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Resolving The Paradox 
Known As  Medical Food Reimbursement 

For Treatment of Inborn Errors of Metabolism



Medical Food Reimbursement ï

If Only It Were This Easy !

Low Pro Fish



Medical Food 
Reimbursement Paradox

BUT  Insurance 
Coverage for 
Treatment Is 

Typically Denied

In the United States We Screen Babies For Rare 

Conditions That  Are Treatable



2010: Medical food mandates increase the cost of 

a health insurance policy by less than 1%.

http://www.cahi.org/cahi_contents/resources/pdf/Mandatesin
theStates2010.pdf

Mandated Benefit Definition

PKU/Metabolic
Disorders

Inherited metabolic diseases such as é PKU, which is a 
genetically determined abnormality caused by a missing enzyme 

called phenylalanine hydroxylase .  Mandate provides for 
evaluation, education, treatment and supplies like 
formula or special foods.

Council for Affordable Health Insurance

(Active advocate for market-oriented solutions to the problems 

in Americaôs health care system)



38 States Have Passed Treatment Mandates for Either State 

or Private Payor Plan Coverage

Å 1983- (1) Wisconsin

Å 1985 ï(1) Minnesota

Å 1988- (1) Washington

Å 1991- (1) Alaska

Å 1992- (1) S.Dakota

Å 1993-(1) Massachusetts

Å 1995- (4) Maryland, Maine, 

Florida, New Hampshire

Å 1996- (2) Tennessee, 

Pennsylvania

Å 1997- (7) Connecticut, New 

Jersey, New York, Nevada, 

Oregon, Kansas, North 

Carolina

Å 1998 (3) Vermont, Utah, Nebraska

Å 1999 (5) Arkansas, California 
Hawaii, Montana, Texas

Å 2000 ï(1) Arizona, 

Å 2001 (4) N.Dakota, Louisiana, 
Colorado, Virginia

Å 2002- (2) Missouri, Kentucky

Å 2003 ï(2) New Mexico, Indiana

Å 2007 ï(1) Delaware

Å 2008 ï(1)  Rhode Island

3-1980ôs 24ï1990ôs

11ï2000ôs



Disorders Medical Food Modules



United States Center for Nutrition 3101 Park Center Drive

Department of Policy and Promotion Alexandria, VA 22302

Agriculture

Official USDA Food Plans: Cost of Food at Home at Four Levels, 

U.S. Average, June 20101

Age-gender groups Weekly cost2 Monthly cost2 

Thrifty plan Low-cost plan Moderate- Liberal plan Thrifty plan Low-cost plan Moderate- Liberal plan 

Cost Plan cost plan 

Individuals 3 

Child: 

1 year 20.10 26.60 30.40 36.70 86.90 115.00 131.70 158.80 

2-3 years 21.60 27.20 32.90 40.00 93.60 117.80 142.60 173.40 

4-5 years 22.40 28.30 35.10 42.60 97.20 122.80 152.00 184.70 

6-8 years 28.60 39.00 47.70 56.10 124.00 168.90 206.70 243.10 

9-11 years 32.70 42.90 55.40 64.60 141.80 186.00 239.90 280.10 

The average wholesale monthly cost for a 9 year old child 

with PKU  - $560/month

280.10



Medical Food Reimbursement

ü HCPC Codes

ü FDA Medical

Food Definition

ü ERISA

Help Make Healthcare Coverage An 
Uphill Battle



ñIn the absence of a specific inclusion or state 
mandate, éAetna does not cover specialized formula. 

It is determined that there is no applicable state 
mandate in this case because of the Washington State 
self -insured origin of this planò.

Denials, Delays & Underinsurance
Undermines Preventive Healthcare



The Baseball Analogy

Newborn Screening 
Without Treatment

Coverage

Is Like  Bunting  To 
Get  to First  Base

Screening With 
Treatment Coverage

= A HOME RUN



P A R A D O X  
one exhibiting inexplicable or contradictory aspects

All 50 States Mandate Expanded 
Newborn Screening

~ 15  Inherited Metabolic  Disorders 
Require Medical Nutritional Therapy

Only 16 States  Mandate Treatment Coverage 

For All Screened Inherited Metabolic Disorders 

Out Of 38 States That Have Passed
Medical Food Legislative Mandates 



38 State Medical Food Mandates & What 
They Mandate
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Since 2000, 11/38 mandates have been passed, 9 include 
coverage of low protein foods



No Tx Mandate PKU  Tx Only Tx Select Disorders

16

Tx All Disorders

16612

Mandate Distribution State by State



Examples of 
State Mandate Differences

Mandate Passed :  1996

Disorder Covered :  PKU only

Medical Food :  Formula only

Mandate Passed:     1997

Disorder Covered:  All IEM

Medical Food:   Medical Pro -
tein , Low Protein Med Foods 
& Other Modules



9 Yrs old 
Diagnosis:  PKU  

ÅRDA: 34 Grams Protein
Å1950 Calories

ÅTolerates 300 mg of 
Phenylalanine Per Day 
(= 6 grams protein)

Provides ~ 450 calories

Case Example


