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Connecting for a Cure.

There have been a lot of things happening for the HCU

We strive to keep you informed and connected.

Low Protein Food and Formula
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Heroes of HCU




HCU and You: Connecting the Dots

Talking about Homocystinuria Isn’t Always Easy

Everyone has things we worry about or that cause us stress. Sometimes we cope with stress-
ful things by addressing them and coming up with solutions, but sometimes we use avoidance
to escape thoughts, feelings, or situations that are stressful. Avoidance can feel like a good
(temporary) solution. This could involve avoiding people or places associated with medical
care, or this could involve avoiding thoughts or reminders of Homocystinuria. Avoidance can
be a purposeful decision or often it's a less conscious strategy.

Thinking about and taking care of Homocystinuria isn’t always easy. Not talking about it, al-
ways forgetting or putting off clinic appointments, and trying not to worry about following a diet
are likely signs of avoiding.

How can you avoid avoidance?

Insight. Ask yourself, what do you keep “putting off” until later? Recognize that there is often
an inner conflict for anything about your health. Part of you wants to change or do the “right
thing,” while another part of you wants to escape or avoid. Attend to and realize what your in-
ner voices are saying.

Self-Compassion. Treat yourself the way you would treat another person. Recognize that im-
perfection is part of being human, and it is okay to have part of you that wishes Homocystinu-
ria would just go away. Everyone has something that they want to change about their health
or their behavior.

Connect Values and Behaviors. We all have goals for our lives and for our health. Take a
step back. In your heart, what really matters to you? What matters to you in the big picture?
How can you include Homocystinuria as part of who you are and what your goals are?
Getting “back to care” or “back on diet” is a common topic and a common source of stress for
people on low protein diets. It is okay to be stressed about diet adherence. Compassionately
listen to your inner voices — those that say change and those that say avoid because those
voices are a part of you.

Sincerely,
Ben

Connecting the Dots is part of a series of articles with a focus on how Homocystinuria affects
daily life. Benjamin D Goodlett, PhD is a psychologist who works with children and families
affected by metabolic disorders.
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https://hcunetworkamerica.org/givingtuesday-templates/
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Takmg the Lead for HCU

The first HCU N tw k Am ric Conference
Westford, Massachusetts



https://hcunetworkamerica.org/2018-conference

We’d like to welcome:

Raenette Franco of
Compassion Works Medical, LLC.

Part of our mission as HCU Network America is to
increase access for treatments and supplements for
Homocystinuria patients. In order to fulfill this part of our
mission, we have been in contact with Raenette Franco
of Compassion Works Medical, LLC to help us fulfill this
part of our goals.

A native New Yorker, Raenette Franco came to New Jersey in 2001 and landed a
career as Medical Biller Insurance Specialist/Consultant. Her background consists
of hospice and palliative care, bariatric surgery, and other medical specialties
geared around insurance coverage. Raenette landed a job within the medical food
arena in 2011 as a medical food insurance specialist that captured her heart. In-
spired by helping others, Raenette expanded her career as founder of Compassion
Works Medical. Raenette received her Certification as a Certified Biller Coder Spe-
cialist (CBCS), from the NCCA Accreditation, NJ. Her big heart and deep passion is
dedicated to helping patients, dietitians, and physicians avoid the difficult tasks of
insurance coverage and reimbursement issues for medical foods/enteral nutrition.
Raenette’s specialty is working directly with Medical Food coverage for both formula
and low protein foods.

Mission

Compassion Works Medical has a special mission to change the lives of the rare
genetic disease community by supporting a genuine helping hand with insurance
coverage challenges. Over the past years at Compassion Works Medical, a bless-
ing in disguise had come across my path — | have expanded my support to all kinds
of special diseases that require medical foods and enteral nutrition, including can-
cer, ALS, TBI, etc. It is truly rewarding and my inspiration grows stronger and
stronger to help those people find a way to afford and stay on diet.

“We don't take NO for an answer along with compassion that makes all of us suc-
cessful”!

How to get in touch with Raenette

Email: raenettef@compassionworksmrs.com
Phone: (973) 832-4736




Ways to Get Involved

Helping Hands for HGU

~ Acollaborative effort of patients, doctors and HCL Network America.

We are asking for patients to help us connect with their Doctar
metabolic team. In return, we will pravide them resources
ta help better your care and the care of other patients.

If you are willing to make an introduction for us with a
member of your metabolic care team contact us at:
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Patients HCU Network America

Natural History Study

Current sites include: Boston, Philadelphia & Atlanta.

Joining the Natural History Study allows researchers to find
out more about Homocystinuria and issues that patients face.
Natural history studies help drive new therapies and a cure! If
you qualify, we highly suggest you participate if there is a cen-
ter in your area. You do not have to be a patient at one of
these clinics to participate.



https://clinicaltrials.gov/ct2/show/study/NCT02998710?term=homocystinuria&rank=3

Find great gifts on the
Holiday Toy List and support
us at the same time.

Amazon donates when you
shop at smile.amazon.com.
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Amazon Smile Company Matching

Shop Smile.Amazon.com when Did you know that many companies big
purchasing through Amazon and 0.5% will and small may match donations made to
be donated to HCU Network America HCU Network America?
when you designate us as your charity

of choice.

Click here to find out how!

Click here to find out more

Click to donate directly
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