Dear Indiana Lawmakers,
These are the stories of some of your Indiana 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 Indiana residents featured here: $4800
Indiana has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: Limited to certain diagnoses and formula only; Self-Insured Plans Completely
Exempt;
Public: Limited to Formula and 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.

Camden, Age 10
Isovaleric acidemia
Annual cost: $1,200

Our adopted son was diagnosed with isovaleric acidemia at birth. This is an incurable disorder that can be managed with a
low-protein diet and supplementation of essential amino acids with a special formula, manufactured only by Abbott
Laboratories. Without this supplement, he could not survive. During his early childhood, my employer-provided insurance
allowed for medical nutrition support only up to a certain age, yet denied coverage thereafter because the formula was not
considered to supply a necessary percentage of his caloric intake (an irrelevant concern in this instance). The lack of
medical and scientific understanding of his disorder demonstrated here was breathtaking. We were fortunate to have
Medicaid support because he is adopted, and are fortunate to now have a different employer-sponsored health insurance
provider with a better understanding of the disorder, but we are concerned for his options as an independent adult.

Marisa, Age 10
Phenylketonuria (PKU)
Annual cost: $24,000

Our 10 year old daughter Marisa has Phenylketonuria (PKU). She is only able to have 5 grams of protein a day from
regular foods. She gets 40 grams of equivalent protein from her medical formula a day. She does not complain about not
being able to certain foods and likes the special medical foods and formula. She does a great job with staying on the her
low protein diet and eating only what is allowed on her diet. The special medical foods and the formula help give her the
protein and nutrients she needs, plus helps to make her feel full and satisfied. Without the formula or special medical
foods, she would not receive the nutrition she needs to live a healthy life and it helps her cognitive functioning as well. The
Medical Nutrition Equity act would help us and others so much. The medical formula and special medical foods that our
daughter needs are expensive and difficult to afford without assistance. Our daughter’s formula alone is about $200 a can
and our daughter needs 10 cans a month. Our insurance has denied all of our claims for this formula, but yet we are in a
state that has legislation stating that formula is to be covered by insurance for those with PKU (IC 27-13-7-18). That makes
the cost of the formula $24,000 for a year. That is definitely a hardship for us. Plus we also need to purchase medical foods
which need to be sent away for since local stores do not carry these types of foods and that is over $1000 a year for us. We
pay $670 a month in insurance premiums but they won’t cover the medical formula. Our deductible is so high that even if
we had a copay, it would still be difficult to pay for the formula. A representative from our formula company is working
with our insurance company to find out why they are denying our claims. The insurance company is saying that the
contract we have with them does not cover the formula. But we live in Indiana where insurance is supposed to cover the
formula. IC 27-13-7-18.
This is such an important issue. If we didn’t have all of these expenses, we would be able to have our daughter participate
in activities that she enjoys. It would lift the huge financial strain on our lives. We worry for our daughter as she becomes
an adult and has to try to cover these expensenses on her own if there is no help for her. We need this Medical Nutrition
Equity act so that our daughter and others will receive the nutrition they need so that they will remain healthy.
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Amber
Phenylketonuria (PKU)
Annual cost: $4,980

I was born in 1990 with PKU. My parents were told to expect severe disabilities. We need these medical foods for our
everyday lives. The prices of these foods are outrageous $11.49 for ONE box of medical pasta. These medical foods and
medical formulas protects us. It is bad enough that PKU is NOT seen as a disability for SSI let alone not even being able to
afford our medical foods. It is very important that we try to get coverage for medical foods because when 1/4 cup of rice is
all you can eat it is hard to become full and not hungry. With the medical pasta we can have more than 1/4 cup. PKU
people are hungry all the time because we cant eat like normal people. I would love to see people live off of 10 grams
protein a day sometimes they even drop it to 5 grams of protein a day. It is just not possible that is why it is so important to
get these medical foods covered for all PKU patients. My insurance covers medical formula but not medical food.

Ben, Age 5
EOSINOPHILIC DISORDERS
Annual cost: $4,800

Though I’m on an employer plan, we contribute another $9000 a year to cover premiums for our 5 member family. That
plan has a $6000 deductible. We are approximately $15,000 in each year right of out the gate. I believe our son’s Elecare
Jr. intake keeps him growing and not falling off the growth chart despite his allergies to dairy, egg, peanuts, treenuts, soy,
sesame, and flax seeds and EOE. So we spend another approximately $400 a month to purchase Elecare Jr and treat it like
liquid gold. Ben cannot drink milk, soy milk, regular formulas, or the trendy nut milks. Elecare Jr. is a perfect safe
nutritionally loaded drink for him and it’s shocking and frustrating to me it is not covered by our already very costly
medical insurance. We’ve been on different plans during the last 5 years since Ben was diagnosed, included being selfinsured on the healthcare exchange. All have excluded coverage for this costly and necessary item. I’ve never succeeded
with an appeal to any. Medical nutrition (the amino acid based formula Elecare Jr in my son’s case) is specifically excluded
from coverage.

Jessica
Phenylketonuria (PKU)
Annual cost: $8,400
Our 25 year old daughter has always done really well with her PKU diet, especially throughout her schooling! We were
able to receive her formula through Riley Hospital in Indiana until this year when we were informed that the state would
no longer provide any formula! This has devastated our family and will put a real strain on our finances! Jessica feels like it
is nearly impossible to live on her own with this added extra expense! She has even told her dad and I that she thinks at
this point, she will choose not to have children due to this circumstance! We feel this is very unfair to her! In the 25 years
of her life, no insurance has been willing to help us with this expense! This is a horrible burden to put on children with
these disorders! Please help our kids!!!
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Lisa, Age 6
Phenylketonuria (PKU)
Annual cost: $3,000

We adopted Lisa last year. Prior to that she was in Florida. Due to the low amount covered in Florida Lisa was on a very
limited diet. Once we brought Lisa home to Indiana we had no coverage for food. Lisa diet remained very limited. During
her first 6-12 months in our home we had little to no access to buy her medical food. We placed one order ourselves at
about $200 for about 8 items. We had estimated we would spend about $400-$500 a month on medical foods if we had the
ability. Luckily for us and Lisa she has a little higher tolerance. So we were able to purchase a lot of her foods by buying
gluten free in the stores. This was still $200-$300 a month to buy her foods she is allowed in her diet. Due to the lack of
coverage Lisa was not receiving the nutrition she should, until her tolerance reached the level that we could buy some
foods in the stores. As evidence of this Lisa has grown several inches and 3 clothes sizes in the year and a half she has
been in our home. Most families are not this lucky to have a high enough tolerance to allow for this, and then add in that
multiple people in the family may have PKU. We have coverage for formula, but it requires prior authorizations not just
once but ongoing. We have also been able to obtain coverage for Kuvan but that was also through prior authorizations and
took over a month to get the authorization. We do not have coverage for medical foods at all. Our state insurance does not
cover it and my husband’s insurance through work does not cover it either.

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

