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PREFACE

This bibliography evolved as a product of many hours of information acquisition and library research during the first
two project years of a three year Maternal and Child Health SPRANS grant, “Accessment of Reimbursement for Genetic
Services” (DHHS, BHCDA, MCH Genetics Disease Services Branch, Grant No. MCJ-09100-030). The project has been
carried out by staff of the Division of Hun in Genetics, Department of Pediatrics, University of Connecticut Medical School.

The central mission of this project is to develop a financiai demographic data base from 19 genetic centers throughout
New England derived from a full year's billing-reimbursement experience from each center and a description of their
organizational structure and personnel. In addition to an assessment of direct genetics service billings (professional fees,
procedures and laboratory tests), an a..cmpt was made to examine contiguous or collaborative services, such as contribut-
ing departments of pathology, radiology and obstetrics-gynecology. The objective of this data collection was to investigate
the issue of accessibility to genetics services through the reimbursement process. This permitted us the opportunity to
construct a profile of third party payors for each institution (payor mix) and relate this profile to the demographic charac-
teristics of each institution’s geographic region.

The project also devolopext investigations of reimbursement by Medicaid for all 50 states; a survey of HMO's and managed
care providers in New Engiand; a description of the satellite programs for each of the genetics centers; an analysis of
MSAFP utilization throughout New England from 1983-1985; an international survey of reimbursement practices in 20
countries, and a survey of New Engiand Regional Genetics Group members to develop a working definition of a *‘compre-
hensive genetics center””.

The traditional genetics literature surveyed during the project reveaied relatively few articles that specifically addressed
the issues of reimbursement and accessibility. However, the search into related fields of health economics, health care
planning, Medicaid/Medicare, health insurance and health care and hospital administiation proved fruitful, albeit not
focused on genetics services. In addition, our rescarch led ur, into the *“fugitive literature’ of unpublished manuscripts,
governmental agency docuinents, service provider protocols and health policy documents.

In orderto organize this heterogencous array ofarticles, the authors developed a cross-indexed set of 13 literature categories
for ease of retrieval. This will be described in the aext secticn.

It should be understood that this is a partial or selected bibliography which reflects the activities of our projects. inclusion
does not imply endorsement of the information therein by NCEMCH, the Genetics Disease Services Branch of MCH
or the University of Connecticut Medical School, Readers are invited to expand the contents of the bibliography in any
mam 2r they choose. We would appreciate your sharing those references and documents with us in order to continue to
expand this bibliography.

Robert M. Greenstein, M.D. Gale B. Gardiner, M.S.
Project Director Project Coordinator

Division of Human Genetics
University of Connecticut Medical School
Farmington, CT 06032
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DEFINITION OF CATEGORIES

The authors have organized the bibliographic material irto 13 catagories which may be cross-indexed by their category
codes. Each reference is coded by both a primary and secondary category. The primary code signifies the principal empha-
sis of the reference. If there was an additional strong emphasis in the reference, a secondary code was also assigned.
Therefore, a large proportion of references are found to be cross-indexed against two category codes.

The following is a listing of the categories. each with a brief description of its content.
AC  Accessibility—Limiting factors that may affect the availabiiity of health services to any population :

CC  Chronic Care (Long Term Care)—Studies addressing the unique problems of conditior.s requiring
long term or chronic c2re

CN  Consumer Issues—Articles focusing on the accessibility of medical genetics services from the con- 5
sumer perspective

CR  Cost Contaioment/Reimbursement—Studies addressing policy issues of cost benefit, cost control,
cost sharing, diagnostic related groups (DRG)s and reimbursement

GD  General Definitions—Descriptive articles that provide background information on personnel, tech-
nologies, and phenomena pertaining to the study of reimbursement tor genetic disease

R
D L din, s deti ¥ T

ET  Ethics—Articles concering the promise and perils of new and not so new technologies—how ethics
may affect public policy considerations

GF  Genetics Funding—Past, present and future methods of funding genetics services including govern-
ment (i.e., local, state, federa! and grants)

Hl  Health Insurance (Comnmercial)—Issues involving commercial health insurnace reimbursement
methods—past, present and future

HM  Health Maintenance Organizations (HMOs) and Individual Physician Associations (IPAs)—
Historical, current and future commentaries on the evolution of HMOs and IPAs—specifically as
it may apply to the offering of and reimbursement for genetics services

IN  International Issues—Articles that address international concerns regarding the accessibility and
economics of medical genetics

MM Medicaid/Medicare—Medicaid and Medicare policies on, and experiences with, reimbursement for
different types of medical services

i 2
e TR A s,

CO
N AT Y NP 0o
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NT  New Technologies—Services not currently used on a routine basis, or not routinely available to the _:f
public for more than 10 years—how new technologies become incorporated into general practice I_

QC  Quality Control—Issues affecting the acceptable level of service quality offered to the public in- ;é
cluding accreditation, licensing and legal ramifications which may, in turn, affect reimbursement i
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CATEGORY 1—ACCESSIBILITY
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Annas GJ, Elias S Maternal Serum AFP: Educating Physicians and the Public. AJPH. 1985; 75:1374-5.

Banta D, Behney CJ. Medicai Technology: Policies and Problems. HCM Review. Fall 1980; 45-52.

Beeson D, Gelbus MS. Decision Making: Whether or Not to Have Prenatal Diagnosis and Abortion for X-Linked Conditions. Am
J Med Gen. 1985; 20:107-14.

Benn PA, Hsu LYF, Carlson A, et al. The Centralized Prenatal Genetics Screening Program of New York City III; The First 7,000
Cases. Am J Med Genet, 1985; 20:369-84.

Berger LR. Abortions in America: The Effects of Restrictive Funding. N Engl J Med. 1978; 298:1474-7.

Eerki SE, Wyszewianski L, Magilavy LJ, et al. Families With High Out-Of-Pocket Health Services Expenditures Relative to Their
Income. U.S. Department of Health and Human Services. Jan, 30, 1985.

Blendon RJ. Over 24 Million in U.S. Lack Access to Health Care. Pediatric News. April 1984; p28.
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Chan CK. Eugenics on the Rise: A Report from Singapore. Int J Health Services, 1985; 15:707-12,

Childs B, Huether CA, Murphy EA. Human Genetics Teaching in U.S. Medical Schuols. Am J Hum Genet. 1981; 33:1-10.
Colburn D. How many aren’t covered? The equivalent of the nation’s 36 largest cities. Washington Post. July 21, 1986; 11-3.

Connell FA, Blide LA, Hanken MA. Clinical Correlates of Small Area Variations in Population-based Admission Rates for Diabetes.
Med Care. 1984; 22:939-49,

Council on Maternal and Child Health. Background Paper on Universal maternity Care. J Publ Health Policy. 1986; 105-23.
Curtis R. The Role of State Governments in Assuring Access to Care. Inquiry. Fall 1986; 23;277-85.
Curtiss FR. Recent Developments in Federal Reimbursement for Home Health Care. Am J Hosp Pharm. 1986; 43:132-9.

Daniels N, Miller FH, Miller GAH. Why Saying no to Patients in the United States is so Hard: Cost Containment, Justice, and Provider
Autonomy. N Engl J Med. May 1986; 314; 21:1280-86.

Darling H. The Role of the Federal Government in Assuring Access to Health Care. Inquiry. Fall 1986; 23;286-95.

David DH, Hawkins JW. High-Risk Maternal and Neonatal Transport: Psychosocial Implications for Practice. Dimensions of Critical
Care Nursing. 1985; 4:368-79.

Dolenc DA, Dcugherty CJ. DRGs: The Counterrevolution in Financing Health Care. Hastings Center Report. 1985; 19-29.

Durenberger, Kennedy, Heinz, Riegle. Bill S.2403—A Bill to Amend the Interval Revenue Code of 1954 to Assure Access to Itealth.
99h Congress, 2nd Session. 1986; 132,

Fuchs VR. The ‘Rationing’ of Medical Care. New Engl J of Med. Dec. 13, 1984; 311; 24:1572-3.

Grazier KL, Richardson WC, Martin DP, et al. Factors Af fecting Choice of Health Care Plans. Health Services Research. 1986; 29:659-82.
Greer DS. Editorial Draft. Comparative Health System Newsletter. Fall, 1986,

Grossman LK, Holzman NA, Charney E, et al. Neonatal Screening and Genetic Counseling for Sickle Cell Trait. AJDC. 1985; 139:124-244,

Haworth JC, Miller JR. Screening, Counselling and Treatment of Hereditary Metabolic Disease: A Survey of Resources in Canada.
CMA. 1974; 111:1147-55.

Health Systems Agency of North Central Cornecticut. A Managed Health Care Program for Hartford’s Low Income Population.
Hartford, CT: HSA North Central CT. 1934,

Heggenhougen HK. Will Primary Health Care Efforts Be Allowed To Succeed? Soc Sci Med. 1984; 19:217-24.
Hibbard BM. Screening for Neural Tube Defects. Results in Practice. Midwife Health Visitor & Community Nurse. 1982; 18:460-6.
Hook EB. Invited Editorial: Genetic Triage and Genetic Counseling. Am J Med Gen. 1984; 17:535-538.

Hormuth RP. State Laws & Regulations on Genetic Disorders. U.S. Dept. of Health & Human Serv. Public Health Serv. Bur. of Comm.
Healthy Serv. Gen. Dis. Serv. Branch DHHS Publ #HSA81-5243.

Iglehart JK. Health Policy Report, The Future Supply of Physicians. N Engl J Med. 1986; 214;13:860-4.
Iglehart JK. Health Policy Report: Federal Support of Health Manpower Education. N Engl J Med. Jan. 1986; 314;5:324-28.

International Medical News Service. He.Ith Care Needs of Children Said to Have Fallen Through Third-Party Coverage Net. Pediatric News.
1986; 20;1:3.

International Medical News Service. States Increasing Care for Medically Indigent. Pediatric News. March 1985; p68.
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