literature review involves the inclusion of studies in which participants
had no personal experience with genomic testing, possibly jeopardiz-
ing the validity of the derived elements. Similarly, we did not
discriminate between hypothetical and actual outcomes. As such, the
elements identified, including potential harms of genomic testing, may
not eventuate in practice.

Implications for research and practice
Findings from this systematic review warrant attention, as they are
directly relevant to both researchers and health professionals including
genetic counselors. First, an understanding of the elements that
comprise personal utility informs shared decision-making between
genetic counselors or clinicians and their clients. Genetic counselors
often elicit client values and preferences surrounding genomic testing.
Having an evidence-based delineation of elements of personal utility
will greatly benefit counselors’ knowledge about outcomes that may be
most meaningful to clients on both a clinical and personal level. Using
knowledge of personal utility, counselors can help clients evaluate the
potential harms and benefits of genomic testing, and choose a path
most in line with their values and needs.
Personal utility can also help guide the return of individual findings

in research studies. Increasing amounts of genetic data necessitate
consideration of which results to return to individuals. Previous
studies show that research participants and the general public want
nearly all genomic information returned to them, regardless of its
clinical significance.14,61 Personal utility provides another lens to help
individuals discern which kind of results may have use to them, and
thus, which kind of results they would like returned. By both
enhancing shared decision-making and informing return of results,
personal utility can be an important tool for clinicians and researchers
to improve patient-centered care.
This review provides a comprehensive, foundational understanding

of the elements that comprise personal utility in genomic testing. Still,
there is room for future research to strengthen our evidence of
domains and elements of personal utility and their role in decision-
making or adaptation to results. Further research of personal utility in

diverse testing experiences will shed further light on the general-
izability of our findings. Longitudinal studies of personal utility are
key, as the construct is dynamic and likely to evolve over time. It is
also important to better understand how personal utility varies among
diverse populations and cultures. A further critical step to amassing
evidence about the prevalence and importance of evidence for
elements of personal utility is in designing and assessing a scale for
the concept.

CONCLUSION

By identifying the elements that comprise personal utility in genomic
testing, we can now construct a more complete picture of the ways in
which genomic testing impacts individuals. This includes individuals’
expectations of genomic testing as well as the ways they react to and
use their results. Such an understanding is important to practicing and
improving personalized healthcare because it brings into focus the
needs of the individual that go beyond medical care. Using our
synthesis of personal utility, it may be possible to include the elements
identified when evaluating genomic tests for clinical implementation.
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