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Career goal:  Using genetic counseling skills to improve genetic service accessibility within the deaf community.

Introduction:  Approximately 6.6-9.3% of the U.S. population has some degree of hearing loss; 2 million Americans are profoundly deaf (Barnett, 2002; Lopez et al2004; Steinberg et al 1998; Bureau of the Census, 2008).  The deaf community is a large underserved population as a result of unequal access to healthcare services such as genetic services.  

Deaf individuals have the same risks as the general population for genetic conditions other than deafness such as cancer, cystic fibrosis, and sickle cell anemia.  An estimated 12-17 million deaf individuals are affected with chromosomal, single-gene, and multifactorial genetic disorders.  

Problem Statement:  Studies have shown that miscommunication, misunderstanding, and distrust of the medical community results in unequal accessibility to health care services.  In order to further address the needs of the deaf community a study was designed to assess access to genetic services and education within the deaf community.  This study resulted in my Masters thesis, Access to Genetic Services and Education Within The Deaf Community.


 A total of 26 participants recruited from 10 states identified themselves as deaf, hard-of-hearing, late deafened, or culturally Deaf.  Participants answered a set of open and close-ended questions.  Four common themes were then identified and explored.  
Theme #1:  Unequal Accessibility to Genetic Information and Services:  Obstacles to the utilization of genetic services and accessibility to genetic information have been identified as:  inaccessibility to auditory information, minimal understanding of how to interact with deaf patients, and a pathological view of deafness held by the medical community.  

Theme #2:  Factors that Create Positive Genetic Service Experiences:  Factors that lead to positive genetic service experiences for the deaf community include:  elimination of communication barriers, creation of a comfortable and trusting environment, and understanding deaf patients are individuals with individual needs.

Theme #3:  Alternative Methods for Receiving Genetic Education and Services:  Alternative methods include improving accessibility to auditory information by developing visual orientated materials and close captioning video clips, television commercials, and DVDs.  Possible alternative methods include development of a website targeted to the deaf community and genetic services available through videophones.
Theme #4:  Deaf Community’s Attitude Towards Genetics:  Study results show that the deaf community’s attitude towards genetic services is ambivalent.  There is an interest in the deaf community regarding prenatal testing for deafness and for other genetic conditions.  Study results demonstrate a sense that genetic services may encourage genetically deaf individuals to not have children, may make deaf individuals feel inferior, and may encourage the termination of deaf fetuses.  The relationship between the deaf and genetic communities is currently based upon mistrust and misunderstanding.  

Proposal:  To improve the relationship between the deaf and genetic communities and improve accessibility of genetic services within the deaf community, I propose the creation of a new job position.  This person needs to be fluent in ASL, have effective communication skills, be proficient in genetic knowledge and aware of services, and lastly, is comfortable with both the deaf and hearing communities will serve as an advocate.  This person will represent the deaf community within the genetics community and will facilitate communicate between both the genetics and deaf communities.  Responsibilities might include the followings: 

· Work with genetic companies and clinics to improve accessibility of auditory-visual materials that are distributed to the general population.

· Work with genetic companies and clinics to make them accessible by the deaf community.

· Offer outreach education programs for both the genetic and deaf communities.

· Work with genetic professionals to break down communication barriers.

· Educate genetic professionals about resources they can utilize to improve access such as video phone, e-mailing, and visual aids.

· Develop a team of genetic professionals and deaf individuals who will work together to develop a genetics program for the deaf community and to provide workshops in various regions.

· Provide genetic counseling for deaf patients.

Qualifications:  I am uniquely qualified and committed to being a spokesperson and advocate for providing the deaf community with high quality genetic information and resources.  As a genetic counselor graduate I have an excellent background in genetics.  I am profoundly deaf and have the skills to communicate effectively within both the deaf and genetic communities.  My abilities include being an independent thinker, creative problem solver, excellent team player, and effective communicator with both communities.  I am very motivated to improve genetic service and education accessibility for at least 2 million profoundly deaf people.
