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O ncology nurses are most often address-
ing an affected cancer patient when 
discussing treatment options. In the 

realm of genetics, however, often the same 
organizations that treat persons with cancer also 
address the needs of persons with a genetic muta-
tion, or a hereditary predisposition to developing 
cancer: a previvor. But what is a cancer previvor?

FORCE (Facing Our Risk of Cancer Empow-
ered), a national nonprofit organization dedi-
cated to support and advocacy for persons at high 
risk for hereditary breast and ovarian cancers, 
defines a previvor as “a survivor of a predisposi-
tion to cancer.”1 The risk of breast cancer for 
carriers of the BRCA gene mutation is up to 
84%, compared with 8% for persons without 
the genetic mutation.2,3 A person whose risk 
for cancer is associated with a diagnosed genetic 
mutation would be considered a previvor.

Considering the difference between survivor-
ship versus previvorship, the psychological distress 
of previvors could be distinctly different from that 
of survivors. The impact of weighing treatment 
options for a known cancer, or a history of cancer, 
may be different from the impact of weighing 
those same options as prevention strategies. For 
example, a woman who does not have cancer 
would be considering a radical procedure such 
as a bilateral oophorectomy. In effect, she will 
go into the surgery for the most part as a well 
person, but soon afterward, she will experience 
all the issues that come with menopause. 
Continued on page 30

Addressing the psychological 
impact of BRCA testing
A genetic predisposition to cancer is not the same as having cancer. Support 
for patients with the BRCA gene mutation should meet these unique needs.
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Guilt and grief can also be associated with the diagnosis 
of a genetic mutation. Women, often in the position of 
caregiver and care promoter, are now confronted with the 
associated cancer potential not just for themselves, but their 
sisters, brothers, children, and other family members as well. 
However, other sources of psychological distress may also be 
factors in quality of life (QoL) for previvors. An interesting 
point to consider is whether these sources of distress are 
different from those of BRCA-positive cancer survivors, or 
do the two groups of mutation carriers experience similar 
amounts of psychological distress. 

While developing a genetics program, we considered a 
few issues voiced by BRCA mutation previvors. One issue 
was referrals to cancer support groups as a source of support. 
The women expressed feeling out of place in those support 
groups and not able to voice concerns with cancer survivors, 
as they had not had cancer. Another issue articulated was 
frustration with making treatment decisions. The previvors 
stated many times that they were not prepared for the side 
effects of preventive surgery and the impact of those side 
effects on their relationships. 

QUANTIFYING DISTRESS 
In a study by the Center for Genetics and Hereditary Disease 
at Celebration Health, data were collected on the psycho-
logical needs of BRCA mutation carriers via surveys during 
the 2012 annual FORCE Conference. Surveys used were 
the Rand 36-Item Health Survey, Beck Anxiety Inventory 
(BAI), General Practice Physical Activity Questionnaire 
(GPPAQ), and a general questionnaire, as well as anthro-
pometrics and a 3-day food diary. Other issues studied in 
relation to psychological well-being included vital signs, sleep, 
sex life, and associated impediments (ie, vaginal dryness, 

reduced desire, and poor body image). The participants 
were given all the survey results in an information packet 
the same day they took the surveys as well as information 
on healthy lifestyles and disease prevention. A total of 107 
people were included in the study: 36 survivors of breast and 
ovarian cancers who had the BRCA mutation, 45 previvors 
with the BRCA mutation, and 26 controls with no history 
of cancer or BRCA mutations.

In the domains associated with physical functioning, the 
cancer survivors reported a statistically significant decrease 
in quality of life compared with previvors and the control 
group (Table 1). Both groups of BRCA mutation carriers 
had a significantly greater level of anxiety than the control 
group (P<.0001). Emotional distress was also more prevalent 
in the BRCA mutation carriers than in the control group, 
as evidenced by their lower scores (P=.02) on the SF-36 
emotional scales. Significant effectors of psychological status 
(P<.05) included BRCA mutation diagnosis, quality of sex 
life, and presence of associated impediments. These findings 
were consistent with the consensus of focus groups that took 
place during the FORCE Conference. Participants expressed 
anxiety and lower emotional status. Findings from the study 
support concerns voiced by BRCA mutation carriers. 

Continued assessment of quality of life in BRCA muta-
tion carriers is essential.4,5 Due to the significant decrease 
in cancer risk by many of the hereditary breast and ovarian 
cancer (HBOC) risk-reducing strategies, a strong argu-
ment can be made for BRCA testing. However, health care 
providers must also consider the emotional toll the decision 
to undergo testing, and the potential diagnosis, take on 
patients and their families. Providing adequate information 

TABLE 1. Quality of life of BRCA mutation carriers

QoL scale Controls Previvors Survivors

Well-being (emotional) 80.0 ± 2.6 70.6 ± 2.3a 74.0 ± 2.21a

Limitations/emotional 93.1 ± 2.4 84.1 ± 4.0a 75.6 ± 6.0a

Physical functioning 89.3 ± 4.8 91.9 ± 2.1 85.1 ± 3.4

Limitations/physical 95.5 ± 2.1 92.0 ± 3.02 70.3 ± 6.5a,b

Pain 86.9 ± 3.3 84.6 ± 2.69 74.6 ± 3.8a,b

General health 79.3 ± 2.7 69.9 ± 2.6a 67.7 ± 2.6a

Social functioning 89.7 ± 2.7 83.5 ± 2.6 80.0 ± 4.0

Energy/fatigue 62.8 ± 3.3 54.3 ± 2.6a 52.2 ± 3.6a

Key: QoL, quality of life. aP<.05 Controls bP<.05 Previvors

Resources for patients

These Web sites provide information, support, and resources 
that address the specific needs of patients with a genetic 
or hereditary predisposition to cancer.

FORCE Facing Our Risk of Cancer Empowered 
www.facingourrisk.org

Bright Pink 
www.brightpink.com

Myriad 
www.myriad.com/patients/
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prior to and after testing is the responsibility of anyone who 
recommends genetic testing. Genetic counselors should 
be consulted to ensure appropriate counseling is given to 
anyone who is considering testing or learning to cope with 
the results. Previvors and cancer survivors with BRCA 
gene mutations have greater psychological distress (lower 
emotional QoL, higher anxiety) than do people who do 
not carry the mutation.4,5 

CONCLUSION
A diagnosis of BRCA gene mutation has an adverse effect 
on psychological well-being. Nurse coordinators for patients 
who are BRCA mutation carriers need to consider the unique 
psychosocial needs of these patients. In addition to referrals 
to national and local support organizations and techniques 
for stress reduction, these patients need referrals for genetic 
counseling and behavioral health counseling. 

Nurse coordinator support is invaluable to community 
physicians as well. Providing physicians with information on 
community resources and engaging them to ensure patient 
access to a nurse coordinator are important for maximizing 
support for patients with the BRCA mutation. Although 
physicians may understand the unique needs of these patients, 
they may not know where to direct patients to meet those 
support needs. Outreach to physicians, hospital staff, and 
the community are an intricate part of the coordinator role, 

along with developing relationships with genetic counselors, 
social workers, therapists, and other psychological support 
specialists. Through these efforts, a safety net of support can 
be woven to help patients with the BRCA mutation make 
informed care decisions and address the effects on themselves 
and their families of their decisions. 

The psychological stressors these patients experience should 
be acknowledged to ensure adequate access to support. 
Any health care provider who recommends genetic testing 
should understand these psychological stressors and plan for 
interventions that address the issues and impediments that 
can reduce patients’ psychological quality of life. ■

Rebecca McLamara is the survivorship and genetics coordinator 
at Global Robotics Institute at Florida Hospital Celebration Health in 
Celebration, Florida.
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In addition to referrrals for support 
organizations, these patients need 
referrals for genetic counseling and 
behavioral health counseling.

Do you have a Case Study to share?
Case Study articles are valuable learning tools and a great way to share your 
 clinical knowledge and experiences with your colleagues. And our template  
makes writing one so easy.
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case study 

A broad assessment of symptoms 

revealed an atypical presentation

The patient’s symptoms suggested airway obstruction due to a hypopharyngeal 

tumor; however, imaging studies showed a mass in an unexpected location. 

MArciA M. KendAll, dnP-c, APrn-Bc, AcHPn; Teri KAul, PHd, rn, APrn-Bc, APnP
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CASE 
Mr. N. was a 45-year-old man with 

a history of end-stage renal disease 

(ESRD) receiving dialysis three times 

per week and had been a patient in 

the palliative care clinic for the past 

2 years. He had gone to the trauma 

and emergency center (TEC) 3 days 

earlier after having passed out and 

reported dizziness and shortness of 

breath (SOB). Laboratory tests from 

the TEC visit included hemoglobin, 

7.7 g/dL, a decrease from test results 

obtained 2 weeks earlier (9.9 g/dL); 

creatinine, 4.4 mg/dL, which was 

within normal limits for this patient; 

and d-dimer, 500 ng FEU/mL, which 

was deemed to be inconclusive because 

the patient had a bruise on his right 

rib cage area. He was given two units 

of packed blood red cells (RBCs) and 

discharged home with instructions 

to perform Hemoccult testing and to 

return to the palliative care clinic for 

follow-up.

Per instructions from the TEC, Mr. 

N. was at the palliative care clinic for 

the follow-up. His girlfriend of many 

years was with him because she had 

witnessed the fall on the day he pre-

sented to the TEC, and she was con-

cerned about the syncopic episode. A 

subjective history revealed that Mr. N. 

had sustained multiple falls during the 

past month. In describing three of the 

falls, Mr. N. reported experiencing a 

tunnellike sensation closing in on him 

and his windpipe “clamping off just 

before he went down.” His girlfriend 

reported noting that his lips were blue 

and he was gurgling. She dialed 9-1-l 

and opened his airway. Mr. N. became 

responsive after paramedics arrived and 

administered oxygen. 

Mr. N.’s social history included a 

32-year history of smoking 1.5 packs 

of cigarettes per day and past alcohol 

addiction with no current use. Other 

past drug use included methamphet-

amines and hallucinogens. Mr. N. 

also reported increasing shortness of 

breath, wheezing, chest pain, insom-

nia, confusion, constipation, mild 

edema in the lower extremities, and 

difficulty walking. 

Physical examination findings 

included BP, 100/70 mm Hg; heart 

rate, 78 beats per minute and regular; 

oxygen saturation, 92% at rest and 90% 

with ambulation; and respiratory rate, 

24 breaths per minute. Oral mucosa was 

dry, pink, and no masses were noted 

in the throat. No lymphadenopathy 

was noted. The patient was alert and 

oriented to person, place, and time, and 

mildly anxious with depressed affect. 

His skin was pale, he was cachetic, and 

appeared ill. Bilateral lower extremity 

edema was 2+. Cardiovascular rate and 

FIGuRe 1. Anteroposterior and lateral radiographs of the patient’s neck


