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     As Mahatma Gandhi said, ”Be the change you want to see in the world.” A penny, 
a nickel, a dime and a quarter by themselves don’t seem like much, but together 
over time they can add up and help support the HD community. HNDC has Piggy 
banks available for adoption.  Keep your Pig for a year and watch it fill up with all of 
your lose change to make a big difference.
   If you have already adopted a Pig, don’t forget to empty all of 2017 and begin 
anew for 2018. If you would like to adopt a Piggy Bank, please call us and we will 
send you a bank. Then you can feed the little guy loose change (or $10s and $20s!!) 
until he is full. Once full, take it to the bank and cash it in, then send us a check. 
Keep your low maintenance pet and repeat process. If you would like to join us in 
this fundraising effort, please call the office and we will make sure you get one of 
these Pigs with a Purpose. The Hereditary Neurological Disease Centre, Pigs with a 
Purpose fundraiser recognizes the value of your loose change. Together we can help 
CHANGE lives.
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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
huntingtonsdiseaseclinic.com

www.huntingtonsdiseaseclinic.com

NEXT 2018 CLINIC DATES ARE 
AS FOLLOWS

February ...................................17
March .......................................17
April ..........................................21
May ........................................ TBD
June ...........................................16
July ................................. No Clinic
August ......................................18
September ...............................15
October .....................................20
November ................................17
December...................... No Clinic

HNDC clinic is composed of 
a volunteer medical team 

including Neurology, Speech 
Therapy, Dietary, Physical 
Therapy and Social Work. 

There are no ”standing 
appointments.”

To schedule a clinic assessment 
or if you have questions about 

scheduling a clinic appointment 
please contact HNDC.

Clinic Schedule 
2018
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Ionis Pharmaceuticals Licenses IONIS-HTT Rx to Partner 
Following Successful Phase 1/2a Study in Patients with 
Huntington’s Disease December 11, 2017 Dose-dependent 
Reductions of Mutant Huntingtin Protein Observed Ionis 
Earns $45 Million License Fee
CARLSBAD, Calif., Dec. 11 , 2017 / PRNewswire/ -- Ionis
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Pharmaceuticals, Inc. (NASDAQ: IONS) 
announced today that Roche has 
exercised its option to license IONIS-HTTRx 
following the completion of a Phase 1/2a 
randomized, placebo-controlled, dose 
escalation study of IONIS-HTTRx in people 
with Huntington’s disease (HD). Roche will 
now be responsible for all development 

and commercial activities. IONIS-HTTRx 
is the first therapy in clinical development 
designed to target the underlying cause 
of HD by reducing the production of 
the toxic mutant huntingtin protein 
(mHTT). In conjunction with the decision 
to license IONIS-HTTRx, Ionis earned 
a $45 million license fee from Roche. 
Ionis Pharmaceuticals (PRNewsfoto/
Ionis Pharmaceuticals, Inc.) In the Phase 
1/2a study, dose-dependent reductions 
of mHTT were observed in participants 
treated with IONIS-HTTRx. 
   In addition, the safety and tolerability 
profile of IONIS-HTTRx observed in the 
Phase 1/2a study supports continued 
development. Ionis and Roche plan 
to present results from this study at 
medical conferences in the first half 
of 2018 and plan to submit the study 
results for publication in a peer-reviewed 
medical journal. Ionis and Roche have 
also recently initiated an open-label 
extension (OLE) study for patients who 
completed the Phase 1/2a study. ”We are 
encouraged by the performance of IONIS-

HTTRx in the Phase 1/2a clinical study. 
The dose-dependent reductions of mHTT 
we observed in the study substantially 
exceeded our expectations and we were 
equally encouraged by the safety profile 
of the drug,” said Dr. C. Frank Bennett, 
senior vice president of research at Ionis 
Pharmaceuticals. ”We are grateful to the 

patients and investigators participating in 
this study. 
   We could not have reached this 
important milestone without their 
commitment and that of the broader HD 
community.” ”We are extremely pleased 
that to have reached this important 
milestone in our collaboration with 
Roche to discover and develop a therapy 
for people with Huntington’s disease,” 
said B. Lynne Parshall, chief operating 
officer at Ionis Pharmaceuticals. 
”This is our second antisense drug 
targeting a neurodegenerative disease 
to demonstrate a positive impact on a 
disease target in the CNS.” ”The results 
of this trial are of ground-breaking 
importance for Huntington’s disease 
patients and families. For the first time, 
a drug has lowered the level of the toxic 
disease-causing protein in the nervous 
system, and the drug was safe and well 
tolerated. The key now is to move quickly 
to a larger trial to test whether IONIS-
HTT Rx slows disease progression,” said 
Dr. Sarah Tabrizi, professor of clinical 

C. Frank Bennett, PhD.

”We are encouraged by the performance of IONIS-HTTRx in the Phase 1/2a 
clinical study. The dose-dependent reductions of mHTT we observed in the study 
substantially exceeded our expectations and we were equally encouraged by the 

safety profile of the drug.”



neurology, director of the University College London’s 
Huntington Centre and the global lead investigator on the 
Phase 1/2a study. 
   Roche is now responsible for all IONIS-HTTRx 
development, regulatory and commercialization activities 
and costs. The two companies will work together to 
transition the ongoing OLE to Roche which will be 
responsible for managing this study and all future 
studies. This transaction is subject to clearances under 
the Hart-Scott-Rodino Antitrust Improvements Act. 
ABOUT IONIS-HTTRx and HUNTINGTON’S DISEASE (HD) 
IONIS-HTTRx is an antisense drug in development for the 
treatment of HD. IONIS-HTTRx is designed to reduce the 
production of all forms of the huntingtin (HTT) protein, 
which in its mutated variant (mHTT) is responsible for HD. 
As such, IONIS-HTTRx offers a unique approach to treat 
all patients with HD, irrespective of their individual HTT 
mutation. IONIS-HTTRx has been granted orphan drug 
designation by the U.S. Food and Drug Administration 

(FDA) and by the European Medicines Agency (EMA) for 
the treatment of patients with HD. HD is a rare, genetic, 
progressive, neurodegenerative disease resulting in 
deterioration in mental abilities and physical control. In 
the U.S., there are approximately 30,000 individuals with 
symptomatic HD and more than 200,000 people at risk of 
having inherited HD. HD is referred to as a triplet repeat 
disorder and is one of a large family of genetic diseases in 
which certain gene sequences are mistakenly repeated. In 
HD, the trinucleotide sequence in the gene that encodes 
for the HTT protein is repeated more than 36 times. The 
resulting mHTT protein is toxic and gradually damages 
neurons in the brain. Symptoms of HD usually appear 
between the ages of 30 to 50 years and continually worsen 
over a 10- to 25-year period. Ultimately, the weakened 
individual succumbs to pneumonia, heart failure or other 
complications. Presently, there is no effective disease-
modifying treatment for HD, and current products focus 
only on managing disease symptoms. 

Full press release can be found at: http://ir.ionispharma.com/news-releases/news-release-details/
ionis-pharmaceuticals-licenses-ionis-htt-rx-partner-following

Ionis article continued.....

Shelley Patterson is the mother of four children and she has seven grandchildren.  She 
loves spending time with her family.  She has been a nurse for twenty-two years and a 
hospice nurse for twenty years.  She has been involved in hospice education, and has 
had the opportunity to help ease the stress and difficulty for terminal patients and their 
families.  Shelley is also a part of the team at Serenity Hospice.

February 13, 2018 at 6pm
Serenity Hospice Care - Shelley 

A native of Stillwater, OK and now living in Norman, OK, Juliet Gay, MPT, received her 
Master of Science degree in physical therapy from Rockhurst University in Kansas City, 
MO in 1999.  She then spent the first few years of her career in Houston, TX, where she 
had the opportunity to work at The Institute for Rehabilitation and Research (TIRR) at their 
outpatient neurological facility working with people with various neurological diseases 
and traumatic injuries.  She first encountered Huntington’s Disease after her aunt was 
diagnosed in 2011.  She also has immediate family members who have the disease and is 
passionate about applying her many years of skills and knowledge as a physical therapist 
to helping support and improve the lives of people and caregivers living with Huntington’s 
Disease.

A Missouri native, Larry received his B.A. in English and Biblical Studies from Blue Mountain 
College, in Blue Mountain, MS.  From there he obtained his MDiv and Ph.D degrees from 
Southwestern Baptist Theological Seminary in Fort Worth, TX.  Larry has taught part time 
at Friends University since 1998 and have been a hospice chaplain since 2005, currently 
working for Serenity Hospice of Wichita.  He is married with three grown children and two 
grandchildren.  Larry has a personal relationship with Huntington’s Disease, his father was 
diagnosed in 1979 and died in 1991.  In 2010, he became aware of HNDC, and was tested that 
year.  Larry discovered that he is gene negative.  Larry has remained active as a participant 
at monthly support group meetings and it is his desire to support and encourage those who 
are associated with this disease in any way.  

April 10, 2018 at 6pm
Juliet Gay, Physical Therapist

February 13, 2018 at 6pm
Serenity Hospice Care - Larry 

Upcoming Guest Speakers



The ENROLL HD study team of the Hereditary Neurological Disease Centre will be in attendance 
at the first Enroll-HD Congress. CHDI, the sponsor of ENROLL HD, will be hosting the conference 
in May at the Hotel Le Chateau Frontenac in Quebec City, Canada. The Congress will address 
modifications to the Enroll-HD platform and observational study, highlight advances in HD clinical 
research, disseminate new scientific findings about HD, and continue to foster collaborative 

research and open data sharing. It’s an opportunity to connect, learn, and share experiences among the global Enroll-
HD clinical community. 

Again this year, staff of the Hereditary Neurological Disease Centre have been invited 
to attend the 13th Annual Huntington’s Disease Therapeutics Conference: A Forum 
for Drug Discovery & Development in late February. This unique conference series 
focuses on drug discovery and development for Huntington’s disease. It draws 
participants and speakers from the biotech and pharmaceutical sectors as well as 
academia and research institutions. The conference is intended as a forum where 
all participants can share ideas, learn about new disciplines, network with colleagues 
and build new collaborative partnerships.

In early October, 2018 HNDC will again celebrate Marjorie Guthrie’s birthday by hosting the 
Second Marjorie Guthrie Legacy Symposium, featuring a keynote speaker and panel of 
experts. Shortly after her husband’s passing in 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 even 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 strives to - in some small way - honor her contribution to advocacy. 

MARJORIE GUTHRIE
LEGACY

SYMPOSIUM
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Thank you all who attended, donated, sponsored and coordinated the
HNDC 2017 Walk of Hope events 

HD Community Events in Review
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Annual Walk of Hope:
When: May 5th @ 9:00am
Where: Holcom Park
2700 W. 27th Street

Annual Walk of Hope:
When: April 28th @ 9:00am
Where: Hillside Christian Church
6202 Milwaukee Ave

Annual Walk of Hope:
When: TBD

Up Coming Events

HD Community Events in Review

LAWRENCE KS

HUTCHINSON KS

FORT SMITH AR

LUBBOCK TX

Inaugural Walk of Hope:
When: March 3rd @ 9:00am
Where: Glendale Community College 
Football Field  - 600 W. Olive Ave

GLENDALE AZ

Annual Walk of Hope:
When: June 2nd @ 9:00am
Where: Cairo Community Centre
305 Said Street

CAIRO NE

On October 10th, Wichita attorney spoke to the 
Wichita Area Support group providing valuable 
information on Estate Planning.

Paul Good, Attorney

On January 13th, 2018 HNDC partnered up with the 
Wichita Thunder for the first ever Hockey for HD 

fundraiser and community awarness night.

Hockey for HD



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

The 2018 Wichita Area Support Group is listed below:
January 9th - Regular Support Group - 7:00pm
*February 13th - (Speakers - Serenity Hospice Care) - 6:00pm
March 13th - Regular Support Group - 7:00pm
*April 10th - (Juliet Gay - Physical Therapist) - 6:00pm
May 8th - Regular Support Group - 7:00pm
*June 12th - (Speaker - Jeremy Tan, MD - Psychiatrist) - 6:00pm
July - Summer Break No Group
*August 14th - (Julie Scherz, PhD - Speech Language Pathologist) - 6:00pm
September 11th - Regular Support Group - 7:00pm
*October 9th - (Paul Good - Attorney) - 6:00pm
November 13th - Regular Support Group - 7:00pm
December - Christmas Break No 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.

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.

To learn more about our site  & our services



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.

* Randall Riley * Kim Quaid * Peter Como * Carolyn Germany * 
* Roger Weidman * Elizabeth Stone *


