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Family Health Services Division

Children with Special Health Needs Branch
Genetics Program

FHS C-6 Newborn Screening Files
(1) Screening forms and laboratory
reports
(a) Cases with normal results
Retention: 10 years.
Disposition: Destroy after cited
retention.
(b) All other cases
Retention: 7 years from age of
majority (25 years) .
Disposition: Destroy after cited
retention.
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STATE OF HAWAII
DEPARTIMENT OF ACCOUNTING AND GENERAL SERVICES
Archives Division
Comments and Recommendation

Date: 03/24/2022

Records Analyst Name: Gina Vergara-Bautista

Nature of Request: The Children with Special Health Needs Branch, Family Health Services
Division, Department of Health is requesting an update to Schedule FHS C-5 Newborn Screening

Files.

State law requires that every newborn baby be tested. You may refuse to have your baby
tested if it is against your religion. Parents who refuse the test must sign a refusal form.

WHAT DISORDERS ARE TESTED FOR?
In Hawaii, all newborns are checked for thirty-three different disorders. They are:
Endocrine {(hormone) disorders:
o Congenital adrenal hyperplasia in which the adrenal glands are unable to produce
normal amounts of certain hormones.
o Congenital hypothyroidism in which the thyroid gland cannot make enough thyroid
hormone for normal body and brain growth.

Hemoglobin (blood) disorders:

o Sickle cell disease and other hemoglobinopathies in which abnormal hemoglobin in the
red blood cells may cause anemia.

Other disorder:

e Cystic Fibrosis
e Severe Combined Immunodeficiency (SCID)

Metabolic (metabolism) defects:
o Biotinidase deficiency in which the body is unable to use biotin, a B-vitamin.

¢ Galactosemia in which the body cannot break down a sugar (galactose) found in milk.



« Amino acid (protein) disorders: a group of hereditary disorders caused by enzymatic
defects, which result in the toxic accumulation of certain amino acids in the blood.
o Homocystinuria
o Maple Syrup Urine Disease (MSUD)
o Phenylketonuria (PKU)
o Tyrosinemia (Types 1)

o Fatty acid oxidation disorders: a group of hereditary disorders caused by defects in
enzymes which are involved in the breakdown of dietary and stored fats to energy.
o Medium chain acyl-CoA dehydrogenase deficiency (MCADD)
o Long chain 3-hydroxyacyl-CoA dehydrogenase deficiency (LCHADD)
o Verylong chain acyl-CoA dehydrogenase deficiency (VLCADD)
o Carnitine uptake/transport defects
o Trifunctional Protein Deficiency (TFP)
¢ Organic acid disorders: a group of hereditary disorders caused by enzymatic defects
which result in a toxic accumulation of certain organic acids in the blood.
o Beta-ketothiolase deficiency {BKD)
Glutaric acidemia Type | (GA-1)
Isovaleric acidemia (IVA)
Methylmalonic acidemia (MMA)
Multiple carboxylase deficiency (MCD)
Propionic acidemia (PA)
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o Urea cycle disorders: a group of hereditary disorders, caused by enzymatic defects
which result in a toxic accumulation of ammonia in the blood.
o Citrullinemia (ASAS)

Some disorders are treated with special diets, and other disorders are treated with
medications. If treated early, infants may grow up to lead a normal, healthy life. In a few cases,
the disorders may not be completely treatable. The early diagnosis and treatment of the
disorder will allow your baby the best chance of normal growth and development. {HRS 321-
291)

Reason for the update:

The existing retention schedule is outdated because of the new disorders that have been added to the
newborn screening panel and regulations from the NCAA for athletes and screening for sickle cell
disease.

For the normal results, the agency recommends keeping the records until age 10 which should cover any
children that develop symptoms later than the newborn period. 10 years is a safe limit for any later
onset symptoms where the parents might want the newborn screening records.



For the out-of-range results, the agency recommends keeping the records until age of majority (18) plus
7. This allows the agency to respond to the NCAA regulations and align with the other programs in the

branch.

Laws Affecting Disposition:
There are no laws affecting records retention and disposition.

Recommendation:
To meet the administrative needs of the agency, the following proposed retention and

disposition schedules are recommended for approval:

FHS C-6 Newborn
Screening Files
(1) Screening forms and
laboratory reports

(a) Cases with 2 years from Retain in office | 10 years. Destroy after
normal results last entry. 2 years from cited retention.
last entry, then
destroy.
(b) All other cases | 10 years from | Retain 10 7 years from | Destroy after
close of case. | years from age of cited retention.

close of case, majority (25
then destroy. | years).
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Adam Jansen, Archives Administrator
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