Dear Maryland Lawmakers,
These are the stories of some of your Maryland 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 Maryland residents featured here: $7800
Maryland 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

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.

Kurt
Phenylketonuria (PKU)
Annual cost: $8,400

Having coverage for medical nutrition would mean I would have access to life-saving foods and formulas without ever
having a lapse in coverage. I wouldn’t have to worry about my insurance deciding what’s best for my treatment. It means I
could live in any state and take any job without having to first vet their insurance policy and/or state coverage.
Access to medical nutrition gives the power back to the patient and their doctors.

Kendall
Phenylketonuria (PKU)
My name is Kendall Temple Jr. and was born in 1966. I was one of every first people diagnosed with PKU in the state of
Maryland. There was very little know about how to treat PKU back then and only one formula Lofenalac existed at this
time. The cost for my formula as an infant was $224 per one gallon can. My family’s weekly income before taxes was $75
which caused an extreme finical burden my family. My family received assistance from The Crippled Children’s Fund
paying $200 towards my formula which left $24 out of pocket. The only way we were able to afford my formula was by my
mother taking on sewing jobs on weekends and evenings. My diet consisted of vegetable, formula, and not much more but
hard candies were free and I could eat as many as I wanted. Maybe that why I never was able to sit still in school. The goal
of my diet was to keep me at 15 grams of protein per meal. The protein equivalent to 15 mg is 1 Oikos Greek Yogurt cup.
During the time of the late 60’s and 70’s science believed that a person’s brain fully developed by age 12which is the
reason I was taking off diet at age 11. Dr. David Valle and Dr. Kelly Przyepa of The Genetics Clinic of Johns Hopkins
Hospital where I was followed for my PKU sent a letter to me on December 19,1994, age 28, advising me that doctors who
treat people with PKU have learned from studies that it is recommended that a person with PKU should be on diet for life.
At age 28 after eating anything I wanted, for so many years. I attempted to return to the very restrictive PKU diet because
that is what my PKU doctor felt was best practice for me at that time. I attended a PKU Picnic along with my dietitian to
explore possible specialty foods that I would need to return back on diet. I can never forget the excitement that I had
inside knowing that I finally was doing what was best for my long term health by starting back on diet. But that excitement
quickly turned to disappointment and anger because while at the picnic I learned that my health insurance would not cover
the $1600 per month for formula and specialties foods to protect my brain from extremely high blood PHE levels. I
remembers the insurance agent response to me when asking for the specialty food to be covered “Why would we ever pay
for you to eat.” As an alternative to going back on diet I tried to eat as a vegetarian but became extremely weak and lacked
energy to work or be an active part of my 4 children’s life. This time was very difficult for me emotionally because I felt as
a failure and I let everyone down mostly my family. I know in my heart that I would have been able to return to the PKU
diet if I only had a chance by having my needs covered by my insurance company. Little did I know what was going to
happen to me when I hit my forties due to high blood PHE levels. When I turned around 42 I started experiencing
neurological problem which included issues with being forgetful, focus and could get angry quickly for every little reasons.
This had an impact on my employment and both family and social relationships.
In September of 2013 I agreed to join a clinical trial for a new medication to treatment PKU which is known today as
Palynziq. When starting the trial my blood PHE level had reached 36 ng/dc which is considered extremely high. Today I
continue to take Palynziq and eat a regular diet as I have since age 11. Palynziq has help me to lower my PHE levels to the
preferred range of 1-6 for PKU people. But it is important to note that not all people with PKU respond well to Palynziq.
This is why it is so important to me to passing the Medical Nutrition Equity Act and provided the funding to pay for the
specialty foods and formula. I hope that My story with PKU has help in your understanding of an extreme need to support
people with PKU. Thank you for taking the time to read my story. I have insuance via my wife’s employer. I am off diet and
take Palynziq which cost $20,000 per month. I have not paid out of pocket at this time but exteremly worried that one day I
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may have to come out of pocket.

Caroline, age 18 months
FPIES
Annual cost: $9,600

Caroline was born 7 weeks premature. She stopped breathing several times almost dying. Neocate Jr is the only think she
eats to survive. Cigna refuses to cover it. And its $800 out of pocket.
Employer switched to Cigna who refuses to cover her amino acid based formula which she eats to survive.

Harper, 18 months
Phenylketonuria (PKU)
Annual cost: $6,000

My daughter is a vibrant 1.5 year old. She currently requires about 9 cans of formula a month, which will only increase as
she gets older. I have no idea how we’ll be able to afford her formula if we buy a house or try to have a second child
especially because if they have PKU as well, that would double the amount we’re spending on medical foods and formulas.
I also have no idea how she’ll be able to afford it as an adult.
Currently, the price of formula feels like a prison right now. We can’t move or change jobs without fear of losing the little
coverage we have. We have been stretching the medical food samples we received so thin because we just can’t afford to
buy anymore. Coverage would give us the freedom we need to be a family.

Jennifer
Phenylketonuria (PKU)
Annual cost: $24,000

I am a subscribed member to the largest employer sponsored health insurance program in the country, the Federal
Employee Health Benefits Program (FEP) worth 50 billion dollars. My prescription benefit – which covered my prescribed
medical food for PKU – was rescinded in the middle of the 2015 benefit year because of my age. Three years later, this has
culminated to civil action against a federal agency after having exhausted all my appeals rights with the contracted carrier
to FEP. I have gone through a bureaucratic nightmare, lawyers, appeal after appeal to distinguished authorities,
nonprofits, for-profits and accrediting organizations, reconsideration, EEO, and have requested help with a federal agency
numerous times from Maryland Congressional delegation Members in challenging prohibited practices such as
discrimination based on age and disability and continue to fight. The FEP must comply with civil law and enforcement of
Orphan Drug Act Amendment (federal definition of medical foods), and I am pending a hearing. I welcome the platform of
PPMNE Coalition to amplify my story which underscores the call for social justice and what happens when diagnosed
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patients do not have such critical consumer protections assuring access to treatment and are excluded from landmark
legislation such as ACA and 21st Century Cures Act because treatment does not fit traditional drug development
paradigms. My spouse’s employer is self insured and does not afford coverage either, so I have no choice but to fight
despite the good mandates in my state. It is my lifelong experience insurers are uninformed about safe and intended use of
medical foods for PKU. Moreover, insurers fail to recognize that medical foods pale in comparison to costly
pharmaceuticals, but are still not affordable without adequate, working health insurance. I would like to add that I am also
a provider for the Department of Veterans Affairs and there has been an increase in prescriptions for medical foods to treat
Veterans. VA efforts should align better with TRICARE to allow seamless transition for Veterans from DoD especially since
VA is leading an initiative on whole health for which nutrition is a significant part of whole health and wellness. However,
outside of work and VA walls, my life is a living nightmare in trying to access lifesaving nutrition with medical foods that
saved my life and my childrens’ lives from devastating birth defects and a lifetime of disability. I need protein and adequate
nutrition to continue to survive. Please pass a mandate to assure equitable and affordable access to medical foods and stop
the arbitrary limitations on coverage (age, gender, zip code, employer) once and for all so these problems are not passed to
my children’s generation.
See above, (included with relevant details about coverage)
More on my PKU story in published media:
https://patientworthy.com/2018/02/09/does-bluecross-blueshield-think-pku-patients-can-outgrow-their-dna/#
https://patientworthy.com/2017/10/03/us-government-refuses-cover-pku/
https://patientworthy.com/2017/12/04/rare-disease-revolutionary-shares-music/
My PKU story on moving the needle for equity as featured in the permanent online gallery, national community art show on
visualizing health equity, hosted by the National Academies of Medicine:
http://nam.edu/visualizehealthequity/#/artwork/85
http://nam.edu/visualizehealthequity/#/artwork/84
http://nam.edu/visualizehealthequity/#/artwork/83
Rare Disease Day 2018, Jennifer Payne holding a 2 inch thick civil action case in her hands to graphically show what
happens to patients – being left to fend on their own – in the absence of a federal mandate for coverage. No one should
have to go through this.

Jessica, Age 36
Phenylketonuria (PKU)
Annual cost: $1,200

I am 36 years old and was diagnosed with PKU when I was 14 days old. At the time may parents were told that I could be
taken off the diet at age 18 and that I might not be able to have children as it would be unsafe for them. As I grew older
and knowledge in the field grew, we were told that in order to stay healthy and keep my same quality of life I was
experiencing, the medical community now recommended the special low protein diet for life. My parents (particularly my
mother) spent long hours throughout my childhood on the phone with various insurance companies trying to get coverage
for the PKU formula and special low protein food that I needed. She spent thousands and thousands of dollars out of pocket
to cover these expenses when insurance companies continued giving her denials or postponing reimbursement. I am lucky
that my parents were able to make so much sacrifice for me growing up because I was able to lead a normal happy life
other than eating this strict diet. I went on to graduate college with honors and I still remember my mom prepping me for
how to “battle” the insurance companies for coverage of the formula and special foods before I went on to my own
insurance plans. I am so thankful that she gave me the crash course she did in navigating the paperwork and tedious work
it takes to get coverage of these medically necessary food items (still to this day!)
Growing up I was always very nervous about the prospect of ever starting my own family. I had heard so many stories of
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how difficult it would be to maintain the strict blood phe level required to have a healthy pregnancy and baby. Four years
ago I decided to go for it and worked closely with my doctors and dietitians at Johns Hopkins to stick to an even stricter
diet regimen that was required to have the family I so badly wanted. I now have 2 perfectly healthy baby girls (they will be
1 and 3 next month). This would NOT have been possible without access to the low protein formula and specially modified
low protein food items! My formula intake was actually increased for both pregnancies and I relied on that low protein food
to keep me full and satisfied but still within the strict phenylalanine limits.
I am from Maryland and my husband is from New York – we have lived in both states over the past 15 years. It was a
learning curve to try and navigate the various insurance laws and coverage requirements in each state. My husband works
in DC and we have considered relocating to Virginia, however it is a daunting task to think about relearning the ropes in
another state and risking the coverage that I am receiving here in Maryland. My health and well being shouldn’t be
dictated by what state I live in. Why should a woman in Maryland have access to insurance coverage that will allow her to
have a healthy life and pregnancy while a woman in another state without coverage suffers and has a potentially less
successful pregnancy outcome?

Alice, 1
Phenylketonuria (PKU)
Annual cost: $1,800

Medical nutrition coverage has significantly reduced the cost and strain on our family’s income for our daughter’s food. We
spend hours making her special recipes a week and approximately $150 extra a month in order to buy specific gluten free
and vegan products for groceries. I cannot begin to express how much medical formula coverage means to my family.
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