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In conjunction with a mandatory 
training trip for the FuRST2.0 
study, HNDC Executive Director, 
Gregory Suter, was invited to 
visit the New York Brain Bank 
(NYBB) in early February. As per 
arrangements with Director, Jean 
Paul Vonsattel, MD, a meeting 
was held with Internationally 
recognized researcher, Nancy 
Wexler, PhD, followed by lunch.  A 
tour of the brain bank upgrades 
was provided, to include 
interactive use of the upgraded 
dispensing system of the brain 
bank that was partially funded 
through monies provided from 

HNDC charity events. 
”Our long-standing collaboration 
in addition to your precious 
financial support are essential 
for the NYBB to continue being 
able providing basic scientists 
with optimally prepared HD and 
control samples”, reports Dr 
Vonsattel. Further, he states, ”If 
the NYBB is able to fulfill such 
complex tasks so promptly, it is 
thanks to the collaboration the 
NYBB has with the Hereditary 
Neurological Disease Centre and 
the financial support the Centre 
keeps providing.”
Support to the NYBB from 

HNDC comes from research 
funds generated at our Walk of 
Hope events and other research 
restricted funds received. 
The effects of this giving is 
multifaceted: the availability of 
highly reliable samples at any 
time to researchers; freezer 
cabinet space capability that is 
vast enough to be able to store 
fresh frozen samples in an 
highly-order fashion; and having 
the necessary hardware and 
software for tracking every single 
fresh frozen sample located 
within the NYBB. 
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NEXT 2017 CLINIC DATES ARE 

AS FOLLOWS
April ............................... No Clinic
May ...........................................20
June ...........................................17
July ......................................... TBD

Clinic dates are on Saturday - 
persons interested in attending 

our out-patient clinic need to 
call and schedule an appoint-
ment in advance. There are no 

”standing appointments.”

Clinic Schedule 
2017

Gregory Suter presenting research funds from 2016 Walk of 
Hope events to the New York Brain Bank Left to Right Nancy 
Wexler, JohnPaul  Vonsattel, Gregory Suter, and Etty Cortes
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Pope Francis I to Meet With Huntington Disease Families 
-A First for a World Leader
Partial Retrieval from:   http://curehd.blogspot.com on 3/20/2017

Full article is available at
http://curehd.blogspot.com/2017/03/pope-francis-i-to-meet-with-victims-of.html
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In an unprecedented encounter, the first for any 
pope or world leader, Pope Francis I on May 18 
will meet with Huntington’s disease sufferers 
at the Vatican, bringing new attention to this 
affliction.
The key papal guests will hail from Latin 
America, the pope’s home region, the area with 
the world’s most Catholics, and a key focus of 
the quest for the HD gene from the 1970s to 
the 1990s.
Several HD-affected individuals (with both 
juvenile and adult onset), three at-risk 
relatives, and other relatives and caregivers – 
a total of 16 people – will travel to Rome from 
Colombia, Venezuela, and Argentina, the pope’s 
birthplace.
The news was announced today via e-mail by 
an international coalition of patient advocates 
and organizations: ”save the date for the 
largest global gathering of the Huntington’s 
disease community!”
The coalition includes Elena Cattaneo, Ph.D., 
a prominent HD scientist and senator-
for-life in Italy; Factor-H, a humanitarian 
project founded by HD researchers Claudia 
Perandones, M.D., Ph.D., and Ignacio Muñoz-
Sanjuan, Ph.D.; global HD advocate Charles 
Sabine; and the Huntington’s Disease Society 
of America (HDSA).
Many physicians in Latin America laid the 
groundwork for the event through their long-
term dedication to local HD communities and 
assistance in selecting the families.
The announcement comes, coincidentally, on 
the fourth anniversary of Francis’s election as 
the first pope from the Americas.

”What I want him to say, in some way, 
is that the disease should not be hidden 

anymore,” Sabine, an HD gene carrier, 
told me. ”That’s the theme of the event: 

that people should not feel any shame or 
stigma about the disease.”

”This is a dream which has come true,” Dr. 
Perandones affirmed in a written response to 

questions about the event. ”After working for 
nearly 20 years in Latin America in order to 
try to improve the quality of life of patients, 
and feeling so alone in this endeavor so many 
times, it seems unbelievable that the pope will 
receive us.”
A major opportunity to overcome shame, 
stigma Sabine, a former foreign correspondent 
for NBC News, has pursued activism since the 
mid-1990s, without being yet symptomatic. 
His father died of HD, and an older brother has 
the disease.
”I had spent a lot of time working for NBC at the 
Vatican,” he said. ”I know that the pope is the 
hardest person on the planet to get to – much 
harder than the American president.”
By blessing and speaking to HD-afflicted 
families publicly, Francis can make a ”profound 
difference” in combatting the shame and 
stigma surrounding HD, Sabine added.

”We want as much press on this as 
possible,” he continued. ”We want to 
engage as many people as possible 

around the world, not just Catholics, to 
make this into a larger sum than

the parts.”

”Furthermore, we hope this will lead to action, 
both by the Catholic Church, with its strong 
presence in Latin America, as well as from local 
and national institutions,” Dr. Muñoz-Sanjuan 
wrote in an e-mail.
The public event will take place in a 7,000-seat 
auditorium, where attendees can observe the 
pope’s interaction with the South American 
families and HD advocates. Event organizers 
want as many representatives as possible 
from the HD community to attend.
”Anyone can go,” Sabine emphasized. ”They 
don’t even need to be HD-affected. They might 
just care about HD.”
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HDClarity - HDClarity is a planned multi-site cerebrospinal fluid (CSF) collection initiative to facilitate therapeutic 
development for Huntington’s disease.  It will consist of approximately 600 participants, across six clinical cohorts, with 
30 site locations anticipated throughout Europe, North America and Australasia. The primary objective of HDClarity 
is to generate high quality CSF sample collection for evaluation of biomarkers and pathways that will enable the 
development of novel treatments for HD. This is an observational study. Participant cohorts, 100 in number for each 
group who meet eligibility requirements, include: Healthy controls, early pre-manifest, late pre-manifest, early manifest 
HD, moderate manifest HD and advanced manifest HD. Participants between the ages of 21-75 that meet inclusion 
criteria will be invited to participate in HDClarity.

FuRST 2.0  Another Clinical study protocol is FuRST 2.0 - cognitive pre-testing for a new functional rating scale 
for use in Huntington’s disease. The initial study will be at 4-10 ENROLL HD sites in English speaking countries. 
Approximately 40 Huntington disease gene expansion carriers (HDGEC) will be recruited, both pre-manifest and 
early-manifest stages. Additionally, at least five and up to 20 companions of HDGEC will also be asked to participate. 
FuRST 2.0 is open to either gender individuals equal or greater than 18 years of age. The primary objective of 
FuRST 2.0 is to use cognitive pre-testing techniques to determine the need for item refinements in order to finalize 
development of a functional scale that is understandable to the target population. It hopes to explore if there are 
discrepancies between scoring on questions by companions and HDGEC participants that may impact on the ability 
of HDGEC’s to accurately self-report. This will be a quick enrolling study, as the duration of the study is approximately 
8 months, based upon site enrollment.

ENROLL-HD - A worldwide clinical research platform and observational study for Huntington’s disease that has 
three main goals:

• To better understand HD as it happens in people to give insight into developing new drugs
• To improve the design of clinical trials to rapidly provide clear outcomes - better, smarter, faster, clinical   
    trials will identify effective treatments as quickly as possible.
• To improve clinical care for HD patients by identifying the best clinical practices across all Enroll-HD    
    sites around the world and ensure that all families receive that standard care

In support of these goals, Enroll-HD is helping coordinate and expedite experimental medicine studies and the 
development of biomarkers and clinical assessment tools for HD. Sites for this include North America, Latin 
America, Europe, Asia and Australia. Ancillary studies will be added on to the Enroll-HD study for additional 
research opportunities.

As of March 1st a total of 13,147 participants have been enrolled at 135 active sites in 14 countries around the world. 
HNDC is the top enrolling site in North America and the fourth top enrolling site in the WORLD.



  The U.S. Food and Drug Administration (FDA) approved SD-809 
(deutetrabenazine) on April 3, 2017, the second drug approved for 
use in the United States for the treatment of chorea associated with 
Huntington disease (HD). 
  The approval was based on positive results from the First-HD 
study, a Phase 3 clinical trial which was conducted through the 
Huntington Study Group (HSG) and the University of Rochester’s 
Clinical Trial Coordination Center on behalf of Teva Pharmaceuticals. 
The Hereditary Neurological Disease Centre was among 34 sites 
across the United States, Canada and Australia that took part in the 
double-blind, placebo controlled trial. Deutetrabenazine significantly 
decreased chorea, the involuntary movements that many individuals 
with HD experience. The results were published in Journal of the 
American Medical Association, July 2016. 

Deutetrabenazine is structurally related to tetrabenazine with 
deuterium atoms placed at key positions in the molecule, prolonging 
plasma half-life and reducing metabolic variability, without changing 
target pharmacology. Deutetrabenazine is the first FDA approved 
compound with deuterium substitution. Much of the clinical 
work that led to the approval of deutetrabenazine was carried 
out by the Huntington Study Group, a non-profit network of 400 
Huntington disease experts from more than 100 medical centers 
throughout North America, Europe, and Australia who are dedicated 
to seeking treatments that make a difference for people and 
families affected by the disease. For more information, visit www.
huntingtonstudygroup.org.  
  First-HD was conducted at 34 HSG sites across the United States 
and Canada, enrolling 90 participants over 14 months, in the 13-
week double-blind, placebo-controlled trial. ”We are so grateful 
to the patients and families from our midwest region around the 
Wichita area who made this development possible by participating 
in this ground-breaking trial. Trial participants are the key to bringing 
new treatments to the entire HD community,” said Samuel Frank, 
MD, neurologist at Beth Israel Deaconess Medical Center/Harvard 
Medical School and Claudia Testa, MD, PhD, neurologist at Virginia 
Commonwealth University who led the study.
  Teva Pharmaceuticals owns the rights to develop and sell 
deutetrabenazine in the United States, following its purchase 
of Auspex Pharmaceuticals in 2015. Deutetrabenazine is 
an investigational, oral, small-molecule inhibitor of vesicular 
monoamine 2 transporter, or VMAT2, that was granted Orphan Drug 
Designation for the treatment of HD by the FDA.

Hereditary Neurological Disease Centre Plays Key Role in 
FDA Approved Drug for Huntington Disease

HD Community Events in Review
The Wichita Area Support Group started off the 
2017 schedule of guest speakers with National 
HD advocate and author of Hurry Up and Wait: A 
Cognitive Care Companion, Jimmy Pollard. A group 
of nearly 40 interested persons attended our first 
featured speaker. Jimmy educated the group on the 
cognitive barriers and frustrations a person affected 
with HD can experience. He provided education on 
how care givers and care professionals can identify 
these barriers and adapt to meet the needs of the 
person affected by HD. A portion of Jimmy’s talk is 
available on Facebook @Hereditary Neurological 
Disease Centre

Jimmy Pollard kicks off the Wichita Area 2017 schedule of guest speakers.
Nearly 40 interested people were in attendance.

”We are very excited to be part of the clinical trials 
process to bring this important new medication 

through FDA approval. It’s has been a long, difficult 
process and I especially want to thank all of our 
HD family participants for their commitment to 

finally seeing this drug approved”, stated HNDC Site 
Investigator, William M Mallonee, MD, and HNDC 

Medical Director.



This past holiday season HNDC was nominated 
to be a recipient of Meritrust’s Christmas Giving 
Campaign.  Meritrust offers a Skip-A-Pay 
program during the holiday season that allows 
Meritrust members to defer a payment on a loan 
during month of December. A portion of each 
$25 skip-a-pay processing fee is collected and 
local charities are nominated by employees to 
receive needed donated items. HNDC received a 
MUCH needed new color printer, several dozens 
of non-slip socks and adaptive eating utensils. 
HNDC is grateful for the nomination and 
thankful for Meritrust’s community support!
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HD Community Events in Review Continued...

On March 6, 2017 Hereditary Neurological 
Disease Centre participated at the Kansas 
Rare Disease Day Expo at the State House in 
Topeka KS. The Rare Disease Expo was hosted 
and organized by the National Organization 
of Rare Disorders (NORD). HNDC had an 
education table and met with State Senators 
and Representatives to provide information 
and awareness of Huntington’s Disease.

Gregory Suter and Norberta 
Robertson attend the 2nd Annual 

Rare Disease Day at the Kansas 
State Capitol

Julie Unruh, receptionist and Norberta Robertson, social worker receive donated items from 
Tammy Taylor-Lindholm , Meritrust Director of Market Development  left to right : Tammy, Julie, Norberta
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3rd annual Walk of Hope
When: June 3 @ 8:30am
Where: Cairo Community Center
305 Said Street

17th annual Walk of Hope
When: November 11th @ 8:30am
Where: Creekmore Park
3301 S. M Street

Save the Date 2017 Walk of Hope Dates

I AM A CHAMPION FOR HD

2nd annual Walk of Hope
When: April 29 @ 8:30am
Where: Holcom Park Rec Center
2700 W. 27th Street

LAWRENCE KS CAIRO NE

FORT SMITH AR

4th annual Walk of Hope
When: October 14th @ 8:30am
Where: Carey Park Homebuilders Shelter
Near the Salt City Splash Water Park

HUTCHINSON KS

Inaugural Walk of Hope
When: October 28th @ 8:30am
Where: Peoria Sports Complex
16101 N. 83rd Ave Peoria, AZ 85383 

PHOENIX AZ

3rd annual Walk of Hope
When: November 4th @ 8:30am
Where: Hillside Christian Church
6202 Milwaukee Ave.

LUBBOCK TX



Our Organization – Be an INFORMED supporter of the H.N.D.C
The Hereditary Neurological Disease Centre is a free-standing, non-profit organization. We often use short version- HNDC- and this has apparently brought 
some confusion with the national HD organization, Huntington’s Disease Society of America (HDSA). We are not, and never have been, an affiliate of the national 
organization. We share a common goal to assist those with Huntington’s Disease. Our direction, purpose, mission, and funding sources are dramatically 
different. ALL HNDC funds provide direct research and patient care programs for our regional area. ALL MONEY is used for these important program services; 
none is used for overhead or salaries. If you want to know where your dollars are used, please contact us and arrange an opportunity to learn more about WHERE 
your donations go, to WHOM they help directly in your area. PLEASE... Be an informed supporter and KNOW where your time, talent and donations are going.

The Bi-Annual greater Nebraska HD Support Group
Luncheon is planned for Sunday, April 23, 2017, in York, Nebraska. It will again be held at the Central Valley Ag Coop 
offices - 2803 N. Nebraska Avenue. This meeting is FREE and open to anyone who has an interest in Huntington’s 
disease and or is from a HD family. It is facilitated by the Hereditary Neurological Disease Centre (HNDC) with a 
catered luncheon, which has been underwritten by HNDC and TEVA pharmaceuticals. In order to properly plan for 
sufficient sustenance, R.S.V.P of attendance is requested. Meeting invitations will be sent out early April, 2017. 
We are providing this notice early, so you can add it to your event calendar. We look forward to seeing you there!

Hereditary Neurological Disease Centre Support Groups

Wichita Area
The Wichita Area Support Group meets the 2nd Tuesday of 
every month at the Abay Medical Plaza Auditorium.

The 2017 Wichita Area Support Group is listed below:
April 11, 2017 - Regular Support Group - 7:00pm
*May 16, 2017 - Claudia L. Hohnbaum (Dietitian) - 6:00PM
June 13, 2017 - Regular Support Group - 7:00pm
July 2017 - SUMMER BREAK NO GROUP
August 8, 2017 - William Mallonee MD. (Neurologist)

September 12, 2017 - Regular Support Group - 7:00pm
*October 10, 2017 - John T. Suter (Estate Planning/Legal)

November 14, 2017 - Regular Support Group - 7:00pm
December 2017 - Happy Holidays No Support Group

*Dinner is provided at all Support Groups with a Guest Speaker. 
Dinner is provided starting at 6pm and the featured speaker starts 
at 6:30pm. There is NO CHARGE and the support group is OPEN to 
ANYONE who has interest in attending. Please call 316-609-3020 or 
email norberta@hndcentre.com at least 72 hours prior if you have 
interest in attending for food planning purposes. 

Support Group meets at the Abay Medical Plaza Auditorium, located 
at 3223 N. Webb Rd. Wichita Ks.

Lawrence Area
Huntington’s Disease Support Group

Meets the 3rd Tuesday of every month at 
Lawrence Memorial Hospital

330 Arkansas entrance
Conference Rm D South

For more information please contact HNDC at 
888-232-4632

The Fort Smith Area
Huntington’s Disease Support Group

Meets the third Thursday of each month at 6 p.m.
at the Fort Smith Public Library

3201 Rogers Avenue
2nd Floor in the Davis Room

Fort Smith, Arkansas
For more information,

Sandee Farley 479-462-2734
Pat Valley 479-785-5209

Call 1-888-232-4632
For updated meetings or Additional 

meeting information.



3223 N. Webb Road, Suite 4
Wichita, Kansas 67226
Like us on Facebook @ Hereditary Neurological Disease Centre

This Newsletter is printed by the  HNDC, 3223 N. Webb Rd, Suite 4, Wichita, KS  67226, in support of its mission to provide diagnosis, disease management, and support services.  
Should you have items of interest to contribute, questions, comments, or would like to volunteer to help make a difference, contact the HNDC office.

Genetic Testing Services
We continue to offer genetic testing at our cost for laboratory fee only.  
Call 1-888-232-4632 for further details or to schedule an appointment.

www.huntingtonsdiseaseclinic.com

Memorials
Memorial contributions in support of the mission of the Hereditary Neurological Disease Centre are important and can 

be a lasting tribute year after year. Our condolences go out to the Family, Friends, and Loved Ones.

We want to thank those families that have established Memorials, as well as all those that contributed to the 
Memorial Fund. Unless otherwise restricted, Memorial gifts are directed to the Huntington’s Disease Resource Fund.

* Kim Billinger * Keith Kenyon * Earle Abels *
*Jack Fauchier * John Farha * Tony Barkett *
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