Dear Massachusetts Lawmakers,
These are the stories of some of your Massachusetts 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 Massachusetts residents featured here: $6000
Massachusetts has a state law governing medical nutrition, but it has the following exceptions*:
Private Insurance: Self-Insured Plans 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.

Liam, Age 1
Phenylketonuria (PKU)
Annual cost: $3,600
Right now my husband and I are financially stable and we can afford the almost $100 per month we spend on medical
formula and the additional medical food costs. However, we’re afraid for the day that our now 14 month old Liam will have
to have his own insurance and pay for this himself. A large number of adults with PKU go off formula and diet as adults and
insurance and cost should not be a reason. We have great medical care and spend almost $100 a month on formula. I can’t
imagine being able to afford that as a 26 yr old riddled with student debt, rent etc. There are way too many parents and
children who can’t afford medical food and formula. They try to buy it out of pocket if their insurance costs are too high or
they have no insurance and the cost can be astronomical. Medical food and formula are not a luxury. They are a necessity.
Children without access to formula and medical food struggle to keep their levels stable and deal with a myriad of issues
from attention issues to brain damage. Please ensure those with these disorders can stay healthy. Our son gets a case of
formula per month which costs $92 (that’s 10% of the actual cost if we didn’t have insurance). This formula keeps his phe
levels stable preventing brain damage. His medical food orders are about $300 a month and after deductible we get up to
$5000 of medical food covered a year. This sounds like a lot, and it is for a one year old but not for a 10+ year old who eats
so much more.

Aliza (3) and Vayda
(newborn)
Immunoglobulin E & non-Immunoglobulin E-mediated allergies to food proteins
Annual cost: $8,400
I have two daughters, three years and almost one month. We didn’t have a diagnosis for my oldest for 15 months. Her leg
broke walking in the grass from lack of nutrients. When we got a diagnosis and were able to get our hands on formula, she
improved. Insurance however, does not cover it. Her sister was born and began experiencing symptoms the next day. At
two weeks, she was also placed on the same brand of formula, and she improved also. I am a single mother and the price of
the formula is making other aspects of our life uncomfortable. I work endlessly to provide for them. My girls deserve
nutrition, regardless of if I can afford the very unrealistic price of it or not.

Aidan, 9 months
Phenylketonuria (PKU)
Annual cost: $3,600

Our beautiful baby boy Aidan was born last July and shortly thereafter diagnosed with PKU. Once we learned he could
grow and develop normally on a strict diet, we were immensely relieved. However, the last year has been fraught with
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stress as we have navigated insurance coverage for formula and medical food. On January first when our insurance plan
changed, those stresses started all over again, trying to learn what would be covered and at what cost and percent. Right
now we are incredibly lucky- that we are residents of Massachusetts and so some coverage is required. Currently our
insurance provides coverage for medical food, we first needed to meet a $1000 deductible. For our family, after also having
several thousand dollars in medical bills, this was another financial stress. And then came the worry of ensuring our plan
didn’t change again and we didn’t lose coverage, knowing it would mean we wouldn’t be able to afford to buy medical food
for our son. For us, this will be a stress every year and every time a notice comes from the insurance company. But my
heart goes out to families who live in states that do not require coverage. Medical PKU food is INSANELY expensive.
Trying to keep your child healthy and also full without medical food is nearly impossible. The number of times you have to
say “no” to a PKU child and the constant worry about running out of foods they can eat, or whether you will be able to
afford it. An teenage or adult with PKU without access to medical food will have a nearly impossible time adhering to their
diet. Please make this mandatory requirement for coverage. We are covered by my husbands medical insurance, we have a
$1000 dollar deductible and then food coverage up to $2500.

Caleb, Age 13
EOSINOPHILIC DISORDERS
Annual cost: $6,000

Medically necessary formula has given Caleb back his health, allowed him to continue to advance in sports and school. Not
knowing if our family will have enough resources financial to sustain his needs puts stress on all of us but also creates
undue burden on him, a child who just needs the formula to keep his Eosinopilic Esophagitis under control. Our insurance
is a union-provided self funded PPO, using BCBS- able to make several appeals (valid medical necessity documented by
their 3rd party), able to add EOE as a covered condition but deductibles/out of pocket/co-insurance and partial script
percentages still seem to be applying in various ways each month. Not everyone has the same appeal options however our
plan being self funded we were able to.

Joey
Phenylketonuria (PKU)
Annual cost: $12,000
In Massachusetts we are fortunate to have a mass mandate for formula and up to $5000 dollars coverage for medical food.
From what it sounds like, we have better coverage than a lot of other states. However, to get coverage for formula and
food it is an absolute nightmare collaborating with insurance companies, pharmacies and clinics. I have fear each month
that there will be an issue with something and I will not be able to get food or formula for my son because of a paperwork
mistake or miscommunication between providers. I guess it’s kind of a food insecurity.

Mabel, 10 months
Phenylketonuria (PKU)
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Mabel was diagnosed with the metabolic disorder, Phenylketonuria (PKU) at birth. She is thriving with the help of her
metabolic formula and a very low protein diet. Without a very low protein diet (right now she is allowed a half gram of
protein per day on top on what she gets from breastmilk) and metabolic formula, Mabel would be irreparably brain
damaged within a few months.
We are very fortunate in Massachusetts to have laws in place that make it mandatory for insurance companies to cover
medical formulas and medical food for people with metabolic disorders. One month of Mabel’s formula is approximately
$200 without insurance, and will increase as she gets older and requires more on a daily basis. The medical food is
extraordinarily cost prohibitive without insurance. A box of pasta, for example, is around $12. If we did not have coverage
in MA, I would have to choose between my child’s brain development and paying my mortgage or my electric bill–or
feeding the rest of my family. People in many other states, and even people in our state with self-insured policies, are not
so lucky. Many other states do not offer any coverage for formula or food, or only cover formula, or only up until age 18.
These metabolic disorders to not disappear. They are genetic and life-long with severe consequences for those who are not
able to remain “on diet” and consume their formula.

Breanna
Phenylketonuria (PKU)

My name is Breanna and I am 23 years old. Luckily, I am still on my parents insurance and plan on staying on it until I can
no longer. We are lucky that my father gets Blue Cross Blue Shield of Massachusetts for insurance through his work and
we have been fortunate for that. However, I can not imagine having to pay out of pocket for foods to keep me healthy. I
have spoken at the state house before and will continue to support those with PKU. I Recently graduated college with
honors and I could have never done that without my health. My biggest accomplishment in life so far has been walking
across a stage to receive my college diploma. College seemed like such a far away dream in high school even with access
to a healthy lifestyle. Since I had the best doctors at Boston Childrens Hospital and the best parents who made my health
their priority, PKU has never held me back. Everyone should have the right to live their life with happiness, energy, a clear
mind, and no worries of not being able to care for your body the right way because you simply can’t afford it. We need to
fight for everyone to be able to live a happy and most importantly healthy life.

Tyler
Phenylketonuria (PKU)
Annual cost: $1,020

Insurance covers formula (so many cans a month) and also covers up to $5000 of food during the fiscal year July-April. If
during the few months we cannot order food and we run out is when i have to pay out of pocket for food. Some companies
will not let you order some foods (snacks) . Typically the foods we can find in the stores we cannot order which is where
out of pocket expenses come in. Having medical nutrition coverage would mean so much to me and my family. My son who
is 7 has PKU and currently has Masshealth for insurance. There was a couple months he went without insurance because
there was some kind of glitch in the system and i had to fight to get insurance back for him. If we could have a coverage
that we knew he would always have and not have to worry if this month he is covered and the next he is not would mean so
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much to me. It is stressful placing an order not knowing if it is going to go through or not. My son requires the
food/formula to survive. I cannot run down the store to buy him the formula if I were to ever run out because insurance
decided to stop covering him. It would take a lot of stress away if I knew he would always be covered and we could get
what was needed for him to survive.
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