Dear Iowa Lawmakers,
These are the stories of some of your Iowa 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 Iowa residents featured here: $6000
Iowa has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: No Coverage
Public Insurance: Limited to certain diagnoses, and by nutritional delivery method

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.

Hailey, Age 1
Phenylketonuria (PKU)
Annual cost: $7,200

Coverage would give our family peace of mind. My youngest daughter, Hailey, has PKU. Everyday, she is required to drink
a very specific formula. This will be required every day, for the rest of her life. A can of powdered formula lasts us about 8
days on average. A pack of 6 cans can cost close to $200. On top of this, she requires specific foods that have been made
without protein. Low protein bread is a great example. While normal bread may cost $1-2, low protein bread can cost $11
for one loaf. Imagine all the foods you buy for your children. Now imagine each item is 10x more expensive than it is today.
This is our daily life. We struggle. My wife and I have secure, well-paying jobs and that still isn’t enough. I fear the day
when Hailey goes to college and the high cost of low-protein foods and formulas will make it hard to maintain her diet. If
that diet is not maintained, her personality and her mind will degrade. My daughter needs this – it’s the only thing between
an independent life, and a life in 24×7 care. Please, I don’t want to see my beautiful, smart, sassy daughter lose herself
simply because we cannot provide her the nutrition she needs to live.

Charlotte, Age 13
Phenylketonuria (PKU)
Annual cost: $4,200

Thirteen years ago our Daughter was born with Phenylketonuria (PKU). Since then for our family of seven we have begun
the upward financial battle to afford for the proper care and treatment of our child’s inherited metabolic disorder. Many
insurance companies deny coverage for treatment and require much lengthy discussions about what PKU is and what
treatment is required before they would consider only then covering partial treatment after all high deductibles , copays, &
coinsurance are paid. But the battle does not end there! Once those are met the insurance companies continue to fight
coverage or put limitations on what companies you can receive medical foods from and what kind of medical foods you can
have. Having mandated insurance coverage for medical nutrition would insure that our daughter and many others living
with these types of disorders whom depend on medical foods to prevent serious medical issues would be covered without
the constant battle from insurance companies. Our time as a family needs to be spent on insuring our child has the best
treatment and nutritional growth possible to prevent irreversible brain damage not constantly fighting insurance
companies for something that should always be covered. Currently, we must meet deductible of $8000 before anything is
covered.

Donovan, Age 11 months
Phenylketonuria (PKU)
Annual cost: $6,000

Hello, I am the mother of a ten-month-old phenylketonuria patient. Having more help to get instant needs would be
amazing. With having it three kids and only the youngest has PKU it has been hard to try and get just his food. One small
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container of yogurt is $2.50 at our local store and for a cup of his cheese at the local store is $7. Most of his food I have to
drive over an hour to get due to the fact that it has to be a vegan with no added protein. Plus WIC will only cover half of his
formula for the month and its ranges from $30-$40 every 4 days per can. We get $400 a month for food but it can only be
ordered through 1 distributor.

Mason, Age 2
Phenylketonuria (PKU)
Annual cost: $12,000

Mason is our second child and our only with PKU. Like many others we had never heard of PKU until our son was
diagnosed through the newborn screening. We are so grateful for the early detection that will allow Mason to live a healthy
life. Although screening for PKU is mandatory, treatment is often not covered by insurance. In order to prevent permanent
brain damage, Mason will have to follow a strict low protein diet. Avoiding meat, dairy, eggs, nuts, and other high protein
foods. In order to do this we heavily rely on specially engineered medical food and a medical formula to replace the
nutrients he misses through his strict diet. Mason’s medical formula is covered after we meet an $8,000 deductible, but we
pay 100% until then and his medical food is not covered at all. The medical food and formula is the only thing keeping him
from irreversible brain damage. By providing patients like Mason with coverage of medical food we are giving them the
healthy lives they so deserve!

Ellie and Zay
Phenylketonuria (PKU)

Looking at this brother and sister pair, you don’t see anything besides two happy kids. Thankfully, Zay and Ellie are happy
and healthy!! You would never guess that there is anything different about them, that is, until you sit down to have a meal
with them. Then you realize just how different they are. They can’t eat meat, or eggs, or dairy products, or nuts, or typical
grains. Thanks to the newborn screening test, both Zay and Ellie were saved from the irreversible brain damage that their
genetic condition, PKU could have done.
Zay and Ellie live in Mt Vernon, IA with their parents. Each day their family weighs, measures, and calculates the amount
of protein, and more specifically phenylalanine (phe) that each child eats. Their diet consists of low protein specialty foods,
as well as their PKU formula, Periflex. Their bodies are not able to break down the Phe in food, and it causes damage to
their brain if it is not monitored extremely closely.
With the help of medical nutrition Zay and Ellie get to live a normal life. They are able to bring their specialty foods along
with them to every occasion so that they can participate in life just like their peers. Their family is so thankful for healthy
children, however there is another aspect to their story, medical foods and formula is incredibly expensive! Without
insurance coverage, the hardships for these kids and their family would be overwhelming.
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Hailey
Phenylketonuria (PKU)
Annual cost: $12,000

Meet Hailey…our second child and first PKUer. We thought having one child was expensive but having another with PKU is
an entirely different ball game. See, Hailey is doing well; thriving in all aspects of life with much credit due to newborn
metabolic screening and a quick diagnosis of PKU. Because we were able to treat Hailey so quickly (with special formula
that does not have any phenylalanine), she may have escaped brain damage. However, this formula and other medical
foods are INCREDIBLY expensive. Our insurance does not cover any of it. Right now we are in the early stages of Hailey’s
life, but as she grows older, she will require more phenylalanine-free foods. Having insurance coverage will ensure that
Hailey continues to thrive and reduce the chance of mental instability.
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