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of CF treatment in the United Kingdom, 231
range of CF-related medical, 38, 215
with no carrier screening, 220
Council of Regional Networks for Genetic Services (CORN)
DNA-based test proficiency pilot studies of, 36, 115
Federa funding for, 25,26,36,53, 154
Courts, role in ensuring quality of genetic services of, 21, 23,
111, 124, 129
Coverage. See Reimbursement; Health insurance
Cuba, membership in European Concerted Action on Cystic
Fibrosis of, 241
Customary physician practice. See Standards of care
Cyprus, B-thalassemia carrier screening program in, 262
Cystic fibrosis (CF)
ADA and, 34-35,205
age distribution of individuals with, 7, 77-78
births annually, 3,49
births to couples with no family history, 3, 50,61
chest physical therapy for, 76
costs of, 38, 214-215
diagnosis of, 4, 72-73
gene therapy for, 5,6,76,94
genetics of, 8-9,90-94
health insurance difficulties and, 33,34,79,200
history of, 49
in the United Kingdom, 231-232
incidence among American newborns of, 5,49,69, 90
inheritance pattern of, 3,6,8,50,88,90
life insurance and, 176
median survival, 5, 6, 77
medical management of, 73-76
number of people in the United States with, 3,49
number of potential carriers in the United States for, 8,49,90
organ systems affected by, 3, 4-5, 70
pathology of, 4,69-72
pharmaceuticals used to treat, 74-75,76
prenatal diagnosis of, 147-148
prognosis, 4,5-6,7,77-78
psychological aspects, 6,78-79
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frequency among African Americans, 14, 145
frequency among American Caucasians of, 14, 58, 90, 145,
253
frequency among Asian Americans, 14, 145
frequency among Hispanic Americans, 14, 145
frequency in Europe of, 10,247-253
international variation, 9, 10, 246-253
number of, 9, 58, 91
see also specific mutations
Cystic Fibrosis Research Trust (CF Trust)-United Kingdom
CF carrier screening pilot programs funded by, 17, 231,
233-238
role in CF carrier screening of, 16, 233
Cysdtic fibrosis screening
definition used in OTA report of, 4,50
see also Newborn screening
Cysdtic fibrosis testing
definition used in OTA report of, 4,50
see also Newborn screening
Cystic fibrosis transmembrane conductance regulator (CFTR)
effect of mutation on, 9, 91, 93
function of, 9,91, 93
structure of, 92
Czech and Slovak Federal Republic
frequency of AF508 in, 248
frequency of AFS508in Bohemia/Moravia, 248
frequency of AF508 in Slovakia, 248
membership in European Concerted Action on Cystic Fibrosis
of, 241
Czechoslovakia (former). See Czech and Slovak Federal Repub-
lic

Darwin, Charles, 51
Deafness, compulsory sterilization and, 51
Defensive medicine. See Medical malpractice
Definitions, used in OTA report, 4,49-50
Delaware

genetic services funding in, 159

genetics education, technical assistance, and training funding

in, 160

Medicaid reimbursement for genetic servicesin, 183
Denmark

CF carrier screzning in, 17, 238,239

frequency of AF508 in, 248

homogeneity of AF508 in, 247
membership in European Concerted Action on Cystic Fibrosis
of, 241
Deoxyribonucleic acid (DNA)
function and organization of, 85
proteins and, 86
replication of, 85-86, 88,97
structure of, 7, 85, 86
see also DNA tests
Department of Defense, U.S. (DOD), 170
Department of Energy, U.S. (DOE)
ELSI Program of, 5,55-56
Human Genome Project funding by, 101
Joint Subcommittee on the Human Genome (ND-I) of, 35,206
public education grant funded by ELSI Program of, 24,
149-150
Department of Health and Human Services, U.S. (DHHS), 112,
154
AF508
automated detection of, 99
detection of, 9-11,59,99
frequency in Caucasian Americans of, 9,58,91, 146
homogeneous occurrence in Denmark of, 247
occurrence in Europe of, 13-14, 247-252, 253
percent of carrier couples detected by, 146
percent of CF carriers detected with test for, 9, 10,58,247
severity of, 91
Diabetes, CF-associated, 71
Diagnosis
of B-thalassemia, 261
of CF, 4, 72-73
of sickle cell anemia, 258
of Tay-Sachs disease, 254-255
Digestive therapy, 75
Disability
definition under the ADA of, 33-34,204-205
Medicare coverage and, 169
State law and, 204
stigmatization of, 16, 29, 189-191
Discrimination
ADA and genetic, 34-35,51,202,205-206
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of B-thalassemia, 260-261
of CF, 3, 6, 8, 90-94
of Fragile X syndrome, 87, 265
of sickle cell anemia, 258
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of, 241
Orthodox Church and B-thalassemia screening in, 262
sickle cell mutation in, 258
Group Health Association of America, 176
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reimbursement of genetic counseling by, 28, 182
see also Blue Cross/Blue Shield plans; Commercial health
insurers; Health insurance; Health maintenance organiza-
tions; Medicaid; Reimbursement; Self-funded employers
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port for genetics education of nurses by, 155
Hemophilia, health insurance difficulties and, 34,200
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of, 241

lsreel
frequency of AF508 among Arabsin, 250
frequency of AF508 among Ashkenazic Jews in, 250
frequency of AF508 among Non-Ashkenazic Jews in, 250
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Malpractice. See Medica malpractice
Marfan syndrome
health insurance difficulties and, 34, 200
inheritance pattern of, 87
Maryland
genetic services funding in, 159
genetics education, technical assistance, and training funding
in, 160
hereditary conditions and state law in, 202,203
mandatory reporting of birth defectsin, 128
Medicaid reimbursement for genetic servicesin, 183
study of risk perception in, 24, 143
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search funded by, 102
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of, 241
Neurofibromatosis, health insurance difficulties and, 34,200
Nevada
genetic services funding in, 159
genetics education, technical assistance, and training funding
in, 160
Medicaid reimbursement for genetic servicesin, 183
New Hampshire
genetic services funding in, 159
Medicaid reimbursement for genetic servicesin, 183
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of, 241
seealso United Kingdom
Norway, membership in European Concerted Action on Cystic
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Prices. See Costs
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