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Vickie Venne, MS. What is the Genomic Medicine
Service (GMS) at the US Department of Veterans
Affairs (VA)?

Renee Rider, JD, MS, LCGC. GMS is a tele-
health service. We are part of central office and
field stationed at the George E. Wahlen VA Medi-
cal Center (VAMC) in Salt Lake City, Utah. We pro-
vide care to about 90 VAMCs and their associated
clinics. Veterans are referred to us by entering an
interfacility consult in the VA Computerized Pa-
tient Record System (CPRS). We review the con-
sult to determine whether the patient needs to be
seen, whether we can answer with an e-consult,
or whether we need more information. For the pa-
tients who need an appointment, the telehealth
department at the veteran’s VA facility will contact
the patient to arrange a visit with us. At the time of
the appointment, the facility has a staff member
available to seat the patient and connect them to
us using video equipment.

We provide genetic care for all specialties, in-
cluding cancer, women'’s health, cardiology and
neurology. In today’s discussion, we are focusing
on cancer care.

Vickie Venne. What do patients do at facilities that
don’t get care through GMS?

Renee Rider. There are a handful of facilities that
provide their own genetic care in-house. For ex-
ample, VA Boston Healthcare System in Massa-
chusetts and the Michael E. DeBakey VAMC in
Houston, Texas each have their own programs.
For veterans who are not at a VA facility that has an
agreement with GMS and do not have a different
genetics program, their providers need to make re-
ferrals to community care.

Vickie Venne. How do patients get referred and
what happens at their facility when the patients

return to the specialty and primary care providers
(PCP)? Ishta, who do you refer to GMS and how
do you define them initially?

Ishta Thakar, MD, FACP. Referrals can come at a
couple of points during a veteran’s journey at the
VA. The VA covers obstetrics care for women vet-
erans. Whenever a PCP or a women'’s health pro-
vider is doing the initial history and physical on a
new patient, if the female veteran has an exten-
sive family history of breast, ovarian, colon, or en-
dometrial cancer, then we take more history and
we send a consult to GMS. The second instance
would be if she tells us that she has had a personal
history of breast, ovarian, or endometrial cancer
and she has never had genetic testing. The third
instance would be whenever we have a female
veteran who is diagnosed with breast, ovarian, en-
dometrial, or colon cancer. We would definitely talk
to her about genetic counseling and send a refer-
ral to GMS. We would ask for a GMS consult for a
patient with advanced maternal age, with exposure
to some kind of teratogens, with an abnormal ultra-
sound, a family history of chromosomal disorders,
or if she’s seeing an obstetrician who wants her to
be tested. And finally, if a patient has a constella-
tion of multiple cancers in the family and we don’t
know what’s going on, we would also refer the pa-
tient to GMS.

Vickie Venne. That would be why GMS fields
over 150 referrals every week. It is a large list. We
also see veterans with personal or family histories
of neurologic or cardiologic concerns as well.

Renee, as somebody who fields many of
these referrals from unaffected individuals, what
is the family history process?

Renee Rider. We don’t expect the referring pro-
vider to be a genetic expert. When a provider is
seeing a constellation of several different cancers
and he or she doesn’t know if there’s anything
going on genetically or even if it's possible, ab-
solutely they should put in a referral to GMS. We
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have a triage counselor who reviews every con-
sult that comes into our service within 24 hours.

Many cancers are due to exposures that are
not concerning for a genetic etiology. We can let
you know that it is not concerning, and the PCP
can counsel the patient that it is very unlikely to
be genetic in nature. We still give feedback even
if it’s not someone who is appropriate for genetic
counseling and testing. It is important to reach
out to GMS even if you don’t know whether a
cancer is genetic in nature.

It also is important to take your time when
gathering family histories. We get a lot of patients
who say, “There’s a lot of cancer in my family. |
have no idea who had cancer, but | know a lot of
people had cancer.” That’s not the day to put in
a referral to GMS. At that point, providers should
tell the patient to get as much information as
they can about the family history and then reas-
sess. It's important for us to have accurate in-
formation. We’ve had several times where we
receive a referral because the veteran says that
their sister had ovarian cancer. And then when
our staff calls, they later find out it was cervical
cancer. That’s not a good use of the veteran’s
time, and it’s not a good use of VA resources.

The other important thing about family histo-
ries is keeping the questions open-ended. Often
a PCP or specialist will ask about a certain type
of cancer: “Does anyone in your family have
breast cancer, ovarian cancer?” Or if the vet-
eran is getting a colonoscopy, they ask, “Does
anybody have colon cancer?” Where really, we
need to be a little bit more open-ended. We pre-
fer questions like, “Has anyone in your family
had cancer?” because that’s the question that
prompts a response of, “Yes, 3 people in my
family have had thyroid cancer.” That’s very im-
portant for us to know, too.

If you do get a positive response, probe a little
bit more: what kind of cancer did someone have,
how old were they when they had their cancer?
And how are they related? Is this an aunt on your
mom’s side or on your dad’s side? Those are the
types of information that we need to figure out if
that person needs a referral.

Vickie Venne. It's a different story when people al-
ready have a cancer diagnosis. Which hematology
or oncology patients are good referrals and why?

Lisa Arfons, MD. When patients come in with
newly diagnosed cancer, breast for example, it
is an emotional diagnosis and psychologically
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distressing. Oftentimes, they want to know why
this happened to them. The issues surround-
ing genetic testing also becomes very emotional.
They want to know whether their children are at
risk as well.

Genetic discussions take a long time. | rarely
do that on the first visit. | always record for myself
in my clinic note if something strikes me regard-
ing the patient’s diagnosis. | quickly run through
the National Comprehensive Cancer Network
(NCCN) guidelines to remind myself of what |
need to go over with the patient at our next meet-
ing. Most patients don’t need to be referred to
GMS, and most patients don’t need to be tested
once they’re seen.

| often save the referral discussion for after
| have established a rapport with a patient, we
have a treatment plan, or they already have had
their first surgery. Therefore, we are not making
decisions about their first surgery based on the
genetic medicine results.

If I'm considering a referral, | do a deeper dive
with the patient. Is the patient older or younger
than 45 years? | pull up NCCN guidelines and we
go through the entire checklist.

We have male breast cancer patients at the
VA—probably more than the community—so we
refer those patients. At the Louis Stokes Cleveland
VAMC in Ohio, we have had some in-depth discus-
sions about referring male breast cancer patients
for genetic testing and whether it was beneficial to
older patients with male breast cancer. Ultimately,
we decided that it was important for our male vet-
erans to be tested because it empowered them to
have better understanding of their medical con-
ditions that may not just have effect on them but
on their offspring, and that that can be a source of
psychological and emotional support.

| don’t refer most people to GMS once | go
through the checklist. | appreciate the action for
an e-consult within the CPRS telemedicine con-
sult itself, as Renee noted. If it is not necessary,
GMS makes it an e-consult. | try to communicate
that | don’t know whether it is necessary or not so
that GMS understands where I’'m coming from.

Vickie Venne. In the US Department of Defense
(DoD) the process is quite different. Mauricio, can
you explain the clinical referral process, who is
referred, and how that works from a laboratory
perspective?

Maj De Castro, MD, FACMG, USAF. The VA has
led the way in demonstrating how to best provide
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for the medical genetic needs of a large, decen-
tralized population distributed all over the coun-
try. Over the last 5 to 10 years, the DoD has made
strides in recognizing the role genetics plays in the
practice of everyday medicine and redoubling ef-
forts to meet the needs of servicemembers.

The way that it traditionally has worked
in the DoD is that military treatment facilities
(MTFs) that have dedicated geneticists and ge-
netic counselors: Kessler Medical Center in Mis-
sissippi, Walter Reed National Military Medical
Center in Maryland, Tripler Army Medical Cen-
ter in Hawaii, Madigan Army Medical Center in
Washington, Brooke Army Medical Center in
Texas, Naval Medical Center San Diego in Cal-
ifornia, and Naval Medical Center Portsmouth
in Virginia. A patient seeking genetic evalua-
tion, counseling, or testing in those larger facili-
ties would be referred to the genetics service by
their primary care manager. Wait times vary, but
it would usually be weeks, maybe months. How-
ever, the great majority of MTFs do not have
dedicated genetics support. Most of the time,
those patients would have to be referred to the
local civilian community —there was no process
for them to be seen in in the military health-
care system—with wait times that exceed 6 to 8
months in some cases. This is due to just not a
military but a national shortage of genetics pro-
fessionals (counselors and physicians).

Last year we started the telegenetics initia-
tive, which is small compared to the VA—it is
comprised of 2 geneticists and 1 genetic coun-
selor—but with the full intent of growing it over
time. Its purpose is to extend the resources we
had to other MTFs. Genetics professionals sta-
tioned state-side can provide care to remote
facilities with limited access to local genetics
support such as Cannon Air Force Base (AFB)
or overseas facilities such as Spangdahlem AFB
in Germany.

We recognize there are military-specific needs
for the DoD regarding the genetic counseling
process that have to take into account readiness,
genetic discrimination, continued ability to serve
and fitness for duty. For this important reason,
we are seeking to expand our telegenetics initia-
tive. The goal is to be able to provide 100% of all
genetic counseling in-house, so to speak.

Currently, providers at the 4 pilot sites (Can-
non AFB, Fort Bragg, Spangdahlem AFB, and
Guantanamo Bay) send us referrals. We triage
them and assign the patient to see a geneticist
or a counselor depending on the indication.

Participants

Vickie Venne, MS, was a Senior Genetic Counselor for the US
Department of Veterans Affairs (VA) Genomic Medicine Services at
the time this conversation was recorded.

Lisa Arfons, MD, is a Medical Oncologist at the Louis Stokes Cleve-
land VA Medical Center in Ohio where she is the Cancer Committee
Chair.

Maj Mauricio De Castro, MD, FACMG, USAF, is a Clinical Geneti-
cist and the Director of the Molecular Genetics Laboratory located
at Keesler Air Force Base in Mississippi, the reference germline
testing laboratory for the US Department of Defense (DoD). Maj De
Castro currently participates in a telegenetics initiative that sees
remote patients remotely at DoD bases across the world.

Renee Rider, JD, MS, LCGC, is a Lead Genetic Counselor with the
VA Genomic Medicine Service.

Ishita Thakar, MD, FACP, is the Women'’s Health Medical Director and
the Deputy Chief of Staff at the Oklahoma City VA Medical Center.

On the laboratory side, it has been a very in-
teresting experience. Because we provide com-
prehensive germline cancer testing at very little
cost to the provider at any MTF, we have had
high numbers of test requests over the years.
In addition to saving the DoD millions of dol-
lars in testing, we have learned some interest-
ing lessons in the process. For instance, we have
worked closely with several different groups to bet-
ter understand how to educate providers on the
genetic counseling and testing process. This has
allowed us to craft a thorough and inclusive con-
sent form that addresses the needs of the DoD.
We have also learned valuable lessons about
population-based screening vs evidence-based
testing, and lessons surrounding narrow-based
testing (BRCA1 and BRCAZ2 only testing) vs or-
dering a more comprehensive panel that includes
other genes supported by strong evidence (such
as PALB2, CHEK2, or TP53).

For example, we have found that in a signifi-
cant proportion of individuals with and without
family history, there are clinically relevant vari-
ants in genes other than BRCA1 or BRCA2. And
so, we have made part of our consent process,
a statement on secondary findings. If the pa-
tient consents, we will report pathogenic vari-
ants in other genes known to be associated with
cancer (with strong evidence) even if the pro-
vider ordered a narrow panel such as BRCA1
and BRCAZ2 testing only. In about 1% to 4% of
patients that would otherwise not meet NCCN
guidelines, we’ve reported variants that were
clinically actionable and changed the medical
management of that patient.
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We feel strongly that this is a conversation that
we need to have in our field, and we realize it’s a
complex issue, maybe we need to expand who
gets testing. Guideline based testing is missing
some patients out there that could benefit from it.

Vickie Venne. There certainly are many sides
to the conversation of population-based vs
evidence-based genetic testing. Genetic test-
ing policies are changing rapidly. There are teams
exploring comprehensive gene sequencing for
newborns and how that potential 1-time test can
provide information will be reinterpreted as a per-
son goes from cradle to grave. However, unlike
the current DoD process, in the VA there are pa-
tients who we don’t see.

Renee Rider. | want to talk about money. When
we order a genetic test, that test is paid for
by the pathology department at the patient’s
VAMC. Most of the pathology departments we
work with are clear that they only can provide
genetic testing that is considered medically nec-
essary. Thus, we review each test to make sure
it meets established guidelines for testing. We
don’t do population genetic screening as there
isn’t evidence or guidelines to support offering
it. We are strict about who does and does not
get genetic testing, partly because we have a
responsibility to pathology departments and to
the taxpayers.

GMS focuses on conditions that are inher-
ited, that is to say, we deal with germline ge-
netics. Therefore, we discontinue referrals for
somatic requests, such as when an Onco-
typeDX test is requested. It is my understanding
that pharmacogenetic referrals may be sent to
the new PHASER initiative, which is a joint col-
laboration between the VA and Sanford Health
and is headed by Deepak Voora, MD.

We generally don’t see patients who still are
having diagnostic procedures done. For exam-
ple, if a veteran has a suspicious breast mass,
we recommend that the provider workup the
mass before referring to GMS. Regardless of a
genetic test result, a suspicious mass needs to
be worked up. And, knowing if the mass is can-
cerous could change how we would proceed
with the genetic workup. For example, if the
mass were not cancerous, we may recommend
that an affected relative have the first genetic
evaluation. Furthermore, knowing if the patient
has cancer changes how we interpret negative
test results.
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Another group of patients we don’t see are
those who already had genetic testing done by
the referring provider. It’'s a VA directive that if
you order a test, you’re the person who is re-
sponsible for giving the results. We agree with
this directive. If you don’t feel comfortable giv-
ing back test results, don’t order the test. Often,
when a provider sends a patient to us after the
test was done, we discover that the patient
didn’t have appropriate pretest counseling. A
test result, such as a variant of uncertain signif-
icance (VUS), should never be a surprise to ei-
ther the provider or the patient.

Ishta Thakar. For newly diagnosed cancers, the
first call is to the patient to inform them that they
have cancer. We usually bring up genetic counsel-
ing or testing, if applicable, when they are ready
to accept the diagnosis and have a conversation
about it. All our consults are via telehealth, so none
of our patients physically come to GMS in Salt
Lake City. All the consults are done virtually.

For newly diagnosed patients, we would
send a consult in within a couple of weeks. For
patients who had a family history, the referral
would not be urgent: They can be seen within
about 3 months. The turnaround times for GMS
are so much better than what we have avail-
able in the community where it’s often at least 6
months, as previously noted.

Vickie Venne. Thank you. We continue to work on
that. One of the interesting things that we’ve done,
which is the brainchild of Renee, is shared medical
appointments.

Renee Rider. We have now created 4 group ap-
pointments for people who have concerns sur-
rounding cancer. One group is for people who
don’t have cancer but have family members who
have cancer who may be the best testing candi-
date. For example, that might be a 30-year old
who tells you that her mother had breast can-
cer at age 45 years. Her mother is still living, but
she’s never had genetic testing. We would put
her in a group where we discuss the importance
of talking to the family members and encourag-
ing them to go get that first genetic evaluation in
the family.

Our second group is for people who don’t have
cancer themselves, but have a family history of
cancer and those affected relatives have passed
away. The family needs a genetic evaluation, and
the veteran is the best living testing candidate.
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That group is geared towards education about the
test and informed consent.

The third group is for people with cancer who
qualify for genetic testing. We provide all of the
information that they need to make an informed
decision on having (or not having) genetic testing.

The final group is for people who have fam-
ily histories of known genetic mutations in cancer
genes. Again, we provide them with all of the infor-
mation that they need to make an informed deci-
sion regarding genetic testing.

With the shared medical appointments, we
have been able to greatly increase the number
of patients that we can see. Our first 3 groups all
meet once a week and can have 10 or 12 veterans.
Our last group meets every other week and has a
maximum of 6 veterans. Wait times for our groups
are generally < 2 weeks. All veterans can choose
to have an individual appointment if they prefer.
We regularly get unsolicited feedback from veter-
ans that they learn a lot during our groups and ap-
preciate it.

Our group appointments have lowered the wait
time for the people in the groups. And, they’ve
lowered the wait time for the people who are seen
individually. They’ve allowed us to address the
backlog of patients waiting to see us in a more
timely manner. Our wait time for individual appoint-
ment had been approaching 6 months, and it is
now about 1.5 months.

We also think that being in a group normalizes
the experience. Most people don’t know anyone
who has had genetic testing. Now, they are in a
group with others going through the same experi-
ence. In one of my groups, a male veteran talked
about his breast cancer being really rare. Another
male in the group volunteer that he had breast
cancer, too. They both seemed to appreciate not
feeling alone.

Vickie Venne. | want to move to our final piece.
What do the referring providers tell the patients
about a genetics referral and what should they
expect?

Lisa Arfons. First and foremost, | tell the patient
that it is a discussion with a genetic counselor. |
make it clear that they understand that it is a dis-
cussion. They then can agree or not agree to ac-
cept genetic testing if it's recommended.

| talk in general terms about why | think it can
be important for them to have the discussion,
but that we don’t have great data for decision-
making. We understand that there are more

Genetic Screening Guidelines

The National Comprehensive Cancer Network

¢ Breast/Ovarian
www.ncen.org/professionals/physician_gls/pdf/genetics_screening
.pdf

¢ Colorectal
www.nccn.org/professionals/physician_gls/pdf/genetics_colon.pdf

e Other common cancers
www.nccn.org/professionals/physician_gls/default.aspx

The American College of Medical Genetics
¢ www.acmg.net/docs/ACMG_Practice_Guideline_Referral
_Indications_for_cancer_predisposition.pdf

Note: This list of guidelines is not exhaustive. If there is a personal or
family history that is concerning, the US Department of Veterans Af-
fairs Genomic Medicine Service (GMS) encourages health care pro-
viders to order a consultation so that genetic counselors can review it
and provide services, if appropriate.

options for preventive measures but then it ul-
timately will be a discussion between the PCP,
the patient, and their family members about
how they proceed about the preventive mea-
sures. | want them to start thinking about how
the genetic test results, regardless of if they are
positive, negative, or a variant that is not yet un-
derstood, can impact their offspring.

Probably | am biased, as my mom had breast
cancer and she underwent genetic testing. So, |
have a bit of an offspring focus as well. | already
mentioned that you must discuss about whether
or not it’s worth screening or doing any preventive
measures on contralateral breast, or screening for
things like prostate cancer at age 75 years. And so
| focus more on the family members.

| try to stay in my lane. | am extremely uncom-
fortable when | hear about someone in our facility
sending off a blood test and then asking someone
else to interpret the results and discuss it with the
patient. Just because it’s a blood test and it’s easy
to order doesn’t mean that it is easy to know what
to do with it, and it needs to be respected as such.

Ishta Thakar. Our PCPs let the patients know that
GMS will contact the patient to schedule a video
appointment and that if they want to bring any
family members along with them, they’re welcome
to. We also explain that certain cancers are genet-
ically based and that if they have a genetic muta-
tion, it can be passed on to their offspring. | also
explain that if they have certain mutations, then
we would be more vigilant in screening them for
other kinds of cancers. That’s the reason that we
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refer that they get counseled. After counseling if
they’re ready for the testing, then the counselor
orders the test and does the posttest discussion
with the patient.

Vickie Venne. In the VA, people are invited to at-
tend a genetic counseling session but can cer-
tainly decline. Does the the DoD have a different
approach?

Maj De Castro. | would say that the great major-
ity of active duty patients have limited knowledge
of what to expect out of a genetics appoint-
ment. One of the main things we do is educate
them on their rights and protections and the po-
tential risks associated with performing genetic
testing, in particular when it comes to their con-
tinued ability to serve. Genetic testing for clinical
purposes is not mandatory in the DoD, patients
can certainly decline testing. Because genetic
testing has the potential to alter someone’s ca-
reer, it is critical we have a very thorough and
comprehensive pre- and posttest counseling
sessions that includes everything from career
implications to the Genetic Information Nondis-
crimination Act (GINA) and genetic discrimination
in the military, in addition to the standard of care
medical information.

Scenarios in which a servicemember is nega-
tively impacted by pursuing a genetic diagnosis
are very rare. More than 90% of the time, genetic
counseling and/or testing has no adverse career
effect. When they do, it is out of concern for the
safety and wellbeing of a servicemember. For in-
stance, if we diagnosis a patient with a genetic
form of some arrhythmogenic disorder, part of the
treatment plan can be to limit that person’s level of
exertion, because it could potentially lead to death.
We don’t want to put someone in a situation that
may trigger that.

Vickie Venne. We also have a certain number of
veterans who ask us about their service disability
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pay and the impact of genetic testing on it. One ex-
ample is veterans with prostate cancer who were
exposed to Agent Orange, which has been asso-
ciated with increased risk for developing prostate
cancer. | have had men who have been referred for
genetic evaluation ask, “Well, if | have an identifi-
able mutation, how will that impact my service dis-
ability?” So we discuss the carcinogenic process
that may include an inherited component as well
as the environmental risk factors. | think that’s a
unique issue for a population we’re honored to be
able to serve.

Renee Rider. When we are talking about how the
population of veterans is unique, | think it is also
important to acknowledge mental health. I've had
several patients tell me that they have posttrau-
matic stress disorder or anxiety and the idea of
getting an indeterminant test result, such as VUS,
would really weigh on them.

In the community, a lot of providers order the
biggest panel they can, but for these patients who
are worried about getting those indeterminant test
results, I've been able to work with them to limit
the size of the panel. | order a small panel that only
has genes that have implications for that veter-
an’s clinical management. For example, in a pa-
tient with ductal breast cancer, | remove the genes
that cause lobular breast cancer. This takes a bit of
knowledge and critical thinking that our VA genetic
counselors have because they have experience
with veterans and their needs.

As our time draws to a close, | have one final
thought. This has been a heartwarming conversa-
tion today. It is really nice to hear that GMS ser-
vices are appreciated. We in GMS want to partner
with our referring providers. Help us help you!
When you enter a referral, please let us know how
we can help you. The more we understand why
you are sending your veteran to GMS, the more we
can help meet your needs. If there are any ques-
tions or problems, feel free to send us an email or
pick up the phone and call us.



