
2017 Milestone
Hereditary Neurological Disease Centre Turns 20

Hereditary Neurological Disease Centre
Specializing in Huntington Disease

WINTER

This year marks a significant milestone for our organization. The 20th Anniversary of the 
reorganization of the HD advocacy group based in Wichita, occurs in March, 2017. HNDC 
was first housed in donated office space provided by David Palmer, MD, who was on the 
HNDC Medical Team and Board of Directors. We started in a one-room office, utilizing his 
support staff and office equipment, for which we paid nothing…he donated everything.  
Joining with other significant donors, we expanded and in 2004 started to ‘pay our way’. 
From one room, we grew to three…in  2005, Dr Palmer passed away. Through the continued 
generosity of his wife, Barbara Palmer, she continued his work on the Board of Directors 
and we expanded programs - and our offices - further.  When Barbara passed away in 
2009, we made a difficult decision to move our offices. After only a couple of years, we were 
‘bought out’ of our lease and moved to our current location in Wichita’s Northeast Medical 
Corridor, becoming the first location for both our administrative and clinical offices. It 
continues to be a  ‘dream’ to own our offices, so we are not at the whims of a landlord…but 
that day isn’t here…and irrespective of where our office is physically located or configured, 
our focus and attention is always on providing the best possible clinical care, education and 
research options to our HD family members in this region!

Gregory Suter / Executive Director

Wichita
February ...................................14
March .......................................14
Lawrence
February ...................................21
March .......................................21

Fort Smith, AR
February ...................................23
March .......................................23

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.”
Feb 18 - Mar 18 - April 15

Wichita Meetings
Abay Medical Plaza Auditorium

3223 N. Webb Rd.
Wichita, KS

Lawrence Meetings
Lawrence Memorial Hospital

Lower Level Meeting Room
As posted on Directory
325 N. Maine St.

Lawrence, KS
Fort Smith Public Library

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

3201 Rogers Ave.
Fort Smith, AR

Call 1-888-232-4632
For updated meetings in Oklahoma, 
Nebraska, & Arkansas or Additional 

meeting information.

Clinic Schedule 
2017

KANSAS Support group 
meetings - 7:00 p.m

Talk To Us...
We Make It Simple...
Available 24 Hours a day!
TF 888.232.4632
Wichita 316.609.3020
Fax 316.609.3070
Email hndcentre@aol.com

www.huntingtonsdiseaseclinic.com

Huntington’s Disease Linked to Dysfunction of Brain Structure
Mednewstoday-  Friday 23 December 2016

Study helps explain why gene mutation causes debilitating symptoms and loss of 
brain tissue.
Northwestern Medicine scientists identified a link between Huntington’s disease and 
dysfunction of the subthalamic nucleus, a component of the basal ganglia, a group of brain 
structures critical for movement and impulse control.Huntington’s disease is characterized 
by the progressive loss of nerve cells in the brain and affects approximately 1 in 10,000 
people. This fatal disorder is caused by a hereditary defect in a single gene.

”Although the genetic basis of the disease is well established, why the mutation leads to 
the expression of symptoms and loss of brain tissue remains poorly understood,” explained 
senior author Mark Bevan, professor of physiology at Northwestern University Feinberg 
School of Medicine. The study was published in the journal eLife. 

The debilitating symptoms of Huntington’s disease typically manifest in adulthood and 
involve loss of motor and cognitive function, depression and personality changes. From 
the point of onset, symptoms develop and intensify over the following 10 to 25 years until 
death, typically due to complications associated with the disease.  

”While research into Huntington’s disease has focused on other parts of the basal ganglia, 
the subthalamic nucleus has been largely overlooked,” said Bevan. ”This is surprising 
because patients with Huntington’s disease have fewer nerve cells in the subthalamic 
nucleus. People who have suffered damage to the subthalamic nucleus exhibit excessive 
movement and impulsive behavior, similar to patients with Huntington’s disease.”

Continued on RESEARCH page... (page 3)
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TUCSON, Ariz., October 31, 2016 — Critical 
Path Institute (C-Path) and CHDI Foundation, 
Inc., are collaborating to set up a broad-based 
consortium that will more clearly define 
regulatory pathways leading to the approval 
of Huntington’s disease (HD) therapeutics. The 
HD Regulatory Science Consortium (HD-RSC) 
will bring together participants from within and 
without the HD community to advance drug 
development tools (DDTs, such as biomarkers 
and clinical outcome assessments) for 
regulatory endorsement and to facilitate clinical 
data standardization and collaboration. These 
DDTs will be made publicly available to help 
expedite and de-risk the drug-development 
pathway, speed the time to drug approval, and 
offer further incentive to drug developers to 
enter the HD sphere. 
This regulatory focus is in response to the US 
Food and Drug Administration’s (FDA) Guidance 
for Industry and FDA Staff – Qualification Process 
for Drug Development Tools. Such tools would 
potentially accelerate the drug approval process. 
Among the consortium’s specific projects will 
be the regulatory qualification of biomarkers 
and outcome measures, and the development 
of a clinical trial simulator. The HD-RSC will 
also work in partnership with the Clinical Data 
Interchange Standards Consortium (CDISC) to 
develop therapeutic area data standards, and 
then centrally warehouse shared data as the 
foundation for these and other activities.
C-Path will manage the day-to-day activities of 
the HD-RSC, which is expected to first meet in 
Q2 2017. CHDI has provided planning and start-
up funds.
”We support and share C-Path’s model of 
collaborative initiatives to accelerate drug 
development,” says Robi Blumenstein, President 
of CHDI Management, Inc. ”The need for C-Path’s 
expertise in consortium building and regulatory 
science has become increasingly apparent as 
our community sees a number of high-quality 
therapeutic programs approach the clinic.”
Through the pre-competitive consortium 
approach, CHDI, C-Path, and other stakeholders 
can share data and knowledge, avoid duplication 
of effort, and collaborate in innovative ways so 
that scientific advances can be translated into 
therapeutics as efficiently as possible.
”One of the fundamental challenges to drug 
development for a genetically predetermined 
disease such as HD is shifting the paradigm for 
drug approval, so that we can intervene as early 

as possible; ideally, this would eventually be 
before any overt symptom onset,” says Martha 
Brumfield, PhD, C-Path president and CEO. ”For 
quantitative analytical approaches to address 
this problem, data sharing, standardization, 
and aggregation through a rigorously defined 
procedure are paramount. In this regard, 
C-Path’s core competencies in clinical data 
standards development, as well as secure 
data management, standardization, and 
curation, will be tapped. These skills, combined 
with C-Path’s track record of success in 
consortium building and regulatory science, 
and CHDI’s extensive data resources and 
research network, provide a solid foundation 
for the HD-RSC’s success.”
About the Organizations:
CHDI Foundation, Inc., is a privately funded 
nonprofit biomedical research organization 
that is exclusively dedicated to rapidly 
developing therapies that slow the progression 
of Huntington’s disease. As a collaborative 
enabler, CHDI seeks to bring the right partners 
together to identify and address critical 
scientific issues and move drug candidates 
to clinical evaluation as quickly as possible. 
CHDI scientists work closely with a network 
of more than 700 researchers in academic 
and industrial laboratories and clinical sites 
around the world in the pursuit of these 
novel therapies, providing strategic scientific 
direction to ensure that our common goals 
remain in focus. More information about CHDI 
can be found at www.chdifoundation.org.
Critical Path Institute (C-Path) is an 
independent, nonprofit organization 
established in 2005 with public and private 
philanthropic support from the Arizona 
community, Science Foundation Arizona, 
and the US Food and Drug Administration 
(FDA). C-Path’s mission is to catalyze the 
development of new approaches that advance 
medical innovation and regulatory science, 
accelerating the path to a healthier world. An 
international leader in forming collaborations, 
C-Path has established 12 global, public-
private partnerships that currently include 
over 1,450 scientists from government 
and regulatory agencies, academia, patient 
advocacy organizations, and dozens of 
major pharmaceutical companies. C-Path is 
headquartered in Tucson, Arizona. For more 
information, visit www.c-path.org.
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Critical Path Institute and CHDI Foundation, Inc., establish 
a consortium to expedite approval of Huntington’s disease 
therapeutics
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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 January 1st a total of 12,631 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.

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.
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Using mice genetically engineered to carry the Huntington’s disease gene, scientists discovered the electrical activity 
of the subthalamic nucleus was lost. Furthermore, impaired subthalamic activity was caused by anomalous receptor 
signaling, leading to defective energy metabolism and accumulation of damaging oxidants. The authors also found 
abnormalities in the subthalamic nucleus occur earlier than in other brain regions, and that subthalamic nucleus 
nerve cells progressively degenerate as the mice age, mirroring the human pathology of Huntington’s disease.

”Our findings suggest early problems in the subthalamic nucleus not only contribute to the symptoms of Huntington’s 
disease, but are also likely to impair the processing capacity and health of other brain structures, more traditionally 
associated with the disease,” Bevan said.
Currently, there is no cure for Huntington’s disease; treatment can only alleviate some of the symptoms. A better 
understanding of aberrant brain receptor signaling that leads to nerve cell dysfunction could reveal a target for 
therapy, according to the authors.

The research was funded by the CHDI Foundation and grants 2R37 NS041280 and 2P50 NS047085 from the National 
Institute of Neurological Disorders and Stroke of the National Institutes of Health.

Continued from page 1



Marjorie Guthrie Legacy Symposium
On October 2, 2016, HNDC, with sponsorship from TEVA, celebrated Marjorie Guthrie’s birthday by 
hosting the Inaugural Marjorie Guthrie Legacy Symposium.
Shortly after her husband’s passing October 1967, Marjorie Guthrie set out to do something about 
Huntington’s Disease. She began by locating other families touched by HD and partnering with 
physicians to advance research. Nearly five decades later, tens of thousands of family members 
are organized in lay advocacy associations around the world. The genetic defect that causes HD 
has been identified and volunteers have recently been dosed in clinical trials of drugs designed to 
treat HD at the cellular level. Perhaps these achievements were beyond ever her imagination. Fifty 
years later, some of Marjorie’s original collaborators are still among us. Many more who pioneered 
organizing families in their local communities remain active. Thousands who have volunteered to 
advance science by participating in research remain active in our community. Together, organized by 
affiliation or as the volunteer bases for scientific inquiry, they are and continue to be the living legacy 
of Marjorie’s inaugural efforts to bring an end to Huntington’s disease. This event strived to - in some 
small way - honor her contribution to advocacy.

Jimmy Pollard - well-known to many with HD and their families around the world. For over three 
decades he has become a frequent speaker on many topics related to HD across North America, 
Europe and Australia. He now works with the CHDI Foundation traveling about the US as a guest 
speaker.

JeanPaul G. Vonsattel, MD - Director of the New York Brain Bank at Columbia University, 

Director of Neuropathology in the Taub Institute at Columbia University and also Director of the 
Alzheimer’s Research Center Neuropathology Core at Columbia University Medical Center, New 
York. His training in neuropathology started in 1978 and he became very active with the Harvard 
Brain Tissue Resource Center, McLean Hospital and Massachusetts General Hospital, Boston. He 
has extensive Academic, Hospital and Professional appointments and associations and serves 
on a number of organizational advisory boards, to include the Hereditary Neurological Disease 
Centre (HNDC) in Wichita, Kansas.

Mary C. Edmondson, MD - Medical Director of HD reach, a nonprofit organization working to 
improve the quality of life for people affected by HD. Dr. Edmondson has been involved in the care 
of HD families for most of her career. As a premedical student, she organized the first meeting of 
North Carolina HD families at Duke University with Marjorie Guthrie, widow of the late folk singer 
Woody Guthrie and Nancy Wexler, PhD, a pioneer and key leader in the charge to discover the 
Huntington’s disease gene.

Gregory Suter - Executive Director of the Hereditary Neurological Disease Centre.
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Hutchinson Kansas 3rd Annual Walk of Hope

Lubbock Texas 2nd Annual Walk of Hope:

Fort Smith Arkansas 16th Annual Walk of Hope

HD Community Events

2016 Fall Walk of Hope Re-Cap

MARJORIE GUTHRIE
LEGACY

SYMPOSIUM   2016

Guest Speaker Left to Right:
Jimmy Pollard, JeanPaul Vonsattel, Mary 

Edmondson, Gregory Suter
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To learn more about our site  & our services

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 other interested sponsors. In 
order to properly plan for sufficient sustenance, an 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!

NEBRASKA

ARIZONA

ARKANSAS 

TEXAS

KANSAS 

3rd Annual Walk of Hope Cairo, NE Spring 2017

Arizonal Inaugural Walk of Hope Phoenix, AZ Fall 2017

2nd Annual Walk of Hope Lawrence, KS Spring 2017

4th Annual Walk of Hope Hutchinson, KS October 14, 2017

3rd Annual Walk of Hope Lubbock, TX Fall 2017

17th Annual Walk of Hope Fort Smith, AR Fall 2017



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.

Alice Lewandowski
Eula Parson
Bob Spanel

Danny Christensen

Gary Glover
Paul Lang

Teresa Toman
Darlene Smith




