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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.




Heroes of HCU
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HCU and You: Connecting the Dots

Comfort through Connecting

What’s Homocystinuria? Homocystinuria is a rare autosomal recessive disorder of methionine and homocyste-
ine metabolism. It affects the eye, skeleton, nervous system, and vascular system. Discussion of Homocystinu-
ria often focuses on the biochemical and medical consequences of accumulation of various metabolites.

Missing from the discussion is the social and emotional effect on children and parents. Any diagnosis or health
problem can feel isolating. Social isolation - it can occur alone or surrounded by friends and family. Chronically
feeling lonely can lead to dark predictions about the future, feelings of inadequacy, and shame. For parents of
children with rare diseases, the isolation can be that much more real because their community, family, and
likely even their doctors have not experienced it before. Over and over, people with Homocystinuria must be
the ambassadors of their diagnosis, explaining a condition that their friends, school, and work colleagues have
never heard of before.

Acceptance of feelings. Some families find comfort in knowing that they are not the only ones experiencing
feelings of isolation because of Homocystinuria. More research on the experience of isolation in families effect-
ed by Homocystinuria is needed, but times that families might feel particularly lonely are the weeks after the
initial diagnosis, at major transitions such as starting school, and planning for the future and how Homocysti-
nuria might impact things like having children. It can be easy to fall in to a “mind over mood trap” where you
try to will yourself into no longer feeling isolated. If you are a parent, it’s inevitable that you will feel isolated
regardless of rare disease or not.

Redefine the meaning of community. Finding other people and other families with the same rare disease can
be hard. HCU Network America is working to be the patient support group for people and families affected by
Homocystinuria. You may have heard the term “allied disorder” used to describe a range of diseases that also
require a protein restricted diet such as phenylketonuria (PKU), Maple Syrup Urine Disease (MSUD), and Urea
Cycle Disorders (UCDs). Within the allied disorders, there are both national and regional support groups that
help to connect families. If you or your family feel alone in adhering to diet, you may want to reach out to one
of the family advocacy groups. HCU Network America’s family conference is April 21 and 22 in Westford, MA. If
Massachusetts is too far for you, some of allied disorders have conferences this summer in Colorado, Pennsyl-
vania, Washington DC, and Georgia. Within New England, the Hole in the Wall Camp provides a place for kids
to connect through summer camp. More and more, there are family support conferences, summer camps for
children with rare genetic disorders, and specialty hospitals with community outreach programs.

This article is part of an ongoing series as part of the HCU and You: Tips and Advice. Share your questions or
ideas for future articles at HCUNetworkAmerica@gmail.com

Sincerely,
Ben

Benjamin G Goodlett, PhD is a psychology postdoctoral fellow working with children and families
affected by metabolic disorders.
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Patient Clinic Survey

https://hcunetworkamerica.org/patient-clinic-survey/
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Contact Register

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

Taking the Lead for HCU

Save the Date ~ April 21 & 22, 2018
The first HCU Network America Conference
estford, Massachusetts
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We are now seeking a few adults to assist
and help organize our children's program:
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Upcoming Events, Cont.

HCU Network America

Medical Fon
Insuran

Wednesday, May 23, 2018 | 7pm EST.

For more details, visit: https:/hcunetworkamerica.org/insurance-reimbursement-webinar/
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During this webinar, Raenette will review information such as these coverage statistics:
e  50% of states have some type of insurance mandate.
e Of those states, 84 % have some type of mandate on both food and formula coverage.
e The other 16% percent of those states, do have mandates only on formula coverage.

*Some states may have programs that cover food or formula directly that are not included in these statistics.
Learn how you can get your food, formula and supplements covered by attending our FREE online webinar with Raenette

Franco of Compassion Works Medical, LLC. Raenette is a Certified Biller Coder Specialist (CBCS), with over 17 years of expe-
rience helping patients get coverage on food, formula, and supplements they need!

To attend this webinar on May 23 at 7 PM EST, please register at:

https://hcunetworkamerica.org/insurance-reimbursement-webinar/
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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

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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