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Psychiatric disorders, such as schizophrenia, depression, anxiety, and bipolar disorder, are
common conditions that arise as a result of complex and heterogeneous combinations of
genetic and environmental factors. In contrast to childhood neurodevelopmental conditions
such as autism and intellectual disability, there are no clinical practice guidelines forapplying
genetic testing in the context of these conditions. But genetic counseling and genetic testing
are not synonymous, and people who live with psychiatric disorders and their family
members are often interested in what psychiatric genetic counseling can offer. Further, re-
search shows that it can improve outcomes like empowerment for this population. Despite
this, psychiatric genetic counseling is not yet routinely or widely offered. This review de-
scribes the state of the evidence about the process and outcomes of psychiatric genetic
counseling, focusing on its clinical implications and remaining research gaps.

sychiatric disorders, such as schizophrenia,

bipolar, depression, and anxiety, are com-
mon conditions that have a complex and hetero-
geneous etiology and arise in individuals as a
result of varied contributions of genetic and en-
vironmental factors (Schmitt et al. 2014; Psychi-
atric Genetics Consortium 2018). Psychiatric
disorders are not entirely genetically deter-
mined, and genetic testing cannot establish,
confirm, or refine a psychiatric diagnosis.
Whereas genetic testing is considered a first-
tier approach for childhood neurodevelopmen-
tal disorders (e.g., autism, intellectual disability)
(Miller et al. 2010) to diagnose underlying ge-
netic syndromes whose manifestations include

these phenotypes, genetic testing for psychiatric
disorders is not standard clinical practice, nor is
it suggested by any clinical practice guidelines in
the context of psychiatric disorders like schizo-
phrenia, bipolar, depression, anxiety, obsessive—
compulsive disorder (OCD), eating disorders,
etc. As an apparent consequence, genetic coun-
seling is also not routinely provided for these
conditions. However, benefits of genetic coun-
seling do not depend on the use of genetic test-
ing, and in most scenarios, neither necessitates
the other.

Many clinical specialties within genetic
counseling have emerged as a result of intuitive
appreciation of patient needs in a particular area
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and/or the availability of genetic tests. In con-
trast, the emergence of genetic counseling for
psychiatric disorders is driven by evidence that
shows a clinical need (Quaid et al. 2001; Meiser
et al. 2005, 2008; Austin et al. 2006; DeLisi and
Bertisch 2006; Lyus 2007; Wilhelm et al. 2009;
Erickson et al. 2014; Quinn et al. 2014). Further,
studies have found that even in the absence of
genetic testing, psychiatric genetic counseling
has benefits for people with psychiatric disor-
ders and their families (Austin and Honer
2008; Hippman et al. 2013, 2016; Inglis et al.
2015; Moldovan et al. 2017). Herein, I review
this literature, and present the psychiatric genet-
ic counseling practice model established at the
world’s first specialist psychiatric genetic coun-
seling clinic, which has been shown to produce
positive patient outcomes.

PSYCHIATRIC GENETIC COUNSELING:
THE NEED

Psychiatric genetic counseling for conditions
such as schizophrenia, bipolar, eating disorders,
depression, anxiety—like genetic counseling for
any other conditions—seeks to help people
make personal meaning of the factors that con-
tribute to the development of the condition that
they have or that runs in their family (Resta et al.
2006). Even without knowing the full range of
issues that psychiatric genetic counseling can
address, people with psychiatric disorders and
their families are interested in what the service
can offer (Quaid et al. 2001; Lyus 2007; Kalb
etal. 2017). Commonly, people with psychiatric
diagnoses and their family members overesti-
mate chances for others in their family to de-
velop similar conditions (and this influences
childbearing decisions) (Austin et al. 2006);
they feel guilty about personal choices they be-
lieve may have caused their illness, or feel pow-
erless to do anything about their illness; and
parents feel guilty about their children’s psychi-
atric illnesses (either for passing on “bad” genes
or perceived responsibility for suboptimal par-
enting or having failed to prevent their child’s
condition). Despite these cognitive and affective
burdens, people with psychiatric disorders and
their families are not routinely referred for ge-

netic counseling (Hunter et al. 2009; Leach
et al. 2016).

THE HISTORY OF PSYCHIATRIC GENETIC
COUNSELING RESEARCH

Speculation in the research literature about the
potential application and outcomes of psychiat-
ric genetic counseling span several decades (Ku-
mar 1968; Stancer and Wagener 1984; Reveley
1985; Hodgkinson et al. 2001; Austin and Honer
2004; DeLisi and Bertisch 2006; Finn and Smol-
ler 2006; Lyus 2007; Bennett et al. 2008; Gershon
and Alliey-Rodriguez 2013). Some of these writ-
ings reflect common misconceptions about psy-
chiatric genetic counseling—for example, that it
is primarily concerned with helping people to
understand risk for recurrence in the family
(Gershon and Alliey-Rodriguez 2013), or it
could involve presenting psychiatric disorders
as “genetic conditions” (Bennett et al. 2008).
Although the moniker “genetic counseling”
implies an exclusive focus on genetics, in the
context of complex disorders like psychiatric
conditions, genetic counseling should always in-
clude a holistic interactive discussion of both
genetic and environmental factors that contrib-
ute to the condition, and, a skilled counselor is
alert and prepared not only to address emergent
thoughts but also emotional consequences of
the exchange of information. The studies actu-
ally exploring the provision of psychiatric genet-
ic counseling that have emerged subsequent to
early speculation about its potential outcomes in
the research literature have all embraced this
model for delivery of the intervention. Specifi-
cally, the psychiatric genetic counseling out-
comes research literature is based on a model
of genetic counseling that involves discussion
of the genetic and environmental contributors
in a holistic manner. Practitioners approach
psychiatric genetic counseling from the perspec-
tive of valuing the interaction as more existential
than risk-specific and focusing on emotional
issues that can arise during the discussion.
Results from an initial pilot study (Austin
and Honer 2008), observational studies (Costain
et al. 2012a,b), qualitative work (Hippman et al.
2013), and a randomized controlled trial (Hipp-
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man et al. 2016) of psychiatric genetic counsel-
ing provide collective evidence of positive out-
comes for patients with psychiatric disorders
and their family members. These data catalyzed
the founding of the first specialist psychiatric
genetic counseling clinic—the Adapt Clinic in
Vancouver. A study assessing the outcomes of
patients of the Adapt Clinic showed significant
increases in measures of empowerment and self-
efficacy after psychiatric genetic counseling with
large effect sizes for empowerment (Inglis et al.
2015). Empowerment was assessed using the
genetic counseling outcomes scale (GCOS)
(McAllister et al. 2011). A subsequent qualita-
tive study showed that for people with psychiat-
ric diagnoses, psychiatric genetic counseling can
help patients accept their illness at a deeper level
and integrate it more fully into their sense of self
in a manner that they experience as empowering
(Semaka and Austin 2019).

Psychiatric genetic counseling is an emerging
specialty within clinical genetics (Moldovan et al.
2019). Given the evidence for positive patient
outcomes associated with psychiatric genetic
counseling as practiced in the studies that formed
the foundation for the Adapt Clinic, the structure
and process of the clinic is described below. The
clinic continues to collect patient outcome data
and is exploring how patient- and session-related
variables (e.g., specific psychiatric diagnosis,
whether or not risk information is discussed) im-
pact patient outcomes. In the following sections,
when data are available regarding how patient-
and/or session-related variables impact patient
outcomes, these are also discussed.

STRUCTURAL OVERVIEW OF THE ADAPT
CLINIC

The Team, the Referral Base

The Adapt Clinicis a specialist psychiatric genetic
counseling clinic. The name was developed in
consultation with local psychiatrists who under-
stood the value of the service and wished to, but
were reluctant to, refer their patients for genetic
counseling fearing their patients may interpret
the referral as an indicator that their psychiatrist
was implying that they should not have children.

Genetic Counseling for Psychiatric Disorders

The Adapt Clinic is housed within the exist-
ing general medical genetics clinic that services
the province of British Columbia and uses two
board-certified genetic counselors that are sup-
ported by a clinical secretary. A medical geneticist
consults on cases in which a genetic syndromeisa
possibility, based on medical/family history and
signs off on clinical reports. A psychiatrist is avail-
able to consult on current mental health concerns
(e.g., suicidality) that may be identified during a
genetic counseling session. The clinic accepts re-
ferrals from both health-care providers (general-
ly, psychiatrists who refer when patients ask
specific questions about recurrence risks and/or
etiology that they feel unequipped to address)
(Leach et al. 2016) and self-referrals to ensure
that barriers to access are as low as possible.

The clinic is available to men and women of
any age who have a personal or family history of
any psychiatric disorder. The service is covered
by health insurance, and individuals are eligible
for psychiatric genetic counseling if they reside
within the geographical area served by the med-
ical genetics center and have a personal and/or
family history of a psychiatric disorder or genet-
ic variation that confers increased risk for psy-
chiatric illness.

Preappointment Procedures

On establishing initial contact, a phone call is
booked to document family history in advance
of the appointment. Initially, this protocol was
established based on perceived advantages of
this approach over that of documenting family
history during the session. Subsequently, evi-
dence has suggested advantages to this approach
as greater increases in self-efficacy have been
reported for patients whose family history was
documented before their appointment than for
those for whom it was documented in-session
(Slomp et al. 2018). The phone call during
which family history is documented takes, on
average, about 45 minutes.

Confirmation of Psychiatric Diagnoses

Psychiatric diagnoses are established based on a
clinical interview with a psychiatrist or other
psychiatric health-care provider. There are no
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genetic tests with which to establish or confirm a
psychiatric diagnosis. The Adapt Clinic counsel-
ors do not seek psychiatric records to confirm
diagnoses for pragmatic reasons (e.g., challenges
associated with obtaining consent to access
records, psychiatric diagnoses can change over
time). Rather, confidence in reported psychiatric
diagnoses is established through the counselors’
skills in eliciting information about psychiatric
symptoms. Specifically, psychiatric interviewing
skills are developed through a training that com-
bines the use of the Structured Clinical Interview
for Diagnostic Statistical Manual [DSM]) (First
etal. 2015), the Positive and Negative Syndrome
scale (Kay et al. 1987), and the Family Interview
for Genetic studies (Maxwell 2018). The first
two of these instruments focus on eliciting in-
formation about psychiatric symptomatology
experienced by the interviewee, and the latter
is an instrument used to assess psychiatric
symptoms in a family member.

Appointment and Follow-Up

Psychiatric genetic counseling sessions (on av-
erage, 90 minutes in length) are provided in-
person or by telephone or telehealth according
to patient needs. Genetic testing is typically con-
sidered after consultation with the clinical ge-
neticist when family/medial history is suggestive
of a genetic syndrome that involves psychiatric
manifestations as part of the phenotype (e.g.,
22q11.2 deletion syndrome); outside of these
relatively rare cases, no genetic testing is typical-
ly provided. After the session (described below),
a consult report detailing the family history and
issues discussed is sent to the referring health-
care provider, a physician of the patient’s choos-
ing, and/or the patient. A routine follow-up
phone call (on average, ~45 minutes) is con-
ducted approximately one month after the ap-
pointment to see if the patient wishes to return
to discuss any additional issues—to date, ~5% of
patients have returned for another appointment.

Case Load, Supervision, Training

In total, each patient requires four hours of
counselor time (preappointment procedures,
appointment, follow-up, charting, and letter

writing). The clinic prioritizes ensuring that
the counselor is able to provide quality care;
therefore, participation in a one hour peer
supervision session every two weeks is expected.
To build capacity for the delivery of psychiatric
genetic counseling, the clinic provides month-
long training rotations for about five genetic
counseling students and two or three observers
(typically health-care professionals from other
countries) per year. Finally, to build relation-
ships with the community to ensure awareness
of our service, in addition to all these duties, the
counselors engage in outreach and teaching.

Evaluation of Patient Outcomes

Three scales are used as clinical assessment tools:
the GCOS (McAllister et al. 2011), the self-
stigma in relatives of people with mental illness
(SSRMI) scale (Morris et al. 2018), and the ill-
ness management self-efficacy scale (IMSES)
(Lorig et al. 1996). Specifically, all are used dur-
ing contracting at the beginning of the genetic
counseling appointment (see Initial Contract-
ing, below). The same instruments are also
administered to structure the check in on psycho-
logical and emotional issues during the follow-up
telephone call that is standard for all patients one
month after their appointment. A clinical data-
base containing this information, as well as
demographic and referral information, is main-
tained by trained volunteers, supervised by the
counselors. As these scales are administered both
before and after genetic counseling, they can be
used to assess change in outcomes for quality
assurance/quality improvement processes, and,
with appropriate ethical approvals to conduct
retrospective chart reviews, they can then be
used in addressing research questions about
the impact of psychiatric genetic counseling on
patient outcomes (e.g., Inglis et al. 2015; Morris
et al. 2018; Slomp et al. 2018; Borle et al. 2018).

PSYCHIATRIC GENETIC COUNSELING:
CONTENT AND PROCESS

The process and content of the psychiatric ge-
netic counseling delivered in the Adapt Clinic is
guided by and based on the research that pre-
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ceded the establishment of the clinic. The man-
ual for psychiatric genetic counseling provided
(see Table 1) summarizes the psychiatric genetic
counseling as performed both in the context of
the foundational research on which the Adapt
Clinic is based and as provided in the Adapt
Clinic. The manual is included as a quick refer-

Table 1. Psychiatric genetic counseling manual

Genetic Counseling for Psychiatric Disorders

ence guide for others who may want to ensure
that the process and content of their psychiatric
genetic counseling is evidence based. Specific
suggestions for how to raise some of the most
important issues and key messages to explicitly
state for patients are listed elsewhere (see Inglis
et al. 2017).

Item number

Session objective/content

Observed/completed
(check)

1 Establish agenda with client—focus on what they hope to achieve

from the session.

2 Elucidate (a) client’s perspective on causes of mental illness (ask if
they’ve thought about whether others in the family have similar
conditions, and what was going on for them around the time they
got sick), and (b) uncover associated emotions (e.g., guilt, shame,

fear). _—
3 Review client’s family history: Focus on psychiatric disorders. ——
4 Engage client in broad discussion of how mental illness develops

(including roles of genes and environment) using jar model.

5 Personalize vulnerability factors (including genetic and
environmental factors) based on family history and experiences
that they shared during history taking—use family history as

visual aid.

6 Use jar model to engage in a discussion of recovery and protective
factors, helping client to articulate the self-management
strategies (also known as protective factors) they use to reduce the
impact of their mental illness (e.g., exercise), and patterns they
have noticed that could help them to try new strategies (e.g.,

notice mood worsening after poor sleep).

7 Reinforce ideas raised in No. 6, and address any gaps—sleep,
nutrition, exercise, and social support are good for everyone, but
some things will be more personal/individual (e.g., meditation,
attending church). Focus on and address emotions attached to

these issues (e.g., guilt at not eating perfectly all the time).

8 Engage in explicit discussion of how medications fit into protective
factors, including attention to emotional associations (e.g., “I

should be able to just try harder and not need medicine.”).

9 Provide educational booklet, contact information, and invite
follow-up. _
10 THROUGHOUT: Ensure that the interaction is a two-way dialogue

with the patient in which the client is an active participant and

encouraged to ask questions.
If relevant

If client expresses interest in discussing risk in initial contracting,

explore interest again AFTER discussing vulnerability and
protective factors. If still interested, provide estimates within
framework of population frequencies, and context of everyone
having some vulnerability, using family history to illustrate upper

and lower limits of range provided.
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Initial Contracting

As in all genetic counseling, contracting around
the reasons/motivations for the visit at a level
beyond the superficial is crucial. For example, a
person attending the appointment may articu-
late that they are there because they want to
know what the chances are for their child to
develop psychiatric illness, based on the family
history. However, in this case, it may be deep
fear, anticipatory guilt, and/or a need for control
that is motivating the need to discuss risk. The
most effective counseling is achieved when these
underlying factors are uncovered and addressed.

The use of scales with patients during con-
tracting allows them to communicate their needs
or identify areas in which they are experiencing
distress. This practice can be helpful in preparing
genetic counselors to attend more specifically to
these deeper layers or emotional aspects of the
session, which has been shown to lead to en-
hanced patient outcomes (Eijzenga et al. 2014).
The GCOS is used with all patients, the IMSES is
used to assess confidence to manage illness with
those who live with a psychiatric diagnosis, and
the SSRMI scale is used to assess internalized
stigma among those with no diagnosis them-
selves (i.e., people who have a relative with psy-
chiatric illness). All can be useful in establishing
key issues affecting participants’ lives, which are
likely to need to be addressed in the genetic
counseling session. For example, if a patient
strongly agrees with the GCOS item concerning
guilt about passing on a condition, the counselor
will propose that as a topic for discussion.

In the most recent assessment, the most
commonly reported indication for attending
the clinic (62% of attendees) was “to understand
the causes of mental illness” (Borle et al. 2018).
In practice, this is characterized by existential or
affective, rather than cognitive or theoretical
questions. Common questions are “Why me?”
and “Is there anything I can do to prevent an
(other) episode of mental illness?” The second
most common reported reason for attending
(44% of attendees) was “to learn chance of ill-
ness recurrence” (Borle et al. 2018).

When a patient expresses during contracting
that their primary—or only—motivation for

attending genetic counseling is to discuss the
chance for others in the family to develop psy-
chiatric illness, or to understand options for ge-
netic testing, the counselors do not immediately
address either specific issue. Instead, they use
the contracting process to seek to understand
the deeper, emotional motivation for the patient
to be seeking that information. The counselor
also explains that people usually find it provides
helpful context to discuss the factors that con-
tribute both to development of illness, and to
recovery first, before discussing risk and/or test-
ing. Thus, the contracting process helps to en-
sure that patients’ articulated needs are met as a
result of probing by the counselor that facilitates
insight into deeper related issues of concern.
Setting expectations for a session that addresses
these issues expands the likelihood of a broader
benefit from the session.

Psychotherapeutically Oriented Information
Exchange

Etiology

The need to establish a clear understanding of
the patient’s explanation of cause of the personal
or familial condition is foundational for any ge-
netic counseling encounter. The psychiatric
family history can be used to reflect on percep-
tions of causation, and discussion of life experi-
ences around or preceding symptom onset can
be especially useful for the counselor to under-
stand. Once a clear picture of the patients’ per-
ceptions of cause have been established, the
counselor can introduce the jar model as a visual
representation of the way that genetic and envi-
ronmental (or experiential) vulnerability factors
contribute together to the onset of psychiatric
illness (see Fig. 1).

The Adapt Clinic experience has found that
presenting the model first in terms of broad
overall concepts, and personalizing by integrat-
ing it with concepts from the patient’s initial
reflections (e.g., showing how certain specific
stressful life events they mentioned could
have contributed environmental vulnerability
into the jar, or how family history of related
psychiatric disorders can translate to increased
genetic vulnerability), is an effective approach.
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Figure 1. Introducing the concept of the jar model. (A) Everyone has a mental illness jar; it can be filled with two
kinds of vulnerability factors. (B) The amount of genetic vulnerability in the jar does not change over time, unlike
experiential vulnerability. To experience an active episode of illness, the jar must be full to the top. (C) Someone
with a large amount of genetic vulnerability may be more likely to develop mental illness than someone with a
small amount—it is more likely that the jar will fill all the way. Someone with a large amount of genetic
vulnerability may develop mental illness at a younger age than someone with a small amount—it takes less
time for the jar to fill up. (Figures reprinted, with permission, from Peay and Austin 2011.)

Although there are, theoretically, many possible
ways of visually representing how genes and en-
vironment contribute together to the develop-
ment of complex disorders, evidence supports
the effectiveness of the jar model in conveying
complex inheritance among psychiatric genetic
counseling clients (Hippman et al. 2016; Sem-
aka and Austin 2019).

Throughout the discussion about etiology,
the counselor attends to the patient’s responses
and is ready, for example, to clarify how a lack
of a family history of psychiatric illness does
not imply the patient has no genetic vulnera-
bility—research clearly shows that everyone has
some genetic vulnerability to psychiatric disor-
ders (see Fig. 2); and address issues, such as

Cite this article as Cold Spring Harb Perspect Med 2020;10:a036608 7
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Figure 2. Everyone has some genetic vulnerability to
mental illness. (A) Genome-wide association studies
show that we all have some genetic vulnerability to
mental illness—the variations are so common. We
will vary in how much genetic vulnerability we each
have with most people having a moderate amount.
(B) Having no one in the family with a history of
psychiatric illness does not preclude having inherited
genetic vulnerability to mental illness; it simply
means that other family members’ jars did not fill to
the top. (Figures reprinted, with permission, from
Peay and Austin 2011.)

guilt, around how a history of substance use
may have contributed to vulnerability, or—
among parents—around how passing on “bad
genes” may have contributed. The counselor’s
objectives are, first, to ensure that the patient
understands that psychiatric illness is not their
fault and is in no way a moral failing. The
second objective is to establish a model of
genes and environment that has direct person-
al relevance to the patient to provide a frame-
work for discussing how to protect their future
mental health.

Recovery

One of the components of psychiatric genetic
counseling that patients find most impactful
(Semaka and Austin 2019) is using the model
for cause of illness as a framework for discussing
how people can reduce risk for illness onset
and/or recover from active episodes of illness.
Again, the Adapt Clinic experience suggests that
an effective approach to this involves first intro-
ducing the broad concept of factors that are
protective to mental health (using the jar mod-
el), and then opening a two-way discussion,
drawing on the patient’s experience, when pos-
sible, about how some protective factors (sleep,
nutrition, exercise, good social support, and
finding effective ways to manage stress) are use-
ful. The counselors find it effective to emphasize
that these are examples of protective factors for
mental health that can be applied to everyone,
regardless of whether or not we have ever had a
diagnosis of a psychiatric disorder (see Fig. 3),
whereas other strategies (i.e., use of psychotro-
pic medication) can be useful for those who
have had a diagnosis, and yet other strategies
(e.g., avoiding street drugs like crystal meth
and cannabis) can be particularly important
for those who may have elevated risk for condi-
tions that involve psychosis.

In addition to discussing protective strate-
gies broadly, the counselor spends time working
with the patient to identify specific protective
factors that they identify as important for them.
Although having good social support and find-
ing effective ways to manage stress are strategies
that can be helpful for everyone, the specific ways
in which people achieve this vary. Helping a pa-
tient to identify the specific activities that work
for them (e.g., attending church, spending time
with a pet, journaling, cooking) can be helpful.
Through this discussion, the counselor is vigi-
lant in attending to signs of emotional response
(e.g., “I should just be able to try harder to get
better,” “I shouldn’t need medicine,” “it’s my
fault I developed [condition x] because I used
too much cannabis when I was young”), which
he or she then explicitly identifies and addresses
(e.g., “It sounds like you feel it’s your fault that
you have mental illness—it’s not. Many people

8 Cite this article as Cold Spring Harb Perspect Med 2020;10:a036608
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Figure 3. Recovery and reducing risk. (A) Reducing
risk: Protective factors stack on top of the jar, making
it taller and therefore able to accommodate more
environmental factors before becoming full. Some
protective factors are good for all of us (e.g., sleep,
nutrition, exercise, social support, finding effective
ways for managing stress), but some may be more
unique to us. (B) Recovery from an active episode of
illness: Sometimes, it may be possible to remove some
of our environmental vulnerability factors (e.g., re-
moving oneself from a particularly stressful situation,
stopping use of crystal meth). But even if there are no
modifiable vulnerability factors, protective factors can
help increase the capacity of the jar—in addition to
those noted above, medication can also be useful for
those who have been diagnosed with mental illness.
(Figures reprinted, with permission, from Peay and
Austin 2011.)

use cannabis without getting sick, and cannabis
onits own is not enough to cause [condition x]”).
The counselor communicates with the patient
about how use of protective factors cannot de-
finitively prevent an episode of mental illness,
that perfection in performing all of these self-
care strategies is impossible, and the goal is not
to strive for that, but to do what you can, and
celebrate that with self-compassion.

Framing the discussion about strategies for
recovery in terms of understanding the cause of

Genetic Counseling for Psychiatric Disorders

illness can be powerful; people intuitively want
their treatment for illness to reflect what they
perceive to be the cause. Clinic patients regularly
experience shifts in attitude toward psychotro-
pic medication use through genetic counseling;
understanding that there is a genetic (biological)
contribution helps some individuals to see how
a biological treatment could be helpful, whereas
for others, understanding it is not all biological
motivates people to engage in self-care strategies
to protect their mental health. In the context of
psychiatric genetic counseling, a key part of fa-
cilitating meaning-making and adaptation is
helping patients to apply their new or deeper
understanding of cause of illness to come up
with strategies to protect their mental health
for the future.

Discussing Chance for Familial Recurrence

As described in Initial Contracting, data show
that <50% of individuals presenting for psychi-
atric genetic counseling are interested in dis-
cussing chance for familial recurrence at the
time of referral/initial contracting. Any discus-
sion about risk is framed in the context of shared
understanding of illness etiology, so after dis-
cussing psychiatric disorder etiology and recov-
ery (as presented above) the counselor checks in
to see if the patient would like to discuss specific
numbers—essentially, this is a second contract-
ing step that is specifically concerned with dis-
cussing chances for familial recurrence. Some
patients (>25%) who indicate at initial contract-
ing that they want to discuss chances for familial
recurrence change their mind after discussing
etiology, as do 11% of those who initially indi-
cate not wanting to discuss chances for familial
recurrence (Borle et al. 2018). Ultimately, after
the discussions described above regarding etiol-
ogy and recovery, ~40% of clinic patients opt to
discuss specific chances for familial recurrence.
Whereas all patients (even those who learn that
the chances for familial recurrence are higher
than they expected) benefit from psychiatric ge-
netic counseling, those with the largest increases
in empowerment were people who initially in-
dicated wanting to know chances for familial
recurrence, but changed their minds after dis-
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cussing etiology/recovery (Borle et al. 2018).
This suggests that addressing the underlying
(emotional) motivation for interest in risk in-
formation, as discussed above, is sufficiently
powerful.

The second contracting step focuses on
chances for familial recurrence and ensures
that the process of psychiatric genetic counsel-
ing is as patient-centered as possible. When spe-
cific chances are discussed, they are provided
only for the patient and/or children under the
patient’s guardianship (i.e., specific chances for
a child to develop a psychiatric disorder would
not be provided to grandparents if they are not
guardians of the child in question). Specific
chances are based on analysis of a detailed,
three-generation psychiatric family history us-
ing empiric data (Austin et al. 2008), provided in
the form of absolute risks and frequencies with
broad ranges, and always discussed in the
context of population rates. As with all other
components of psychiatric genetic counseling,
throughout the discussion of chances for fami-
lial recurrence, the counselor works to under-
stand and address affective responses.

Closing the Session

To close the session, the counselor ensures that
the patient is aware of plans to connect by phone
one month later, confirms the health-care pro-
fessionals to whom consult reports should be
sent, and provides resources, including referrals
to other professionals or community supports,
and written material to take home (an educa-
tional booklet that is available for download in
several languages from the National Society of
Genetic Counselors [NSGC], Canadian Associ-
ation of Genetic Counselors [CAGC], and As-
sociation of Genetic Nurses and Counsellors
[AGNC]websites).

Impact of Symptoms of Indicated Condition
on the Appointment

In most genetic counseling specialties, patients
showing symptoms of the condition for which
they were referred will not directly impact the
counseling interaction. This maxim holds true

for the vast majority of psychiatric genetic coun-
seling sessions as well. But one of the most
common questions received by Adapt Clinic
counselors from other counselors about psychi-
atric genetic counseling concerns the potential
for symptoms of psychiatric illness to impact the
counseling interaction and thereby confound
our ability to meaningfully help patients—for
example, what if a patient does not have insight
into the fact that they have a psychiatric diag-
nosis? How do you counsel a patient who is
experiencing psychosis? Is a patient with a psy-
chiatric disorder too fragile to discuss the issues
that constitute the focus of a genetic counseling
interaction—will it trigger an illness episode?
Inherently, those who physically attend a
psychiatric genetic counseling appointment are
organized and functioning well enough to get
there at the scheduled time. Attending an ap-
pointment after the initial phone call during
which family history and the broad purpose of
the session are discussed implies that the indi-
vidual is ready to discuss psychiatric disorders in
the context of their family, and, if they have been
referred for personal history of psychiatric ill-
ness, it implies that they self-identify as having
at least some component of a psychiatric diag-
nosis. Importantly, people can be meaningfully
helped in genetic counseling even if they do not
identity with the specific label they have received
—for example, for someone who identifies as
having experienced mania but rejects the label
of bipolar disorder, the genetic counseling ses-
sion can simply focus on factors that contribute
to or reduce the chance for an episode of mania.
Although patients can be counseled—and with
positive outcomes—when experiencing active
episodes of illness, it is always an option to ask
a patient if they feel that rescheduling for anoth-
er time may allow them to benefit maximally
from the interaction. When concerned about
suicidality, it is important to check in on this
explicitly—many tools and checklists exist to
help with this and identify critical next steps.
Contrary to popular concern, asking about sui-
cidal ideation does not trigger suicidal reactions;
in fact, research shows it has the opposite effect
(Dazzi et al. 2014). It is crucial to remember that
people who live with psychiatric illness are often

10 Cite this article as Cold Spring Harb Perspect Med 2020;10:a036608



fco;ﬁ\b Cold Spring Harbor Perspectives in Medicine

PERSPECTIVES

Voo’

www.perspectivesinmedicine.org

deeply resilient, and the interactions that we can
offer in genetic counseling, when applied as de-
scribed above, can lead to meaningful positive
outcomes for individuals who are often under-
served.

OUTCOMES OF PSYCHIATRIC GENETIC
COUNSELING

In qualitative work, recipients of psychiatric ge-
netic counseling report that they perceive the
process described in this review as allowing
them to feel heard, validated, and supported
(“lIt was like] talking to someone intelligent
and understanding and knowledgeable, who lis-
tened and [was] genuinely interested, you could
tell she cared about the subject and helping peo-
ple, helping me”) (Semaka and Austin 2019).
The outcome of psychiatric genetic counseling,
when using tools like the jar model as described
above, was articulated beautifully by one inter-
viewee: “[Psychiatric genetic counseling] made
me feel more empowered in the things that I
can do, like it made me more empowered to be
able to manage what I've been given or where I'm
at now. Whatever has happened, whatever I've
done or not done that has caused my jar to look

Genetic Counseling for Psychiatric Disorders

the way it does, whether I've added the little tri-
angles or not, I still have the power to add rings
and to ensure that I'm protecting myself” (Sem-
aka and Austin 2019).

Quantitative research shows that psychiatric
genetic counseling can increase knowledge
(Hippman et al. 2016), improve accuracy of
risk perception (Hippman et al. 2016), and in-
crease both empowerment and self-efficacy
(Inglis et al. 2015). At least for empowerment,
these effects seem to be sustained over time (see
Fig. 4).

Empowerment and self-efficacy are impor-
tant outcomes for two reasons. First, they are
important for their own sake; in qualitative
work, people talked about how the process of
empowerment through psychiatric genetic
counseling facilitated a deeper and fuller inte-
gration of their acceptance of their mental illness
into their sense of self (Semaka and Austin
2019). Second—and crucially—empowerment
and self-efficacy are necessary (although not
sufficient) for people to engage in behavioral
change that can help to protect their mental
health. Indeed, in qualitative work, some people
with mental illness who had received genetic
counseling talked about how the process had
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Figure 4. Empowerment scores on the genetic counseling outcomes scale (GCOS) over time after genetic
counseling. Change in GCOS scores from pre- to postpsychiatric genetic counseling, shown according to length
of time (in days) between pre- and postgenetic counseling data collection, showing that outcomes of psychiatric
genetic counseling seem to be stable over at least 6 months postintervention. (pGC) Postgenetic counseling.

(Figure provided by Emily Morris.)
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empowered them to “adopt new protective strat-
egies like good sleep, nutrition, and exercise”
(Semaka and Austin 2019).

THE FUTURE

Continuing to Explore Outcomes of
Psychiatric Genetic Counseling

The evidence from quantitative work showing
increased empowerment and self-efficacy after
psychiatric genetic counseling, and the subse-
quent suggestion from qualitative work that
people engage in behavior changes to better pro-
tect their mental health after receiving psychiat-
ric genetic counseling, raises the question of
whether psychiatric genetic counseling can ulti-
mately influence mental health outcomes. On-
going work within the Translational Psychiatric
Genetics Group in Vancouver is exploring the
effect of psychiatric genetic counseling on be-
havior change, medication adherence among
people with psychiatric disorders, and mental
health outcomes (like frequency and duration
of mental health hospitalizations). As well, we
are currently exploring how variables such as
specific psychiatric diagnosis, time since diag-
nosis, and method of service delivery may influ-
ence outcomes of psychiatric genetic counseling
for those who have a psychiatric diagnosis.
Among relatives of those with psychiatric diag-
noses, we are examining whether genetic coun-
seling influences internalized stigma.

Genetic Testing

Conversations continue in the psychiatric genet-
ics community regarding whether genetic test-
ing for copy number variations (CNVs) should
routinely be offered for subgroups of patients
(https://ispg.net/genetic-testing-statement/)—for
example, those with schizophrenia. As well, the
availability of polygenic risk scores indicating
risk for complex conditions, including psychiat-
ric disorders, has pushed this type of testing to
the forefront—pressing us to consider if and
how to apply or manage them in clinical settings.
It is critical to remain aware that the application
of any type of genetic test in the context of psy-

chiatric genetic counseling will not represent a
fundamental paradigm shift; these tests cannot
diagnose a psychiatric disorder or definitively
determine whether or not someone will develop
one. Any testing applied in a psychiatric genetic
counseling context will be, at best, probabilistic
information about risk and must still be applied
in the context of an encounter that addresses the
emotional issues—guilt, blame, shame, fear, and
stigma—that are so often attached to people’s
explanations for cause of illness. As technology
evolves, we serve our patients best by remember-
ing that the most important and impactful work
of the genetic counselor is achieved by using
these tools in the context of an encounter that
is psychotherapeutically focused (Austin et al.
2014).

CONCLUDING REMARKS

In sum, qualitative and quantitative work point
to important outcomes of psychiatric genetic
counseling for those who live with psychiatric
conditions and their families. These outcomes
are a result of genetic counselors’ use of the tools
and strategies described here to successfully
walk the fine line of helping people understand
that mental illness is not their fault, but there are
things that they can do to protect their mental
health going forward. Given the important out-
comes that genetic counseling can produce in
the context of adult psychiatric disorders (even
in the absence of genetic testing), it is crucial
that clinical genetics services prioritize this pop-
ulation—who have historically been so under-
served by our area of medicine—for receipt of
services.

Further, the model outlined here for the
evaluation of outcomes of clinical services (i.e.,
integration of psychometric instruments as clin-
ical assessment tools) and exploration of a log-
ically progressive sequence of outcomes could
be more broadly applied in other genetic coun-
seling settings.
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