Dear New York Lawmakers,
These are the stories of some of your New York 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 York residents featured here: $5880
New York has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: Limited to certain diagnoses; Self-Insured Completely Exempt;
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.

Noah, Age 6
SBS
Annual cost: $12,000
Coverage for medical foods would mean everything. We could pay our bills and not live paycheck to paycheck. Blended
food is not covered and that is what he eats enterally.

Kacie
Phenylketonuria (PKU)
Annual cost: $5,880

My kids have been on their diet their entire lives (we have three kids with PKU) and now at a crucial time (maternal age),
she can not obtain her medical food. She’s is tired, has headaches, feels like she is in a fog and knows it is having a
negative impact on her health. As a PKU parent who has worked tirelessly for 26 years, this breaks my heart. My daughter
enrolled in her own insurance at her new job. She could not afford the best insurance so she chose the plan that was a little
less expensive, but has a $2700 deductible. She went to get her formula from the pharmacy and was told it would be $4500
for a one month supply (until she met her deductible.) Unfortunately, neither her or I could afford to pay that so as of right
now she has been without formula for over 7 months. That is unacceptable. Sadly, we can order her Phenex-2 directly from
the manufacturer for only $490 a month. This however does not apply to her deductible and she can’t afford $490 a month
either.

Avery, Age 3
EOSINOPHILIC DISORDERS | FPIES |
Immunoglobulin E & non-Immunoglobulin E-mediated allergies to food proteins
Annual cost: $2,700
Coverage would ease a huge financial burden for our family. Not only is the formula expensive, but so is the specialized
diet Avery requires due to so many severe conditions. Due to the fact that Avery supplements diet with Elecare and does
not use as sole source of nutrition our insurance provider calls a “supplement.” Thus, according to their guidelines it isn’t a
medical necessity and denies to cover any portion it. Avery’s medical team however deems the formula integral in giving
him total nutrition due his very restricted diet. Avery has 3 serious conditions: IGE food allergies, EoE and FPIES. Avery
consistently struggles to maintain weight and is also diagnosed having short stature.
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KE, Age 16
Immunoglobulin E & non-Immunoglobulin E-mediated allergies to food proteins

I am a city worker. The free insurance didn’t cover feeding tube supplies or formula. So I had to switch to an insurance I
had to pay for each check. If this bill were passed I could switch back to the free insurance and not struggle every month.

Zoey, 15 months
Tyrosinemia
Annual cost: $1,200
When our daughter was diagnosed with an Inherited Metabolic Disorder at 10 days old I remember the frantic whirlwind of
calls, emails, faxes and paperwork to make sure she was on my husband and my insurance plan. Not only were we trying to
absorb what was happening and learn about our daughter’s diagnosis, we were made aware that if it wasn’t for insurance
we would never be able to afford the treatment. Our daughter must take a medication twice a day, drink medical formula
and eat special medical foods in order to stay healthy. We are extremely lucky that our insurance covers a large portion but
so many families are not as lucky as we are. Medical nutrition IS NOT AN OPTION. Formula and medical foods for the
treatment of these genetic disorders are 100% necessary and need to be covered!

New York Teen, 17
Phenylketonuria (PKU)
Annual cost: $7,200
The cost of food and formula limits many things besides medical foods themselves.
Because of the high cost of formula and food, we’ve had difficulty affording supplemental educational support for our son.
These costs limit what we have available to maintain our home properly. We’ve had to put off costly repairs due to not
having the funds needed. The diet necessitates the need for accommodations with a kitchen whenever we need to be away
from home, since his dietary needs (calories and restricted phenylalanine) can’t be met at a restaurant alone. Even then,
it’s difficult to find somewhere to eat that has something appropriate for the diet. Without these additional costs, we
wouldn’t have a problem with any of the above mentioned challenges.
My greatest worries are what happens if my husband’s job comes to an end and we can’t afford the medical formula/foods
or can’t afford insurance. More importantly, what happens when my son has to start taking care of these expenses himself.
Please, help!
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Juliana
Phenylketonuria (PKU)
Annual cost: $2,400
It would be such a relief for me to know that my daughter would always be able to afford her formula and medical food. My
insurer will only cover formula at 80% after a $1000 deductible. Food coverage is subject to co-insurance.

Corey, Age 26
Phenylketonuria (PKU)
Turning 26 and navigating through my own insurance was a nightmare. NYS Medicaid is a blessing but not sure how long I
can stay on it/what would happen if I move state or the country if I so chose to?

Norah, Age 4
Phenylketonuria (PKU)
Annual cost: $1,800

When Norah was just 5 days old, we received a call from our clinic saying that Norah had something called PKU. At the
time, we had never heard about PKU and did not know what the future would hold for us. Shortly after our first visit we
had to order our first order of medical formula. At the time my insurance was a self funded plan and they did not want to
cover her formula because she was not fed through a tube. As a mom, whose only concern is making sure that my baby is
healthy i could not believe what i was hearing. The insurance company was going to determine what my child could have
access to, even though her clinician was saying it would be detrimental to her health if she did not receive this formula. We
battled this for months until it was finally approved. Once the approval came through, we were still paying almost $200 per
month just for formula. Once she started eating solid foods, and we had to start ordering through the low protein food
companies, we were placing orders, some of which would come to $300 just for the basics (pasta, breads, sauce). Now that
she is older we have to do a lot more food from the grocery store, which means she can’t have the treats like homemade
brownies and cakes because we can’t afford to spend that much on ordering her food. Norah was finally approved for
Medicaid last year, which fortunately covers her formula, but does not cover her food. I worry for my daughter that when
she is on her own insurance she is not going to be able to afford to stay on diet and it is going to hurt her severely. A
parent should not have to worry about their child not having access to something that is so important to their health. You
should worry about what college your child will go to, or what career they will choose, you shouldn’t have to hope and pray
that they have access to good insurance just to stay healthy. Having coverage for medical foods, means that i could have
the “normal” worries that every parent has for their child’s future.
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Josiah
Malabsorption due to liver or pancreatic
disease
Annual cost: $5,400
Josiah is an adorable baby boy who lives with his parents and older sister Middletown, New York.
His story starts like that of most babies, with a relatively uneventful birth. Though Josiah was jaundiced (a yellowing of the
eyes and skin) in the nursery, his family was told it would go away – after all, nearly all babies experience some degree of
jaundice – and he was discharged home with his family. But after about a month of waiting, Josiah’s jaundice remained and
his worried parents sought additional medical help.
Within days, Josiah was admitted to the Children’s Hospital at Montefiore (Bronx, New York) and had met enough doctors
to last a lifetime. But after a liver biopsy and whirlwind of testing, his doctors eventually gave the family a diagnosis:
biliary atresia.
Biliary atresia is a condition in which the bile ducts (the “tubes” which carry bile from the liver to the intestine) are
underdeveloped or absent. The exact cause of biliary atresia is unknown. But because bile cannot be excreted through the
ducts, it accumulates in liver cells, causing progressive inflammation and scarring.
Children with biliary atresia typically have surgery (called a hepatoportoenterostomy, or Kasai procedure) in an effort to
save the liver from this irreversible damage. Unfortunately, Kasai procedures are often unsuccessful and Josiah’s
procedure, like most, didn’t work. Now, at 8 months of age, he is waiting for a liver transplant.
Despite all of their hardships, one of the greatest challenges Josiah’s parents face is something most of us take for granted:
feeding their baby. Because of his chronic liver disease, Josiah requires specialized formula in order to absorb a sufficient
amount of fat. The first formula the doctors prescribed, Pregestimil, tasted horribly and Josiah routinely refused bottles.
His weight suffered and, for a brief period of time, he needed a nasogastric tube (a tube going from the nose to the
stomach) to gain weight. He improved somewhat on a slightly more palatable formula, Alimentum, but was not able to
tolerate the extra fat (called MCT oil) his doctors prescribed.
Nutrition in children with chronic liver disease is critical. It is well documented, for example, that infants who are larger
and have a better nutritional status at the time of their transplantation have better the outcomes (a higher likelihood of a
successful surgery and lower likelihood of complications).
Josiah’s special formula costs approximately $450 a month – this is in addition to several hundred dollars of co-payments
for prescription medications. Despite having good commercial insurance through his father’s work, it took the family
months of appeals, several letters of medical necessity from the doctors, and even several phone calls from the hospital for
the insurance company to pay any of the formula costs. In this sense, Josiah is lucky; the overwhelming majority of
specialized formulas are considered “medical foods” and therefore not covered at all by insurance.

Emily, 11
Phenylketonuria (PKU)
Annual cost: $3,600

My insurance as a NYC public school teacher covers Emily’s medical formula only. But it is never easy. Every year there is

PATIENTS & PROVIDERS FOR MEDICAL NUTRITION EQUITY | https://nutritionequity.org | 06/14/2021

a question if they will continue to cover it. They do not cover any medical food ever. I pay out of pocket for all her PKU
foods. Having coverage for all my daughter’s pku medical needs would mean peace of mind for me and my family. Peace of
mind that my daughter will be able to stay on her diet and be healthy and happy now and in the future. Peace of mind that
she gets all that she deserves to have to be able to thrive and succeed.

Laryssa
Phenylketonuria (PKU)
Annual cost: $7,200
Passing this law would mean a lot more money to go around. Better health for me which makes me better for my family.

Hannah
Maple syrup urine disease
Annual cost: $1,440

We are self-insured. We have had to change health insurances every year for the past several years because the insurance
company went out of business, stopped covering our doctors, etc. We have to fight with the insurance companies every
time we change to convince them that I need this formula in order to live. Last year, it took us 6 weeks with my mother on
the phone trying to talk to the president and literally saying “She will DIE without this” and my metabolic doctor calling
them about the need for my formula. They didn’t listen to her the first time she called, and she actually told me she thought
she might have a heart attack if they didn’t start listening soon and give me my formula. She’s gotten very worried over the
past few years about me being able to get my formula. I’m 24 years old and a student, so I get my insurance through my
parents, but I’m worried about what will happen when that changes when I turn 26.

Ethan
Tyrosinemia
Annual cost: $4,800

Ethan has tyrosinemia and cannot eat a regular diet. He is restricted on the amount of protein he is able to consume on a
daily basis, meaning we need to purchase food and formula to meet his nutritional goals. This is costly and difficult without
medical reimbursement. Our company is self employed and does not cover food and only formula once we meet deductible
which is very expensive.
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