Dear Texas Lawmakers,
These are the stories of some of your Texas 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 Texas residents featured here: $10200
Texas has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: Limited to certain diagnoses and formula only; Self-Insured Completely Exempt;
Public Insurance: Limited to certain diagnoses

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.

Elijah, Age 7
EOSINOPHILIC DISORDERS
Annual cost: $3,600
The Medical Nutrition Equity Act would mean my 7 year old son could get proper nutrition he needs. He is currently 45lbs
at 7.5 years old. He is so limited on what he can eat safely, he often goes to the Kate Farms as a safe option. Unfortunately
paying for the shakes on top of the expensive grocery list to fit his nutritional needs puts a strain on our family financially.
BCBS says they do not cover “formula” like this, unless tube fed.

Sienna, Age 22
Methylmalonic acidemia (cobalamin
disorders)
Annual cost: $4,200
When my daughter Sienna was 3 months old she was diagnosed with a rare metabolic disease called mma-cblc. This
disease prevents her from processing b-12 correctly or breaking down protein correctly. She was in the NICU & very
critical before diagnosis. At one point I was told that she would not make it thru the night. A couple of days later she was
diagnosed & finally given medications to treat her. This disease has a lot of complications & she must take many
medications to manage it & the complications daily. One of her lifesaving medications she must have every day is an
injection of a high concentrated compounded b-12 called hydrococobalamin. It is very expensive & has to be shipped on ice
from Colorado. Two 10 ml vials only last 22 days & costs $230 . It is not covered under insurance even with the doctor
appealing several times. This is not just a vitamin, but a lifesaving medication that she must take daily for the rest of her
life. Without it she will die. This is only one of the medications she must take daily to help control the symptoms. She is
now a 22 yr old young adult & her disease is well managed with her daily injections & medications. No one should have to
fight their insurance company to have medical foods or medication covered. Her insurance doesn’t cover her compounded
concentrated hydrococobalamin.

Sutton, Age 4
FPIES
Annual cost: $10,200

My FPIES son could only tolerate 1 food (Quinoa) for 3 years without projectile vomiting or having hospitalization level
diarrhea. We are burned out trying to get elemental formula covered. We need uniformity on how to ensure children get
the nutrition they must have. I’ve turned down multiple jobs because of formula coverage uncertainty. We’ve navigated
insurance appeals through three different corporations (both public and private) and it’s an enormous time consuming
challenge where the parent is always unsure what the outcome may be. We’re talking about food for your baby that can’t
be purchased at the grocery store, it’s a prescription for a child with a feeding tube. Shame on the insurance companies for
making this so complicated.
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Our health insurance currently pays for about 6 monthly cases of Neocate Splash at 100%, however only under the most
expensive option, which is a fully insured Family Plan through United Healthcare with an annual premium of $21,000 (35%
of my salary and my wife can’t work due to being a caretaker for the child). Last year, the Enteral Formula was listed as an
exclusion, I had to fight through appeals every quarter of 2020, garner benefit exceptions, and negotiate a 2021 plan that
covered the formula by literally editing the underwriting of the policy with the health plan broker. Reading between the
lines, we won based on State of TX mandate, but it was a very murky process even after the final resolution came to
fruition. On top of formula cost, we have Gelmix Thickener needs for the same child. We also appealed that and won
underwriting changes, for 2021 to be covered after deductible. In 2020, the thickener costs were an additional $150/mo.
until we got through the appeals and had UHC back pay all the invoices that were denied. So you can see how uncovered
Formula and Thickener can add up to costs of more than $12K + per year, not to mention any specialty organic food items
you have to buy through the open market, it’s all very expensive. We have used Credit Cards and reverse mortgaged our
house to pay off thousands of dollars in debt.

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

This coverage would take away added stress on our family and thousands of others. I have the means to afford insurance,
but it does not help with procuring formula. Why do we pay so much for so little?? Why have choices been taken away?
What happens to the less fortunate, with less education, who do not have ability to advocate for their children? Why should
we have a newborn screening program of those diagnosed are left to struggle??!?
If we purchase formula through Blue cross (we pay $1900/mo in premium), they pay 50%. The markup that they charge
makes formula cost $2500/month (we’d have to pay $1250). We, instead, purchase (out of pocket) directly from Abbott for
around $600 a month, total. This makes no sense.

Pat and Issac
Ornithine transcarbamlyase deficiency
Annual cost: $72,000

Hi, I’m Pat and this is my son, Isaac, and husband/caregiver, David. Isaac is high functioning Autistic. I’m Type 2 diabetic.
My husband recently has been hospitalized for pulmonary edema. My family is in and out of hospitals a lot for our
individual health issues.
My son and I also have a rare inborn error of metabolism called a Urea Cycle Disorder that requires us to eat a low protein
diet with fruits and veggies. Unfortunately, my employer’s health insurance (high deductible via the state of Texas) is very
expensive with it leaving me $600 dollars per paycheck left for rent, bills, gas and food. My paycheck does not go far.
Additionally, my home state of Texas does not recognize our rare disease so we cannot qualify for prescription medical
foods. It would be wonderful to afford medical low protein foods to supplement our daily diet.
I am a state employee with TRS Aetna. I have been with this coverage for close to 5 years now and witnessed how greedy it
has become. This year all employees have to be on the HD1 high deductible coverage. I have to be on HD1 as my son and I
are catastrophic with a simple cold or flu hospitalizing us. Aetna has always fought us with 100% coverage as we have a
3rd party, Good Days from CDF who help pay the annual OOP and Deductible. This year, they refuse to have any
prescription cost, copay or 3rd party grant go towards the medical portion. They honored this in previous years. We have
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to go to a hospital ER with an in house lab for routine blood ammonia labs. Unfortunately this year, TRS Aetna decided to
penalize us by saying only urgent care is covered and if we go to an ER for our blood labs in a crisis, we will be charged
500 copay. Urgent care cannot do blood labs for ammonia stat in 7 min on ice. Our daily medication for son and I costs 6K
a month. Texas also refuses to acknowledge Urea Cycle Disorder (Ornithine Transcarbamylase Deficiency) for prescription
medical foods but other types of UCD are covered.

Hudson
Phenylketonuria (PKU)
Annual cost: $9,600

While we are very fortunate to have insurance that can help us with the costs, there is still a great financial strain
associated with the cost of providing nutrition for our son. Additionally, the stress and anxiety over his future and whether
he will be able to maintain his diet as an adult because of the financial strain. Having insurance providers required to help
with coverage would help ensure that we can provide our family with the other necessities of life and would limit the strain
and stress of this financial aspect of this disorder.

John
Phenylketonuria (PKU)
I have avoided purchasing the medical food I needed because we can’t afford the food. I make do with limiting myself to
what I can purchase through my local grocery store. Being able to buy medical food would allow me to eat more and get
the calories I needed rather than limiting myself.

Les
Phenylketonuria (PKU)
Annual cost: $6,000

These medical foods and formulas are not “optional” or “nice to have” for those of us with PKU andsimilar metabolic
disorders. They are like insulin for a diabetic. I cannot walk into a GNC and buy formula off the shelf. Instead, I have to get
a prescription from my clinical team, submit it to insurance, hope they will cover it, try to find a pharmacy which can fill
the prescription, and deal with bureaucracy, denials, appeals, and red tape along the way. Without my medical foods and
formula, I would not be a productive member of society. Instead, I would likely be severely mentally disabled, and possibly
institutionalized. Because my parents, my clinical team, and I have been able to advocate for ourselves, push through the
layers of insurance company bureaucracy, and remain persistent, I have stayed on my PKU diet for life. In this time, I’ve
received scholarships for undergraduate and graduate study, have had good jobs in the aerospace industry, and have
contributed to society. Without medical foods and formula, this would not have been possible. I have been extremely
fortunate and lucky that my family and I have been able to get some insurance coverage and are financially able to pay
what is not covered. Many families with metabolic disorders are not so fortunate.
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My employer’s insurance plan reluctantly covers medical formula via the DME process, with a 10% copay and an annual
deductible. Getting this coverage took considerable time and multiple phone calls just to get an “override approval” since
medical foods are not part of the normal process. My company has been acquired, and our health insurance will be
changing over to the new company’s plan in January. Frankly, this terrifies me–I’ll probably end up spending hours on the
phone trying to determine what is covered, how to appeal denials, and how to actually get the medical formula to me.
Currently, between deductibles and copays, I am paying approximately $500 per month for medical formula. Ironically, my
plan covers Kuvan, which is orders of magnitude more expensive than the medical formula, with no questions and a
$45/month copay. UPDATE, December 2018: Due to a corporate acquisition, I will have new insurance at the beginning of
2019. The new company is self-insurance, which means they are not legally required to offer any medical formula
coverage. This is absolutely terrifying to me–without medical formula, I will simply not be able to maintain my current job
or ability to function. Due to an acquisition, we are being switched to a different, self-insured plan at the beginning of
2019. At this point, unclear what/if any medical formula coverage I will have. Ironically, I’ve already received approval for
Kuvan, despite the cost for a month’s supply of Kuvan being higher than an entire year’s medical formula.

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

Medical coverage for our family will mean less time fighting the insurance for coverage. They decide when and how they
are going to cover it on a month by month basis. She is on one required medical food but uses two other ones to maintain
her health for school or sports. We have to pay for these out of pocket because insurance says they aren’t paying for
them. Also be nice to know she is covered for when she ages out of her Dad’s insurance policy. There is constant worry
about her not being able to get coverage when she is an adult and every January we have to her medical team provide
paperwork to the insurance on why she needs coverage. Same diagnosis, Same policy, Same kid. Nothing changes but the
year. It’s covered under a prescription policy but $50/ month. Her insurance only covers one formula and it’s the one that
is written into the policy. She likes to switch up but we always can’t because we have to pay for it out of pocket.

Andrew, Age 18
Tyrosinemia
Annual cost: $9,600

My mother has worked as many as 5 jobs concurrently to maintain employer-provided insurance and has CONSTANTLY
fought to keep me on a Medicaid waiver program, as they try to kick me off the program frequently. All of this and in
Texas, I am still unable to have ANY coverage for medical nutrition, which is costly just as the medication needed to treat
my metabolic disease. I turn 18 this week, which should be an exciting birthday. Instead, I have to worry about how I am
going to be able to afford paying for medical nutrition with a minimum wage job. Knowing the costs of medical food for my
disease, it would be more than my monthly income as a courtesy clerk. I also worry about insurance and how I am going to
be able to afford medical food when my parents retire. How can you help me? I am just trying to make it through my senior
year of high school. How will I attend college and be able to eat medical food? I need your help!
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Zoey
Argininosuccinic aciduria
Annual cost: $10,200

For now while she is a baby our insurance covers some of her formula, but none of her medically necessary supplements
and none of the formula or low protein food when she is older. She will never have chic-fil-a with my son, order pizza with
friends, or share food on a date. Toddlers are known for their love of salad…right?? When she can’t have bread, pasta,
milk, cheese, meat, beans, tofu…what can you even feed a small child that they want? It’s a hard life and having no
coverage on the low protein foods that kids love or that adults can eat and meet their minimum calorie goals mean that we
still struggle even after hitting our max out of pocket on insurance every year. It’s a huge financial burden and one that
would be easily solved without government assistance for us if only there were legislation to ensure that insurance would
be required to cover the medical food that Zoey needs.

Maeve, Age 8
Phenylketonuria (PKU)
Annual cost: $3,600

As all parents who experience it, we were overwhelmed once we got the call, at 5 days of age, that our daughter Maeve
had been diagnosed with a rare metabolic disorder requiring a strict medical diet in order to prevent irreversible brain
damage. As the ones responsible for preventing this and keeping her healthy, we had to spend a lot of time and effort
taking her to frequent appointments, drawing blood, and learning how to safely feed her.
For the first 6 years of our daughter’s life we were lucky to live in California where there is a state mandate for both
formula and medical food coverage. Aside from our monthly premiums for our employer-based health insurance, the food
and formula Maeve required to stay fed and healthy was covered 100%. However, we recently moved to Texas, where
there is no state mandate for medical foods and we pay an expensive co-pay each month for formula. The move has created
a financial burden for us, and we know there are families who have an even harder time purchasing what they need to
prevent catastrophic results of an untreated diet. Looking back, I can’t imagine having a huge financial burden on top of
being overwhelmed with all that came with the initial diagnosis.
Level of care for PKU and related disorders should not vary based on which state you live in. It is clearly in everyone’s best
interest to support individuals and families with simple diet management rather than having to help meet the needs of
individuals with severe disabilities that could have been prevented.

Draegen, Age 18
Phenylketonuria (PKU)
Annual cost: $6,000

When my son, Draegen, was younger, he was on Medicaid. It covered his formula, but only a very specific kind. He ended
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up burnt out on it and it became more and more difficult to get him to drink it. The medical food was another problem. We
had a monthly grant from the state. Only when he was on Medicaid (ie: I wasn’t working) and it was only $200 per month.
With the prices of the PKU foods, that just wasn’t enough for a growing boy, especially in his teen years. I’m positive that
this has contributed, if not directly caused, him to stray off diet. He’s 18 now, and living with me, unable to keep a job,
didn’t finish school, and has severe anxiety, chronic vomiting and stomach issues, depression, headaches and struggles
with on/off diet. It’s just so difficult to keep enough PKU safe food in the house regularly. And not enough variety.
I feel very strongly that if insurance was required to pay for foods and formulas, this wouldn’t happen to kids, and my son
might actually have a much better outlook and more hope. It’s hard enough being a PKU kid/adult in this society. Compile
that with even fewer food choices – having to eat the same things over and over – and it’s destined to fail. We cannot fail
our children. We must help them succeed. We must help them overcome this disease.
I am a mother who constantly fears the damage being done to my son’s brain, and whether or not he’s going to be able to
take care of himself. He is going to be added to my partner’s insurance in the fall. It would be a godsend for this to pass.
Please help these kids.

Anthony, 1
Phenylketonuria (PKU)
Annual cost: $9,000

Earlier this year we took custody of our grandson Anthony. He was diagnosed after birth with PKU. He has lived with us
since birth, learning to care for someone with PKU has been challenging. My husband works out of town, prior to Anthony
we had planned for him to take a job at home, however with the expensive medical foods and formulas, our plans changed.
Until Anthony was diagnosed none of us had ever heard of PKU, I now make it a point to spread the word as much as I can.
Everyone always ask, “Will he grow out of it?”, I then have to explain its permanent. If we had coverage for formula and
foods, we would definitely not feel so overwhelmed with the cost of PKU. If it wasn’t for the out of pocket cost of raising
Anthony, my husband could be at home watching our grandson grow up as well as our two sons that still live at home.

Andrea
Phenylketonuria (PKU)
Annual cost: $10,800

I am a new mom and PKU adult, I rely on my medical food to provide myself and my son the necessary nutrition for
everyday life. All throughout my pregnancy I was able to receive medical food coverage from my employer but recently
switched to my husband’s insurance. This is when the trouble started with the self-funded insurance, no exceptions are
being made for me through the HR department.The insurance policy does cover PKU, a lifelong disorder, from birth to one
years old. My medical food out right costs me $10,800 year with this exclusion. I am unable to seek treatments like Kuvan
because I did not respond to that drug. Medical Food and low protein foods have been and will be my only way way to treat
my PKU and for now provide for myself and my infant son.
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A. Jay
EOSINOPHILIC DISORDERS
Annual cost: $6,000

It would end the never ending anxiety of worrying about whether I can feed my son who has Eosinophilic esophagitis. My
insurance will only cover his formula if he doesn’t eat any food. Otherwise, they say it is not medically necessary. I work 2
jobs to pay for the expenses of feeding him and doctors appointments. www.ajaysfight.org
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