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Connecting for a Cure.

There have been a lot of things happening for the HCU community & for HCUNA.

We strive to keep you informed and connected.

-_—_

\" t /4

-

*




Heroes of HCU




HCU and You: Connecting the Dots

First, | want to say how wonderful it was to meet so many families at the first meeting of HCU Network America. | was struck by how
engaged all the families were with the talks, and | overheard so many great conversations where families connected and shared their
experiences with one another. The questions that | received highlighted the need for us to understand Homocystinuria at a biological level
but also at the level of behavior and social interaction.

Balancing Medically Necessary Behaviors and Everyday Life
Normal, everyday parenting can be exhausting and, at times, feel draining, leaving parents feeling like they need to pick their battles.

It is perfectly normal for children to have disagreements and fights with siblings, to struggle with completing their household
responsibilities and chores, and to be angry or meltdown at perfectly reasonable expectations. All kids have responsibilities to contribute
to chores at home and to complete homework. On top of the normal stuff, children with chronic health conditions have a lot of
restrictions on their behavior like following a strict diet, and they do a lot of things that other kids don’t have to do like extra medical
appointments and tests.

Parents of children with Homocystinuria often have a question. Many parents have a feeling that their child should have fewer restrictions
or fewer responsibilities to “make up” for the extra burden of Homocystinuria. Based on my experiences with families | have a couple of
suggestions. | want to recognize amazing effort of families affected by Homocystinuria. | also want to reassure parents that the question of
“what is the health condition versus what is normal misbehavior” is present for so many conditions, not just Homocystinuria.

Here are a few general guidelines for families to consider

1) Everyone in a family should contribute to the household including chores. For children, household responsibilities include helping to
clean up, respect for the property of others, and

2) Everyone in a household should work towards solving disagreements and arguments without hitting.

3) Children with chronic health problems should help in their daily medical care.

| worked with a family and teenager who was awaiting an organ transplant. While they waited life went on. There were household tasks
that needed to be done. The teen was in school and needed to do homework. The struggle for the parents was that death was a possible
outcome with or without the transplant. How can you have an argument or let your child be mad at you while death is a possibility? The
teenager went without rules and without responsibilities. This went on for several months. The result was family relationships that the
teenager and the parents did not like.

| want to encourage families to have high expectations for children. How can families know if their expectations are too low, too high, or
about right? First, | want to reassure you that most families of children with Homocystinuria are doing an amazing job. Second, use your
existing networks to help guide your level of expectations. For example, talk to the school about the types of behaviors your child can
demonstrate. Is the child involved in extracurriculars like sports? Look to see how they solve conflicts or are able to fulfill responsibilities.
Third, go by the numbers. Measuring behavior is a great way to understand your child’s level and to set new expectations. For example, a
school IEP might have a goal that says, “Student XYZ current follows instructions to help with classroom clean-up 2 of 10 times during the
week, and Student XYZ’s goal is to increase participation to 6 of 10 times.”

Sincerely,
Ben

Connecting the Dots is an ongoing series of articles that is meant to help answer many of the questions asked by people affected by HCU.
Benjamin D. Goodlett, PhD, is a psychology postdoctoral fellow who works with children and families affected by inborn errors of
metabolism.

You may watch Ben Goodlett’s presentation on HCU and the Brain from our inaugural conference at:
https://www.youtube.com/watch?v=QLo6Ue4hM9s



https://www.youtube.com/watch?v=QLo6Ue4hM9s

Grocery Store Finds

Date

Grocery List

Non Dairy Brand ltem Protein

_______ soDelicious __|coconut milk yogurt

o lcocowhp _________lgper2tbsp :

Coconut milk ice cream bars,
sandwiches 1 g per bar/ sandwich

| lcreamydressings _____10.32gper21bsp (309
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Grocery Store Finds

Date

Grocery List

Frozen Vegeta- Brands Items Protein

. |Dr.Praeger's __|Carrot Puffs 1.75g per 13 pieces |
| [sweetPofafolities 1gper2pieces |
J fkalePuff 29 per 14 pieces |

Moshed Butternut Squash <lgper 1/2 cup (1139

o lucchinispials 19in 3/4 cup |
| [carofSpias 1ginicep |

Mashed Cauliflower, sour
cream & chives

3g per 1/2 cup

Riced Cauliflower, original |29 per 3/4 cup

Riced Cauliflower, Roasted
Garlic or Herb

1g per 1 cup (123¢
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Flavor Full Steakhouse Green A A
Beans 1g per3/4 cup (830) A !

Potatoes Brands ltems Protein

| |Fries, Yukon Select 29 per 30z (24 pieces) |
o [GFOnionRings 19 per 5 pieces |




Grocery Store Finds

Grocery List

Mini Tator Tots 1g per 87g (19 pieces
Hoshbrowns, Diced 1g per 2/3 cup (859

French Fries, Country Style
| French Fries 2g per 84g

Meatless Brands ltems Protein

___ MomingStar ___[BaconStrips _________gper2pieces

Special Finds Brands ltems Protein

Shiro’roki Noodles Og per 83g (1/3 package

T =)

6-2.0 FL'0Z BARS (12.0 FL 02)
6-59 mL BARS (354 mL)




In case You

HCU Network America

Wednesday, Maﬁ:}, 2018 | 7pm EST.

For more details, visit: https://hcunetwork: /'erica.nrg/insuram:e-reimbursement—webinar/
—
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Missed It!



https://youtu.be/JC_Z5S1VkvI
https://hcunetworkamerica.org/insurance-reimbursement-webinar/

Ways to Get Involved

PATIENTS &
PROVIDERS FOR

¢ MEDICAL
e, NUTRITION
¢’® EQUITY

IN THEORY IN PRACTICE

@ Comprehensive Coverage for Medical Nutrition: 0 STATE LAWS PROVIDE LIMITED COVERAGE & CAN BE LIMITED BY:
@ Medical Formula & Low-Protein Foods: 33 ® Type of insurance ®Patient Age
@® Medical Formula Only: 5 o Diagnosis e Family Income
@ No Coverage: 15
All 50 states and 3 territories mandate newborn screening Self-funded private insurance plans are exempt from current laws
based on the Recommended Uniform Screening Panel (RUSP), in all states; Puerto Rico, USVI, and Washington DC
but none provide comprehensive coverage for their treatment have no legally-enforceable coverage
with medical nutrition, which is often the only treatment.



https://www.congress.gov/bill/115th-congress/senate-bill/1194
https://www.congress.gov/bill/115th-congress/house-bill/2587/all-info
https://www.hrsa.gov/advisory-committees/heritable-disorders/rusp/index.html
https://medicalnutritionequityfor.us/share-your-story/
https://medicalnutritionequityfor.us

Newborn Screening Survey for

Classical Homocystinuria




Newborn Screening Survey for

Classical Homocystinuria




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:

HCUNetworkAmerica2gmail.com 4 \
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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

Contact Register

https://hcunetworkamerica.org/contact-register/



https://hcunetworkamerica.org/contact-register/

Coming Soon: HC&U Podcast

COMING SOON! HC&U

What is HC&U? Twitter: @nhcupodcast

Facebook:
HC&U: A Homocystinuria
Podcast

HC&U is a podcast about Homocystinuria,
sponsored by HCU Network America and
hosted by Ben and Lindsey Massengale. Ben
was diagnosed with HCU at birth, and Lindsey
had no idea what HCU was. Then Lindsey
met Ben, they got married, and Lindsey had
to learn how to cook vegetables in a bajillion
different ways. This podcast will include
interviews with different professionals in the
field, a low protein recipe each episode, and
even personal stories from Ben's experience
with HCU. We are open to suggestions on
topics you would like to hear, so please email
us any ideas you have. Watch our social
media sites for the podcast release date!

hcupodcast@gmail.com




Meet Nick Lunardini:
Interim Coverage

We can officially say that Danae’ Barkte, our executive
director is quickly approaching her due date! With that being
said, we would like to introduce you to Nick Lunardini. Nick
will be covering the day-to-day operations that Danae’
typically preforms while she is on her maternity leave.

About Nick:

My name is Nick Lunardini and | am honored to be part of the
HCU Network of America, if even for a brief time. | am the
father of three young children and a small business owner. |
believe in giving back to the community and building
relationships with others, no matter the context.

My experience includes over 15 years of personnel
management experience, as well as product management,
purchasing, and customer service. My previous positions have
allowed me the opportunity to live in many areas of the
country and be part of many new experiences. | look forward
to being a part of the HCU Network community.




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

We'd like to thank the following content contributors:

Editor in Chief: Danae’ Bartke

Heroes of HCU: Joann from Oregon

HCU and You: Connecting the Dots: Ben Goodlett
Grocery Store Finds: Amber Gibson

HCU Podcast: Ben Massengale



http://hcunetworkamerica.org/amazon-smile/
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