Dear New Jersey Lawmakers,
These are the stories of some of your New Jersey 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 New Jersey residents featured here: $5520
New Jersey has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance:Self-Insured Completely Exempt

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.

Lucas, age 18 months
FPIES

While we are fortunate that wic and insurance cover Lucas’s formula because of his medical necessity as well as my
persistence with insurance and Drs filing out the right things, etc, many families have a lot of trouble finding help with
formula that is essential for their littles’ nutrition which puts additional stress on their already stressful situation. Lucas
relies on neocate Jr to grow and thrive, and we want to fight for others in Lucas’s situation to get their formula covered!

Kerri
Phenylketonuria (PKU)

I was born with CPKU as well as my twin sister. We will die with CPKU too unfortunately. It isn’t anything you have a
chance of outgrowing or recovering from. It is the most difficult and most expensive diet to have or come across. Formula
is so essential to everyday health especially in the younger years when you are a child and the brain is still growing. It
helps you stay focused, healthy, and most importantly full when you’re hungry. Medical food(aka a 1lb bag of pasta for PKU
patients goes for $12.00 plus ridiculous shipping costs). We certainly don’t have the luxury of going to a super market and
getting a 1lb bag of pasta for $2 or .88 cents when it’s on sale!).
I really hope it becomes mandatory that all insurances provide full formula and medical food cost for PKU patients because
we all can benefit from it especially women because Maternal PKU is supposed to be an enjoyable experience and a healthy
one for you and your unborn child. Without any access to the formula and food you risk doing damage to your unborn child.

Julian, Age 13
Immunoglobulin E & non-Immunoglobulin E-mediated allergies to food proteins
Annual cost: $9,600
Coverage would mean that i could really offer my son enough nutrition per day instead of rationing. He does eat about 6
foods, but their nutrition value is small. He does about 3-4 hours of physical activity per day (dance) and without the
formula I don’t think he has the stamina to perform to his potential without getting tired. My employer, though great for
everything else, is self-Insured. Due to this fact they are not required to cover my 13 year old’s formula.
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Grace, Age 11
Phenylketonuria (PKU)
Annual cost: $1,440

We have three beautiful children, two of which have PKU. We spend over $120 a month on medical formula, foods, and
medication for PKU. If medical nutrition were to be covered, we could breathe easier knowing our children would receive
what they need to live healthy lives. As a parent, I am constantly consumed with worry and anxiety about how my children
will be able to afford these items as young adults. My husband is self-employed as a house painter. As such, some months
are stronger financially than others. This is also a concern when we are in a leaner month. To have a guaranteed medical
nutrition coverage would be a complete lifesaver – literally and figuratively.
I have BCBS of NJ Horizon Direct Access insurance through my employer. We pay approximately $60 a month For Kuvan,
amino acid formula, and doctor visits. We also use GMP formula, but we qualify for co-pay assistance. In addition to these
costs, I also pay at least $60 a month in specialized foods for the low-protein diet. This may include medical food purchased
from CamBrooke Therapeutics and other low-protein food providers.

Evan, Age 13
Phenylketonuria (PKU)
Annual cost: $3,600
We are a low income family. I am a single mother and I provide school with low protein lunches 5 days a week. It is
extremely difficult to provide my child with enough food to keep him healthy by keeping his blood phenylalanine levels at
recommended levels and also keep him from being hungry. He is very hungry all the time because without food coverage
we use higher protein foods that take up his daily allowance before enough quantity could be consumed to provide satiety.

Isabel
Phenylketonuria (PKU)
Annual cost: $3,600

I have two daughters. Only the younger one has PKU. We struggle to find foods that Isabel can eat. Medical foods are
incredibly expensive, and our insurance plan, which is otherwise good, is exempt from state mandates which should
provide 100% coverage for medical foods. We end up telling her to have applesauce whenever she’s hungry, because it’s
low in phe and we can buy it at the store. She’s small now, but as she grows and her appetite increases, affording the foods
that protect her from brain damage is going to be a huge challenge. This is a photo of Izzy and I on the day she was
diagnosed with PKU. We got great advice from our medical team about how to care for her: just feed her low-phe foods and
make sure she drinks her formula. I had no idea then how hard, or how expensive, that would really be. PKU is the reason
newborn screening was developed: If it’s not caught in the first few months of life, catastrophic and irreversible brain
damage occurs. The theory of newborn screening is that if we can detect the disease early on, we can treat it. Medical
Nutrition is THE treatment for PKU, and to fulfill the promise of newborn screening we need to follow through and actually
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treat the disorders we detect.

Brayden, 5 months
Ornithine transcarbamlyase deficiency
Annual cost: $9,600

Having medical coverage would mean we could have more of a variety of foods for my son instead of relying on the same
foods since we will have more money to spend on fresh foods.

Cooper, 10 months
Phenylketonuria (PKU)

We are lucky that my husband works for Google and has some of best health Insurance you can get but most are not so
lucky. We had to request a GAP exception to get the foods covered which requires clinics review and is only approved for a
3 month period meaning we will have to continue to request an exception. They may choose not to cover it at any time. The
law will help keep it that way. Having coverage Will help us keep our normal lifestyle and not be strapped to cover the
foods that will keep Cooper’s life as normal as possible compared to kids without the condition.
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