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Objectives

• rates of infant mortality and genetic defects.

• the state of the literature on Health 
Literacy and Attitudes in Prenatal Genetic Testing.

• the importance of Health Literacy and 
Attitudes in Prenatal Genetic Testing.

The big picture

State of the Nation:

# 1 cause 
of death

3-6%

23%

Review of Literature

• Health Literacy

– 4 major domains: 

• Fundamental

• Science

• Community

• Cultural literacy

• Attitudes:

– Very little research

– “Attitudes”
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IOM’s Model - 1 IOM’s Model - 2

Model of Health Literacy and Attitudes New Concepts

• Genomic Health Literacy

• Informed decision making

• Access in Social Medicine

Resources
• Anderson, G. (1999). Nondirectiveness in prenatal genetics: Patients read between the lines. , 126-136.
• Atkin, K.  (2003). Ethnic ity and the politics of the new genetics: Principles and engagement. (2), 91-109.
• Bane, A.,  Brown, L., Carter, J., Cote, C. , Crider, K., Liv ingston, M., e t al.  (2003). Life and death decis ions: Americ     hanging attitudes towards genetic engineering, 

genetic testing and abortion, 1972-98. , 209-219.
• Burns & Ostrer, 2009; 
• Dagan, E. & Shochat, T.  (2008). Quality of life in asymptomatic BRCA 1/2 mutation carriers. , 193-196.
• Douma, K. F. L,  Aaronson, N. K., Vasen, H. F. A  & Bleiker, E. M . A . (2008). Psychosocial issues in genetic testing for familial adenomatous polyposis: A review of 

the literature. , 737-745.
• Ekberg, M. (2007, March). Maximizing the benefits and minimizing the risks associated with prenatal genetic testing. (1), 67-81.
• Emery, J. (2000). Is informed choice in genetic testing a difference breed of informed decis ion-making? A discussion paper. , 81-86.
• Etchegary, H., & Perrier, C. (2007). Information processing in the context of genetic risk: Implications for genetic-risk communication.

(4), 419-425.
• Gallo, A. M ., Knafl, K. A.,  & Angst, D. B . (2009). Information management in families who have a child with a genetic condition. (3), 

194-204.
• Guillemin, M., & Gillam,  L. (2006). Attitudes to genetic testing for deafness: the importance of informed choice. , 51-59.
• Hathaway, F., Burns, E.,  & Ostrer, H. (2009). Consumers’ desire towards current and prospective reproductive genetic testing. 

137-146.
• Hegwer, G., Fairley, C., Charrow, J., & Ormond, K.  E.  (2006). Knowledge and attitudes towards a free education program and Ashkenazi Jewish carrier testing 

program. (1), 61-72.
• Henneman, L., Marteau, T. M ., & Timmermans, D. R. M.  (2008). Clinical genetic ists and genetic counselors’ v iews on communication of genetic risks: A qualitative 

study. , 42-49.
• Hoskovec, J., Mastrobattista, J. M.,  Johnston, D., Kerrigan, A., Robbins-Furman, P.,  & Wicklund, C. A. (2008). Anxiety and prenatal testing: Do women with soft

ultrasound findings have increased anxiety compared to women with other indications for testing? , 135-140.
• Leatherman, S. &  Warrick, L. (2008). Effectiveness of decis ional aids: A review of the evidence. (6), 79-92.
• Lumley, M. A.,  Zamerowski, S. T. , Jackson, L., Dukes, K. & Sullivan, L. (2006). Pyscosocial correlates of pregnant women's attitudes toward prenatal maternal 

serum screening and invasive diagnostic testing: Beyond traditional risk status. , 131-138.
• March of Dimes. (2008, May). Retrieved from http://www.marchofdimes.com/pnhec/159_513.asp
• Mikkelsen, E. M.,  Sunde, L.,  Johansen, C.,  & Johnsen, S. P . (2008). Psychological consequences of genetic counseling: A population based follow-up study.

(1), 61-68.
• Moyer, A., Brown, B.,  Gates, E. , Daniels, M., Brown, H. D., &  Kuppermann, M. (1999). Decis ions about prenatal testing for chromosomal disorders: Perceptions of a 

diverse group of pregnant women. , 521-531.
• Pieters, J. J., Kooper, A. J. , Smi ts, A . P ., & Vries, J. D. (2009). Parent’s attitudes towards full-scale prenatal testing for genetic disorders. 

(1), 42-47.
• Potter, B . K ., O'Reilly , N., Etchegary, H., Howley, H., Graham, I. D.,  Walker, M., et al.  (2008). Exploring informed choice in the context of prenatal testing: findings 

from a qualitative study. , 355-365.
• Reyna, V. F.  (2008). A theory of medical decis ion making and health: Fuzzy trace theory. , 850-865.
• Stalmeier, P. F . M . &  Roosmalen, M. S . (2008). Concise evaluation of decis ional aids. , 104-109
• Van den Berg, M., Timmermans, D. R. M. , Kate , L. P. T .,  Van Vugt,  J. M.  G. & Van der Wal, G. (2006). Informed decis ion making in the context of prenatal 

screening. , 110-117.
• World Health Organization. (2009). (NLM classification: WA 309). Retrieved from 

http://whqlibdoc.who.int/publications/2009/97892415638    ng.pdf
• Zikmund-Fisher, B. J., Fagerlin, A. , Keeton, K. , &  Ubel, P.  A.  (2007). Does labeling prenatal screening test results as negative or positive affect a woman's 

responses? , 528.e1-528.e6.

Thanks!!

Questions/ Comments

Literacy

Health 
Contexts

Individuals

Health 
outcomes 
and costs

Health 
Literacy

Nursing Ethics, 6
Ethnic ity & Health, 8

International Social Work, 46

Preventative Medicine, 48

Psycho-Oncology, 17
Health, Risk & Society, 9

Health Expectations, 4
Journal of Genetic Counseling, 

16
Journal of Pediatric Nursing, 24

Journal of Genetic Counseling, 15
Journal of Genetic Counseling, 18,

Journal of Genetic Counseling, 15

Patient Education and Counseling, 73

Prenatal Diagnosis, 28
Medical Care Research and Review, 65

Genetic Testing, 10
Pregnancy & Newborn: Health Education Center - Prenatal Care.

The 
Breast Journal, 15

Journal of Women's Health & Gender-Based Medicine, 8
Journal of Psychosomatic 

Obstetrics & Gynecology, 30

Health Expectations, 11
Medical decis ion making, 28

Patient Education and Counseling, 74

Patient Education and Counseling, 63
Women and health: Today’s evidence tomorrows agenda

American Journal of Obstetric Genetics, 197


	Page 1
	Page 2

