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A 42-year-old woman was recently diagnosed with 
 triple-negative breast cancer. Her family history includes a 
paternal aunt with breast cancer in her fifties, a paternal grand-
mother with ovarian cancer in her sixties, and paternal first 
cousins with pancreatic and early-onset colorectal cancers. She 
is facing a surgical decision to pursue lumpectomy or bilateral 
mastectomy. Is timely genetic counseling and genetic testing 
available to help her with her decision?

Genetic risk assessment and counseling by a qualified genet-
ics professional has been outlined as an essential standard by 
the American College of Surgeons Commission on Cancer1 
and the National Accreditation Program for Breast Centers.2 In 
addition, there is research demonstrating patient harm in the 
absence of high-quality genetic services accompanying genetic 
testing.3–6 However, perception of limited access to and avail-
ability of cancer genetic counseling services by a board-eligible 
or board-certified genetic counselor (GC) has the potential 
to form an unnecessary barrier to comprehensive genetic risk 
assessment, counseling, and testing. In this report we outline 
the current state of access to genetic counseling, including evi-
dence from a recent survey of GCs focused on wait time for 
urgent consultations.

Recent data from the National Society of Genetic Counselors 
(NSGC) Professional Status Survey (PSS) demonstrates 
that access to GCs is excellent and in line with access to 

non–genetics physicians. The PSS “provides a detailed profile 
of the [NSGC] membership and identifies new and emerging 
trends in the genetic counseling profession.” The 2014 PSS was 
administered to members of the NSGC and to diplomates of 
the American Board of Genetic Counselors from 13 January 
through 26 February 2014. Nearly half (46%) of the GCs who 
responded to this section of the PSS (N = 1,409) report that they 
are able to accommodate a new patient for consultation within 
1 week; 27% report that they could see a new patient within 1–3 
days. Wait time for a consultation was significantly longer for 
patients who were seen by both a GC and a physician.7 Of note, 
cancer genetic counseling is most likely to involve an exchange 
of information regarding the risks, benefits, and limitations 
of genetic testing and facilitation of genetic testing as needed; 
therefore, GCs are well within their scope of practice to provide 
cancer genetic services to patients without a coupled physician 
encounter.

There is also marked growth in the number of GCs prac-
ticing in the United States. Since 2006, there has been a 75% 
increase in the workforce and, with a growing number of train-
ing programs and expanded capacity within existing training 
programs, the annual growth in the profession is expected to be 
upward of 7–10%. There are currently more than 3,500 certified 
GCs.8 Of the GCs who participated in the 2014 PSS, nearly 30% 
consider cancer genetics their primary specialty. In addition, 
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Purpose: Genetic risk assessment and counseling by a qualified 
genetics professional are recommended to ensure high-quality care 
for individuals at risk of hereditary cancer. Timely access to genetic 
services provided by a genetic counselor (GC) is essential, especially 
in cases where genetic testing results may affect impending surgical 
decisions.
Methods: A survey of GCs who specialize in cancer genetics was 
performed to assess service delivery models and ability to accommo-
date urgent cases.
Results: Over half of all respondents indicated that urgent patients 
can be seen for consultation the same day or within 1–2 business 

days, and almost all respondents indicated that urgent cases can be 
seen within 1 week. Most respondents indicated that urgent cases are 
seen by a GC only with no physician involved.

Conclusions: The results of this survey of GCs demonstrate that 
timely access to cancer genetic counseling by GCs in an urgent set-
ting is available.
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74% of respondents reported that they counseled patients as a 
regular part of their jobs.7

In addition to face-to-face consultations, innovative ser-
vice delivery models such as genetic counseling via telephone 
or video conferencing have significantly increased access for 
patients in rural and previously underserved areas. In fact, 
patients making surgical decisions based on genetic information 
who need expedited services are often able to access telephonic 
services within a day (A. Trivedi, personal communication).

To gather access and availability data specific to urgent can-
cer genetics cases, cancer GCs were recently surveyed about 
their staffing approach within the in-person, telegenetic, or tel-
ephonic service delivery models and ability to accommodate an 
urgent appointment (defined as a genetic test that result would 
affect immediate surgical/treatment decision-making for a 
patient newly diagnosed with breast cancer).

MATeRiALs And MeTHOds
The survey was conducted by the NSGC. Institutional review 
board approval was not obtained or required. A survey was sent 
via email by the NSGC executive office to members of the NSGC 
Familial Cancer Special Interest Group. Data collection occurred 
in May 2014. The survey included 11 questions regarding wait 
times for an urgent patient to see a GC and determined whether 
these wait times varied depending on staffing approach within 
the in-person, telegenetic, or telephonic service delivery model 
settings. These options include the patient seeing a GC only or 
the patient seeing a GC and a physician. The patient scenario 
used was “a newly diagnosed breast cancer patient using the 
results of the genetic test to make decisions about lumpectomy 
vs. mastectomy.” The survey was sent to a total of 691 NSGC 
members, of whom 334 members participated (a 48% response 
rate). Members received an invitation to participate in the survey, 
one reminder e-mail, and two online discussion forum posts over 
the course of 8 days. The Web link to the survey was inactivated 
at the end of the data collection period. Respondents’ identities 
were not known, and no personally identifiable information was 
linked to the survey responses. The submission of a completed 
survey questionnaire signified informed consent to participate.

ResULTs
Regarding their staffing approach within the service deliv-
ery models, the majority (56%) of the 334 survey participants 

indicated that patients are seen by a GC in consultation without 
a physician. A near equal number of respondents indicated that 
they either see patients with a physician (21%) or use a com-
bination provider approach (22%) in their program. Less than 
1% of respondents indicated that they use a telephonic service 
delivery model only (Figure 1).

For those who indicated use of a combination provider 
approach (n = 74), open-ended responses elucidate that many 
GCs see some patients independently and some patients with 
a physician; others describe that some patients are seen in per-
son, and other patients are counseled by phone or video confer-
ence. Reported reasons for coupling or decoupling the provider 
approach for patients include whether the consultation is a new 
or follow-up visit, whether results of the genetic testing were 
negative or positive, and whether patient insurance covers the 
cost of a GC-only visit. Of note, a number of participants indi-
cated that they use a combination provider approach and triage 
patients to see a GC only if the need is urgent. Specifically, nearly 
80% of those respondents who use a combination provider 
approach indicate that the wait time for an urgent appointment 
is shorter for a GC-only visit.

Of respondents who use a GC only or GC/MD provider 
approach (n = 268), 96% indicated that they could see an urgent 
patient within 7 business days. More specifically, 61% of respon-
dents reported wait time of less than 2 business days (Table 1). 
Only 3.7% of respondents reported wait times of more than 1 
week for urgent referrals. Of the GCs, 94–98% report that wait 
times for a GC-only visit are shorter than for patients needing 
to see both a GC and MD. When asked how urgent referrals 
ensure expedited care, most replied that “urgent appointment 
slots” are held daily at their institution, or their centers adjust 
the GC’s schedule to accommodate the patient into the exist-
ing schedule. To further increase access for an urgent consulta-
tion, over half of all respondents (53%) indicated that if the wait 
time at their center was longer than 7 days, they would refer the 
patient to another GC who could see the patient more quickly.

disCUssiOn
The results of this survey indicate that there is adequate avail-
ability of genetic risk assessment, counseling, and testing with 
a GC in an urgent setting. Sixty-one percent of respondents 
indicated appointment wait times of fewer than 2 business days 
for urgent patients, and 96% of respondents could facilitate 
urgent appointments in fewer than 7 business days. The diver-
sification of service delivery models in genetics will also allow 
 cost-effective and sustainable avenues to meet the ever-growing 
demand for genetic counseling services.9 Significant annual 

Figure 1  Genetic counseling service delivery models and staffing for 
urgent patients (n = 334).
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Table 1 Genetic counselor reported wait time for urgent 
patients (n = 268)
Wait time Respondents (%)

Same day 15

Within 1–2 business days 46

Within 3–5 business days 23

Within 5–7 business days 13
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increases in the numbers of GCs continues to alleviate concerns 
of a professional shortage.

Other factors may impose barriers to services with a GC. 
Examples include perceived or actual lack of insurance cov-
erage for genetic services and/or genetic testing, competing 
priorities, and patients who self-select out of such services. 
In addition, underuse of telephonic genetic counseling ser-
vices, particularly in more rural regions without access to 
other genetic service delivery models, affect the perceived 
concerns about access to GCs. Continued education efforts 
of health-care providers in regards to the multiple service 
delivery models available to their practice, and patients could 
modify this perception. Further study is needed to charac-
terize these barriers, and it is imperative that the health-care 
team work together to address the barriers to the betterment 
of patient care and outcomes.

Not all cancer GCs are members of the NSGC or subscribe to 
the discussion forum, which limits the possibility of maximum 
feedback. The time allowed for participation was quite short, 
which also could have limited participation. Finally, these 
data are self-reported, which allows for the possibility of bias; 
future studies on the topic could utilize feedback outside of the 
cancer GC community. Future studies could also examine the 
efficiency of multiple service delivery models and the availabil-
ity of these per geographic service area to identify any specific 
underserved regions. Data such as these could help to alleviate 
potential genetic service access issues in any identified areas.

In summary, barriers to timely genetic counseling, risk 
assessment, and testing by a GC have decreased substantially 

as a result of a growing number of GCs and services delivery 
models that allow GCs to accommodate patients quickly.
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