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WHY PROVIDE LONG-TERM
FOLLOW-UP?

For a child diagnosed with a metabolic

disorder, treatment is lifelong. With

proper medical treatment, complications

may be prevented. The goal of the long-

term follow-up staff is to track the health

and development of the child to ensure

ongoing care and identify gaps in

services for individuals with identified

disorders.

WHEN DOES LONG-TERM
FOLLOW-UP BEGIN?

Long-term follow-up begins when a child

who is a resident of South Dakota has a

diagnosed metabolic disorder. Long-term

follow-up ends when the child turns 21 or

is no longer a resident of South Dakota.
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WHAT DOES LONG-TERM
FOLLOW-UP CONSIST OF?

• Education to inform and help in

understanding a child’s treatment

directed by the child’s doctor and/or

specialists.

• Communication if needed between

the doctor, specialists and parent/

caregiver to ensure all are informed

of the appropriate care and

treatment.

• Tracking health and development of

the child to help ensure ongoing

care.

• Collecting data to assess availability

of resources and identify gaps.

WHAT SERVICES ARE
PROVIDED?

When a child has been diagnosed

with a metabolic disorder, a form will

be mailed to the parent/caregiver

requesting information. It will include

contact information, medical

information, and who the child’s doctor

and any specialists are that care for

the child.

The program can also provide

assistance in locating specialty

providers, genetic counseling services,

dietitians, or other local agencies that

may assist families.

WHAT IS METABOLIC
LONG-TERM FOLLOW-UP?

The South Dakota Department of

Health  is responsible to follow the

development of all children residing in

South Dakota who are diagnosed with

a metabolic disorder identified by the

Newborn Screening Program. The

long-term follow-up program utilizes

data collected to identify gaps in

available services for individuals with

identified disorders and helps to

ensure that the child is receiving the

appropriate care needed.


