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Workshop on Heritable Cancer Syndromes
and Genetic Testing

Supplement to Cancer

Genetic Counseling Issues
Workshop No. 2

Caryn Lerman, Ph.D. (Co-Chair)

AJune A. Peters, M.S. (Co-Chair)
mong the strongest recommendations to come from this work-
shop was the reaffirmation that patient counseling must take place

Terri Ades, R.N., M.S., O.C.N. (Rapporteur) prior to genetic testing, and that counseling should be independent
Diane Fink, M.D. (Rapporteur) of testing. In other words, counseling is a prelude to the decision of
Patricia Barr, J.D.* whether to be tested. Genetic test results carry immense implications
Barbara Bowles Biesecker, M.S.* for patients and families, and competent clinical, psychosocial, and
Sally West Brooks, R.N., M.A.* counseling support is needed for individuals who are considering
Kathleen A. Calzone, R.N., B.S.N.* testing, as well as those who chose to undergo testing. Workgroup
Robert T. Croyle, Ph.D.* participants identified a range of immediate needs related to infra-
Beth A. Fine, M.S.* structure, access to care, public and provider education, and the culti-
Bettye Green* vation of an emerging specialty in genetic counseling for individuals
Stephen J. Lemon, M.D., M.P.H.* at risk for inherited cancer syndromes.
Henry T. Lynch, M.D.*
Steven A. Narod, M.D.* Recommendations
Kenneth Offit, M.D., M.P.H.* 1. The American Cancer Society (ACS) can be an influential advocate
Deborah Pearlman, Ph.D.* at the state and national level for the importance of quality assur-
Susan T. Tinley, M.S.* ance in genetic testing and patient needs. The ACS should work
Claudette Varricchio, R.N., D.S.N., F.A.A.N.* with state officials to develop regulations regarding genetic testing,

and should be an advocate for greater accessibility of testing and
counseling, including the elimination of financial barriers.

2. The public can be informed about the scientific evidence support-
ing a particular test for a genetic alteration. The ACS should de-
velop a comprehensive information data base on genetic testing
in collaboration with other organizations that are supporting the
development of similar data bases; organizations should not dupli-
cate each other’s efforts. The ACS should also develop an educa-
tional brochure written at a widely accessible educational level that
describes inherited cancer syndromes, the importance of family
histories, and the difference between investigational and clinical
research, and that identifies who should be tested and how to get
tested.* Workshop participant.

3. The ACS should develop a simple and straightforward educational
Presented at the American Cancer Society brochure for providers that outlines criteria for referral and testing,
Workshop on Heritable Cancer Syndromes and existing levels of evidence regarding the accuracy and implication
Genetic Testing, Chicago, Illinois, October 7–8,

of genetic test results, and institutions to which patients can be1996.
referred for high quality counseling and testing services. Providers

Address for reprints: Caryn Lerman, Ph.D., need to be educated regarding the importance of taking a detailed
Georgetown University Medical Center, Cancer family history. To heighten awareness of the importance of inher-
Genetics, 2233 Wisconsin Avenue, Suite 535, ited susceptibility to cancer, greater attention should be given to
Washington, DC 20007.
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1997. The ACS should advocate a team approach to meet the needs of
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patients. Educational materials should identify the ing Society and support efforts to define what edu-
cation is needed for nurses to become geneticdomains of knowledge needed to support patients

with known or suspected inherited cancer syn- counselors. The ACS should endorse reimburse-
ment for counseling.dromes, i.e., oncology clinical management should

be provided by the oncologist/oncology nurse; psy- 6. The ACS should develop a relationship with geneti-
cists and genetic counselors and their representa-chosocial support should be provided by the psy-

chologist/social worker/nurse; and genetic coun- tive organizations The ACS also should collaborate
with other organizations to develop training pro-seling should be provided by the geneticist/genetics

counselor. These individuals should be appropri- grams for physicians and other health care provid-
ers. In particular, there is a need to influence medi-ately trained and certified.

4. The ACS should develop guidelines for genetic test- cal school curricula.
7. The ACS should support research to evaluate: 1) theing, and should include a position on whether test-

ing should be done only in investigational proto- medical, psychosocial, and economic outcomes of ge-
netic testing and counseling for cancer susceptibility,cols. The Workgroup recommended that the ACS

endorse the American Society for Clinical Oncology and identify predictors of positive and adverse out-
comes; 2) the relative effectiveness of alternate strate-(ASCO) and National Action Plan on Breast Cancer

positions on informed consent, and pre- and post- gies for genetics education and counseling (e.g., length
of counseling follow-up), alternate settings (e.g., pri-test counseling.

5. The ACS should foster greater interest in genetic mary care, cancer centers), and alternate providers of
counseling (e.g., nurses, genetic counselors, physi-counseling, and could do so through collaboration

with other organizations, and the following initia- cians); 3) strategies for education of health care provid-
ers involved in genetic testing and counseling; 4) deter-tives. The ACS should expand its existing scholar-

ship and training programs to include genetic minants of participation and barriers to genetic testing;
and 5) the needs of children of parents who have beencounseling education. The ACS should also support

postgraduate fellowships in cancer genetics for on- tested. Additional high priority research needs are: 1)
penetrance of mutations; 2) environmental modifierscologists, nurses, genetics counselors, and behav-

ioral scientists. The ACS should also collaborate of gene effects; and 3) clinical outcomes in carriers
after medical and/or surgical and behavioral treat-with and support ASCO’s efforts to train oncolo-

gists. The ACS should work with the Oncology Nurs- ments.
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