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Information seeking behaviors of women diagnosed with or at risk for hereditary breast cancer

Hereditary breast cancer affects approximately five to ten percent of the more than 192,000 American women who will be diagnosed with breast cancer each year.  The hereditary form of the disease involves alternations or mutations in certain genes, resulting in increased susceptibility to developing breast and other types of cancer, most notably ovarian cancer.  The two known genes involved in hereditary breast and ovarian cancer are called BRCA1 and BRCA2.  Continual research is being conducted to learn more about other genes that are involved in increasing a woman’s susceptibility to various types of cancer.
  Inherited susceptibility to cancer does not merely entail inheriting the BRCA1/2 gene, it means inheriting a known mutation in BRCA1/2 that results in increased risk of developing certain cancers.
  The current paper will focus on the information seeking research concerning women who have been diagnosed with breast cancer and those who may be at risk for developing hereditary breast cancer, specifically discussing the information needs of this group and the sources commonly used to fulfill their information needs.  Additionally, women diagnosed with hereditary breast cancer find themselves in the unique circumstance of playing the dual role of information seeker and information giver for other members of their family.  Also, feelings of anxiety and fear can result in individuals actively avoiding further information about their condition.  


Information needs change over the course of the disease, what women tend to prefer at initial diagnosis may not be as valued during the recovery stage.  During initial diagnosis woman sought information about likelihood of cure, treatment options, and the stage of the disease and how far the cancer had spread (Rees & Bath, 2000).  When undergoing treatment, patients were concerned with information that would allow them to better understand their treatment plan, the disease, investigative tests, and the chances of the cancer recurring.  Essentially, information needs during the treatment phase centered on how to combat the disease to ensure survival with psychosocial concerns considered less important (Rees & Bath, 2000).  During remission and recovering, while patients were still interested in learning more about the likelihood of cure, women began to desire more information on the potential risks to their children and other family members.  Furthermore, information on self-care behavior became increasingly sought after the farther away from initial diagnosis the woman was in her journey through cancer (Rees & Bath, 2000).  In women diagnosed with hereditary breast cancer, information needs are more focused on the effects to her children and other family members. Having children, especially daughters, is not only a large motivating factor to seek more information about inherited breast cancer, but also to undergo genetic testing and counseling (Cohn, Ropka, Jones, & Miesfeldt, 2003; Metcalfe, Liede, Hoodfar, Scott, Foulkes, & Narod, 2000).  Women who are carriers of BRCA1/2 with no prior diagnosis of cancer are interested in learning more about cancer prevention, such as new screening procedures like MRI and transvaginal ultrasound, prophylactic surgery, and chemoprevention (Metcalfe et al., 2000).


As with information needs, sources of information evolve as the course of the disease progresses.  Women create a health-seeking strategy involving a multitude of sources based on the type of information sought, whether it is expert medical information or emotional and psychological support.  The two main sources utilized are interpersonal sources and mass media sources.  Interpersonal sources implies face-to-face interaction or verbal communication of information; examples include health care professionals (HCP), family and friends, and support groups.  Mass media sources refer to print or electronic materials; examples include pamphlets, magazines, newspapers, medical books and journals, and television and radio (Rees & Bath, 2000).  Near the time of diagnosis, women prefer verbal information from their HCP, whether that person is their primary care physician, oncologist, gynecologist, or a nurse.  Nevertheless, the information given by HCPs may not necessarily be seen as satisfactory by the patients.  Patients have reported information from physicians to be insufficient and inadequate, oftentimes receiving contradictory information concerning therapy and treatment options.  Consequently, feelings of insecurity and uncertainty are increased and may contribute to the increase use of mass media sources the farther the woman is from initial diagnosis (Rees & Bath, 2000).  The Internet as a source of information on genetics, disease, and testing is becoming increasingly popular, with several studies finding oncologists and other medical doctors along with the Internet as the top two most useful sources of medical information (Case, Johnson, Andrews, Allard, & Kelly, 2004; Cohn et al., 2003).  As for emotional support, mass media sources are seen as overly generic and thus friends and family are often sought, with the personal experiences of other cancer patients seen as valuable insights when making treatment decisions.  Friends and family are also commonly utilized due to their ease of accessibility, and the use of other information sources may be based on how much they replicate a real face-to-face conversation with another person (Johnson, Andrews, & Allard, 2001; Leydon et al., 2000).  Overall, the dominant health-seeking strategy involves both interpersonal and mass media sources based on what information the patient values and what source she believes would provide a satisfactory response (Case, Andrews, Johnson, & Allard, 2005; Johnson et al., 2001).  


Women with breast cancer serve a dual role of being information seekers as well as information sources for members of their family.  It is not uncommon to find mothers as the sole figure of information for daughters seeking a familial history of cancer and other diseases (Green, Richards, Murton, Statham, & Hallowell, 1997).  As a result, women with breast cancer are gatekeepers and regulators of information to the rest of the family controlling the extent and type of information received by first-degree relatives.  Problems associated with this situation is that family members may avoid open communication concerning this topic in hopes of decreasing fears and anxiety, but if information received by family members are scarce or inaccurate it may lead them to form false conclusions resulting in unwarranted fears and anxiety (Chalmers, Thompson, & Degner, 1996).


When confronted with a serious health condition there is the common conception that the individual would want as much information about the disease as possible in order to choose the best course of action, however some choose to avoid seeking further information.  According to Johnson’s Comprehensive Model of Information Seeking, four antecedents or reasons why people begin to seek information are mentioned.  The last two antecedents pertain particularly to individuals diagnosed with or at risk for hereditary breast cancer – salience and beliefs (Johnson et al., 2001).  Salience refers to the observation that individuals will seek information if they feel that gaining such information will be valuable, relevant, and applicable to their lives or situation. While belief refers to an individual’s level of response efficacy, self-efficacy and treatment efficacy; essentially, a cancer patient will seek further information if she believes she has the power to change the course of the disease.  Feelings of fatalism result in the individual believing that no amount of medical knowledge or any treatment strategy can change the course of the disease and thus she holds no control over her fate.  Consequently, any potential information would not be salient to the individual’s life (Case et al., 2005; Johnson et al. 2001).  Besides feelings of powerlessness, the need to maintain hope and a positive outlook, which are often aligned with being essential for survival, can also result in less information seeking due to the fear of receiving negative or contradictory information (Leydon et al., 2000).  This is unfortunate since more knowledge tends to empower the patient and allows the patient to be more in control when deciding upon her treatment plan.  When it comes to genetic testing, an individual must debate whether it would be more beneficial to be ignorant of one’s susceptibility to genetically linked diseases than to know if one is a carrier of known mutations in BRCA1/2.  Also, if one chooses to undergo genetic testing and receives positive results, there may be an increase chance the individual will begin to feel fatalistic toward her outcome.  Therefore, it is urged that genetic counselors and physicians present information in such a way that instills confidence and individual control to the patient over her situation (Shiloh, Gerad, & Goldman, 2006). 


The information sought and the information sources utilized by individuals with hereditary breast cancer and those who may be susceptible to hereditary breast cancer change over time throughout the course of the disease.  Other attributes of women with hereditary breast cancer include their dual role as information seekers and information sources to their family, and the risk of them avoiding information due to a low sense of self-efficacy and control over the disease.  Nonetheless, being diagnosed with breast cancer and/or having several family members with breast cancer and other types of cancer does spur women to receive genetic testing in order to assess the risk to her children and other family members.
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Pathfinder for women diagnosed with or at risk for hereditary breast cancer

WHEN DIAGNOSED WITH BREAST CANCER…

individuals need knowledge to make informed decisions about treatment and management of the disease.  Considering that the information needs of women with breast cancer change over the course of the disease, the following resources provide a complete overview of the course of the disease from diagnosis onward.  This includes information on the disease, likelihood of cure, treatment options, investigative tests, recurrence, internal and external risks, and self-care behavior; directories to physicians and clinics and how to choose the best physician for you are also included.

Dollinger, Malin et al. Everyone’s Guide to Cancer Therapy: How Cancer is Diagnosed, Treated, and Managed Day to Day. Kansas City, MO: Andrews McMeel, 2002.
A compilation of articles written by medical doctors and other health care professionals within the area of oncology dealing with diagnosis and treatment, supportive care, quality of life, new advances in research, and risk assessment.  Seeks to answer common questions concerning how to choose an appropriate physician or hospital, understand the tests that will be conducted and their implications, what other treatment options are available, what are the treatments’ risks and side effects, and how to keep communication open between the health care provider and the patient.  Meant to help the patient better understand the information being discussed between her and her physician, to be armed with questions and concerns, and be able to search for and obtain the best medical care.  Only one chapter is devoted entirely to breast cancer, but two chapters are devoted to research and information on cancer biology, gene therapy, and genetic risk assessment and counseling.  Provides a rather thorough explanation of how hereditary cancer can affect offspring, with pedigree charts and diagrams.  References to other helpful readings and resources including useful websites are also included.

Love, Susan M. Dr. Susan Love’s Breast Book. Cambridge, MA: Da Capo Press, 2000.
Thoroughly explains every aspect of the journey through breast cancer from prediction and prevention to diagnosis of breast cancer to treatment as well as the aftermath of living with breast cancer and recurrence.  Besides providing medical knowledge in an understandable way concerning such topics as the development of the breasts, mammography, biopsies, surgery, prosthesis and reconstruction, radiation therapy, hormonal therapy, and even alternative treatments, this resource also provides advice and information on emotional and psychological aspects pertinent to the patient and the patient’s family members as well as information on common issues woman have about cancer and its effect on sex and future pregnancies.  Practical information on insurance and employment issues are also included.  Explanations of clinical trials and how one can become involved are included.  Contains chapters pertaining to specific subpopulations of women, such as younger women, elderly women, and even breast cancer in men.  Several chapters devoted to the genetic causes, risks of breast cancer and what this means for prevention.  Four appendices are included that provide information on drugs used for systematic treatment of breast cancer, additional resources and references, a list of NCI-designed cancer centers, and the Wellness Community Physician/Patient Statement.  Due to the comprehensiveness of this resource it is advised that the reader peruses through the table of contents or index to find one’s topic of interest before diving in.

McCartney, Richard A. Gale Encyclopedia of Medicine: Breast Cancer. Farmington Hills, MI: Thomson Gale, 2001.

Digital book’s (HTML format) entries are divided into Disease/Disorder articles and Test/Treatment articles, and they are all written with the layperson in mind.  Disease/Disorder contain the following sections: definitions, descriptions, causes and symptoms, diagnosis, treatments, alternative treatments, prognosis, and preventions.  Test/Treatment entries include the following sections: definitions, purposes, precautions, descriptions (cost, length of time required, procedures, and insurance coverage), pre-test treatment preparations, post-test treatment procedures, risks, and normal and abnormal results.  Also includes color images and illustrations, a subject index, and biographical and historical sidebars throughout text.  [Can be found on Amazon.com]

Turkington, Carol and Karen J. Krag. The Encyclopedia of Breast Cancer. New York: Facts on File, 2004.
Includes over 500 alphabetically arranged entries on such topics as etiology, diagnosis, risk factors, prevention, treatments, anatomy and physiology, legislation, patient advocacy groups, breast cancer research, and even myths about breast cancer.  Entries include in-text cross-references.  Information is written for the layperson thus meant for patients and their families.  Five appendices include contact information for cancer centers and associations, a list of ongoing clinical trials, a glossary of drugs used to treat breast cancer, and a list of products for patients with breast cancer.

U.S. National Institute of Health and National Cancer Institute. CancerNet,  <http://cancernet.nci.nih.gov/> (accessed March 11, 2006).

Physician Data Query system (PDQ) – Also freely available by calling 1-800-4-CANCER

PDQ (Physician Data Query) contains peer-reviewed summaries on cancer treatment, screening, prevention, genetics, and supportive care, and complementary and alternative medicine; a registry of cancer clinical trials; and directories of physicians, professionals who provide genetics services, and organizations that provide cancer care.  The information contained within the PDQ has now been mostly incorporated into the NCI website, specifically under the section titled “Cancer Topics”.  The summaries are available in both patient (easy-to-understand, nontechnical language) and health professional (detailed, technical language) versions.  The Quick Links box to the left of the screen includes links to dictionaries of cancer terms and drugs as well as a link to NCI Publications where users can access various information pamphlets from types of cancer to understanding genetics, testing, coping, etc.  Acts as a gateway to search the PubMed database.  The site is also available in Spanish.



WHEN ONE MAY BE AT RISK FOR HEREDITARY BREAST CANCER…

such as an individual who has a first-degree relative recently diagnosed with breast cancer, the individual may be motivated to search for practical information that will address the specific problem such as seeking information on genetic screening for BRCA1/2 or information pertaining to screening and prevention.

Margolis, Simeon. The John Hopkins Consumer Guide to Medical Tests. New York: Medletter Associates, 2001.
Provides concise and authoritative information on over 170 diagnostic medical tests, with explanations on how they work, why they’re used, and the implications of the results.  However it does not include extremely rare tests and outmoded procedures.  Introductory chapters cover some of the major aspects of medical testing including genetic testing and their role in diagnosis and screening for disease.  Other introductory chapters involve screening for disease, including information on various breast cancer screening methods and breast self-examinations.  Entries related to breast cancer include: breast biopsy, breast thermography, breast ultrasound, mammography, and breast cyst and nipple discharge.  The guide also discusses magnetic resonance imaging (MRI) a rather recent method of screening and diagnosis for breast cancer.  Entries are organized in alphabetical order and an index of tests by subject is included. 

National Society of Genetic Counselors.  Resource Link: Find a genetic counselor near you, updated 2006, < http://www.nsgc.org/resourcelink.asp> (accessed March 11, 2006).
Directory of national and internationally located genetic counselors.  Search fields include State, City, Counselor’s Name, Institution, or Areas of Practice or Specialization.  The Standard search allows a user to find genetic counselors based on location, name, or specialty.  The Zip Code Distance search allows a user to search for genetic counselors only within a specified mileage range from the zip code entered.  The directory is not comprehensive, listing only genetic counselors that are NSGC members, thus it is possible that other genetic counselors may be located nearby but not listed.  Entries for each counselor includes (if available) address location, contact information (phone and fax numbers and email), General Area(s) of Practice/Expertise, Area(s) of Specialization, and notes from the counselor.  The list is updated on a regular basis, but dates of update are unavailable.

University of Washington. GeneTests, updated 2006,  <http://www.genetests.org/servlet/access?id=8888891&key=nFVm1H4RuAS18&gry=INSERTGRY&fcn=y&fw=GA95&filename=/> (accessed March 11, 2006).

Comprised of several databases: (1) clinical trial studies and research, (2) a laboratory directory, (3) a clinic directory, and finally (4) a database that retrieves what the site calls GeneReviews or informative summaries.  To search, simply click on the “GeneReviews” link on the top menu bar of the web page; this brings up a search box where the user can search using disease names.  Results will display links bringing the user to information concerning the information summary (link heading: “Reviews”), other resources available (“Resources”), clinical laboratories (“Testing”), and current clinical testing along with the laboratories conducting this research  (“Research”).

U.S. National Library of Medicine. Genetics Home Reference: Your guide to understanding genetic conditions, updated March 10, 2006, <http://ghr.nlm.nih.gov/> (accessed March 11, 2006).

Provides information in all areas of genetics and their relationship to diseases and illnesses.  When looking to learn about the area of genetics this would be a good website.  A firm hold on genetics helps to better understand its relationship to breast cancer.  Website is divided up into five main sections: (1) articles on current genetics research, (2) a browse function that allows users to peruse the information on various genetic conditions, genes, and chromosomes by various points of entry (e.g. name, category, etc.), (3) a glossary, (4) links to other resources for patients, their families, educators, health professionals, as well as genetic researchers, and finally (5) a handbook about genetics and health conditions that can be accessed online or printed from a pdf file.  The handbook is essentially a textbook on genes, how they work, their relationships to diseases, genetic testing and therapy, and a look into research trends.



SEARCHING FOR SUPPORT… 

The following resources help fulfill the common information seeking behavior of preferring interpersonal sources and seeking out information resources that mimic interpersonal interactions.  By forming online communities, people will be able to receive information from other persons going through the same experience.  

ACOR. Association of Cancer Online Resources, updated November 22, 2004, <http://www.acor.org/> (accessed March 11, 2006).

One can sign up for any of the free mailing lists that aim to provide current and reliable information on different types of cancer while creating a supportive environment amongst community members. Some of the topics of the mailing lists include clinical trials, end of life/hospice, psychosocial and faith support, side effects/survivorship, and caregivers and family issues.  Other sections of the website include information on support and resources to help with coping, an alphabetical index of the different types of cancer, current treatment options, clinical trials on experimental treatments, and bibliographies of cancer-related books and other publications.

Dipex. Database of Individual Patient Experiences, updated October 13, 2005, <www.DIPEx.org> (accessed March 11, 2006).

DIPEx contains information on symptoms, diagnosis, treatment, and the effects on one’s lifestyle, self-image, and one’s families for a variety of health issues, illnesses, and diseases including breast and ovarian cancer as told from the point of view of individuals who have or are going through such illnesses.  Interviews available in written, audio, and video format.  The website includes a forum and provides references to other sources for more information and other support organizations.    
Facing Our Risk of Cancer Empowered, Inc. FORCE: Facing Our Risk of Cancer Empowered, updated October 22, 2005, <www.facingourrisk.org> (accessed March 11, 2006).

A nonprofit organization for family members, mainly women, with increased risk of cancer due to family history and genetic status.  Not only does FORCE provide online message boards, a mailing list, and chat rooms for people to interact, but it also provides information and additional resources on hereditary cancer (such as how to create a family history genealogy), risk management, support for “pre-vivors” (individuals who are survivors of a predisposition to cancer but who have not had the disease) and breast and ovarian cancer patients, as well as information on finding the right health care plan and physician, and finally information on ways to become involved in advocacy issues.  They also offer free to the public various publications including newsletters, brochures, and articles.



SOME EXTRA ADVICE ON SEARCHING… 
Public Libraries OPACs (online catalogs)

When searching in your local public library for books concerning breast cancer, try either the SUBJECT search field or the KEYWORD search field using some of the following helpful Library of Congress Subject Terms:

· Breast-Cancer

· Breast-Cancer-Popular works

· Breast-Cancer-Patients-Family relationships

· Breast-Cancer-Psychological aspects

· Breast-Cancer-Treatment

· Breast-Diseases-Popular works

· Breast-Examination

· Cancer in women – Popular works

· Cancer-Alternative treatment

ICON Health Publications. Breast Cancer - A Medical Dictionary, Bibliography, and Annotated Research Guide to Internet References. San Diego, CA: author, 2003.


This digital book (pdf format) provides a complete medical dictionary pertaining to breast cancer, extensive lists of bibliographic citations, and provides information to users on how to update their knowledge using various Internet resources.  A pathfinder in its own right!  [Can be found on Amazon.com]

�Men can also be carriers of the BRCA1/2 genes and thus have increased susceptibility to breast and other types of cancers, but this population is not the focus of the current paper.





� Not having an inherited susceptibility to cancer does not mean the individual will never develop cancer, it merely means that the person’s risk of cancer is the same as that of the general population.





