
DO A DESIGNATION: A WORKSHOP

FINDING PREVALENCE DATA

I. Not intended as an all inclusive list, this list provides some useful resources for determining prevalence. There are multiple potential sources (print/online; URLs marked with * point to information about a resource, rather than the resource itself);
1. Standard medical text books (subscription-based):

      a) Harrison's "Principles of Internal Medicine" *http://www.merckmedicus.com/

      b) ACP Medicine *http://www.acpmedicine.com/

      c) Standard references from various medical specialties

2.  Reliable online medical sources:

      a) PubMed searches of peer-reviewed literature (best single source) http://www.pubmed.gov/
      b) eMedicine:  http://emedicine.medscape.com/

      c) Wikipedia:  http://en.wikipedia.org/wiki/Medicine

 3. For cancer: Surveillance, Epidemiology and End Results (SEER):  http://seer.cancer.gov/

      a) Overview of Cancer Prevalence Statistics & their computation http://srab.cancer.gov/prevalence/
      b) Fast Stats (quick interactive access to key SEER data) http://seer.cancer.gov/faststats/

      c) Cancer Query System ("CanQues")  http://srab.cancer.gov/prevalence/canques.html
         http://seer.cancer.gov/canques/

 [Note: the *complete* prevalence of the disease should be employed, not the count of 5 yr. survivors or other subpopulations]

4. For genetic disorders (Online Mendelian Inheritance in Man [OMIM]): http://www.ncbi.nlm.nih.gov/omim/

5. Patient advocacy groups:

      a) National Organization for Rare Disorders (NORD): http://www.rarediseases.org/
         including its index of rare diseases: http://www.rarediseases.org/search/rdblist.html

         which often contains pointers to advocacy groups for specific diseases

      b) Genetic Alliance: http://www.geneticalliance.org

which includes a searchable "Resource Repository" http://www.geneticalliance.org/ws_display.asp?filter=repository
 6. Other online resources:

     a) Google.  For example:

i) For infectious diseases, search using "CDC prevalence <disease>" --you may often thereby find prevalence data from CDC.

ii) Search using a pattern including "prevalence Olmsted County" to try to find confirmatory data drawn from the meticulous prevalence data of the home county of the Mayo Clinic (subject to obvious population biases).

      b) National Institutes of Health (NIH): http://www.nih.gov/
      c) Health Resources and Services Administration (HRSA): http://www.hrsa.gov/
      d) Centers for Disease Control and Prevention (CDC): http://www.cdc.gov/
   7) Commercial databases (require paid registration):

 a) Verispan, Vector One: National (VONA); tracks number of dispensed drug prescriptions in US, so   might be helpful in unusual instances

         *http://www.sdihealth.com/vector_one/national.aspx
 b) Verispan, Vector One: Total Patient Tracker (TPT); estimates number of patients taking multiple therapies

         *http://www.sdihealth.com/vector_one/patient-tracker.aspx
   8) For finding information about *device* use (not directly relevant to this workshop, but nevertheless an important part of OOPD's mission):

      Agency for Healthcare Research and Quality (HCUPnet) http://hcupnet.ahrq.gov/
9) Expert panel: absolutely the method of last resort, this relies upon a carefully reasoned computation drawing upon the independent estimates of three or more recognized experts.

II. KEY POINT: The data must be solid and documented.  In the case of primary/definitive sources such as SEER, simply cite the source.  In the case of secondary sources such as standard text books or other online resources, find the original source for the data and cite that. Be sure to provide the actual reference in your submission as directed in the Tips sheet
[Note: Federal Register Vol 56, No 19 January 29, 1991 Proposed Rules 316.21(b) provides specificity on determining prevalence that is of importance. This section reads; “For the purposes of documenting that the number of people affected by the disease or condition for which the drug product is indicated is fewer than 200,000 person, “prevalence” is defined as the number of persons in the United States who have the disease or condition at the time of submission of the request for orphan drug designation.”] See www.census.gov  for the US population clock (popclock) for current US population numbers in calculating prevalence estimates.
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