Dear Delaware Lawmakers,
These are the stories of some of your Delaware constituents whose doctor-ordered treatment includes medical
nutrition. These constituents, and thousands of others, rely on medically necessary nutrition to survive and are
counting on you to co-sponsor the Medical Nutrition Equity Act.
Median annual cost for Medical Nutrition for Delaware residents featured here: $15000
Delaware has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: Limited to Formula Only, Limited by Diagnosis and Age, Self-Insured Plans
Completely Exempt;
Public Insurance: Limited to formula only

PATIENTS & PROVIDERS FOR MEDICAL NUTRITION EQUITY
https://nutritionequity.org

* State-by-state coverage based on data from the National Coordinating Center for Regional Genetics Networks’ 2016 report in cooperation with the Catalyst
Center, updated July 2017 and the National Organization for Rare Disorders (NORD) State Report Card 2018.

Declan, Age 11
Phenylketonuria (PKU)
Annual cost: $24,000

When I was eligible for the Affordable Care Act, I “made too much money” since child support is added in for income for
DE Healthy Choice Option through Medicaid. Therefore, I was informed that it would be at least $1600 a month just for
Necessity Nutrition through Formula, not his low-protein foods or KUVAN medication! I am currently working part-time
and was eligible for formula assistance and $500/month for low protein foods while I make less than $27k which includes
child support!
Having coverage for Formula, Low-Protein Foods and Medications to allow for my child “not to feel/be hungry” would be
appreciated. I have been advocating since he was born back in 2009… had I done nothing the genetic team at AI informed
us when he was 4 days old, the government would have assisted him to the tune of at least $225k/annually for the rest of
his life! There is NO safety net of Medical Assistance for the caregivers/advocates who struggle DAILY to keep our children
on a Diet-For-Life! Only if we “allow” them to become irreversibly ill.

Rebecca and Stephen
Phenylketonuria (PKU)
Annual cost: $6,000

My name is Christy and I am a mother to 2 beautiful kids, both with PKU. My daughter, Rebecca, is 21 on Sunday and my
son, Stephen, is 18. My entire world changed on June 14, 1997. That is the day I received the phone call that my daughter
had tested positive for PKU. I had no idea what that meant for her or her future. My husband and I were terrified. The long
journey to get the proper coverage began on that day. My insurance is self funded. While my insurance had agreed to
cover the food and formula for my children, it is a battle every single time I send in a bill. Not to mention I can not find a
DME company to provide the necessary formula for my children.
If there was full coverage for formula and food, my kids would be able to order enough food to keep them satisfied and not
stress about money or benefits. The worry of being able to pay for medically necessary foods would be taken away. This is
necessary!! The passing of this bill would enable my kids to live a more “normal” life without the worry of coverage for
their food.

Declan
Phenylketonuria (PKU)

My son is currently ten years old. When he was first born, his father’s health insurance through work wouldn’t cover this
low protein foods. Thankfully, the formula only was covered through a program. I met a young family of a PKU baby a few
months later from New Jersey who was thousands of dollars in debt over not being able to afford formula! I was
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heartbroken and thought “There, before the Grace of God Go I…”
Over the years and divorce later, my son qualified for medical coverage then was compromised due to my income status,
then re-instated. In the last couple of years, I was denied medicaid but pleaded for my son’s coverage – medical nutrition
through food and formula versus over $250k for his care due to illnesses from thousands of dollars in debt and not
affording the medical nutrition on my own for our consideration.
I personally have the marketplace for just me. My son Declan, has qualified, at this time, for the Delaware Healthy
Children Option I believe as a part of medicaid. I contribute $25/month. It is such a great Blessing to have coverage NOW.
It is unnerving to know if may not last… I pray every time we are “waiting for authorizations.”
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