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Greetings,
    The 11th Annual Huntington’s Disease Therapeutics Conference, sponsored by CHDI, chronicled the 
remarkable community efforts and the progress in research over the past year. With the initiation of 
two important clinical trials, programs that were first presented in their formative stages at earlier 
conferences and that have compelling HD-specific mechanisms, have made the rare transition from 
research to development.
    First introduced in 2011, evidence was presented that the active inhibition of PDE10A, known to be 
preferentially depleted in the course of HD, might provide therapeutic benefit. Today, Pfizer is already 
well into a second Phase II trial of a PDE10A inhibitor in HD patients (Amaryllis Study - Canada).
     The Ionis Pharmaceuticals/Roche antisense oligonucleotide has now become the first candidate 
therapy that directly targets the cause of HD to enter into active clinical development (HTTRx). First 
introduced nine years ago in conference presentations, this study moves forward with sites active in 
enrollment of subjects in Canada, Germany and the United Kingdom. 
    The first step along the way is what’s called a Phase 1 trial, which has a single, essential, goal to 
make sure that the experimental drug is safe in people...not mice, not monkeys, not rats...people! In 
this exciting study, 36 HD patients - what might appear to be a small sample size - will be enrolled. It 
is important to remember that the goal of this study is to establish safety...and make observations 
to assess if problems develop before testing begins in a large study cohort. 
     As these examples illustrate, CHDI’s efforts drug hunting benefits immeasurably from being 
informed as much as possible by the human disease; better understanding what is going wrong 
in persons with HD gives us insight into true mechanism, 
the opportunity to model these problems in other species 
and, most importantly, the confidence that when we apply 
those model findings to humans, we will have a greater 
chance of success.
     The utility of studying HD in humans begins long before trials 
of interventional therapeutics. CHDI and collaborators are now 
working to better characterize HD individuals and expand 
the collection of essential biosamples available to the HD 
research community. This includes new clinical studies, 
collecting CSF (cerebral spinal fluid) and various other tissues 
in new clinical studies such as HDClarity, brain banking, and 
multi-tissue monitoring studies, all with the hope that the observations done today in humans 
(studies such as ENROLL HD) will fuel tomorrow’s therapeutic candidates.
     As the largest enrolling site in North American in the ENROLL-HD study, your participation is 
critical to the success of this new research. If you are not currently involved in this study, please 
consider your participation...working hard today with the hope for new clinical trials tomorrow!

Salutations,

Gregory Suter
Executive Director
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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.”
 April 16*
May 21*
June 18*

Wichita Meetings at HNDC offices
3223 N. Webb Rd., Ste. 4 

Wichita, KS
Lawrence Meeting at Lawrence 

Memorial Hospital
Lower Level Meeting Room

As posted on Directory
325 N. Maine St.

Lawrence, KS

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

meeting information.

Clinic Schedule 
2016

KANSAS Support group 
meetings - 7:00 p.m

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

Sarah Tabrizi, PhD shares an 
update on the HTTRx trial
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It is common to notice changes in our 
thinking and memory abilities as we grow 
older, because just as our bodies age, so do our 
brains. We may notice that it becomes more 
difficult to remember new information or to 
recall a person’s name. It may take longer to 
think through problems, focus our attention, or 
remember where we’ve placed our belongings. 
These normal age-related changes can be 
annoying, but they don’t typically interfere 
with our daily functioning. However, if these 
changes are significant enough to impact daily 
life, cause others to be concerned, or appear to 
be getting worse with time, it may be time to 
be evaluated by a professional. 

There are a number of possible causes for 
memory and thinking problems. Some causes 
are reversible and when treated, can lead to 
improvements in memory and thinking. These 
modifiable causes include medication side 
effects, sleep deprivation, 
vitamin deficiencies, 
depression and anxiety. 
However, some memory 
and thinking problems 
continue to get worse 
over time, which may 
indicate the presence of 
dementia.

 Alzheimer’s disease is 
by far the most common 
cause of dementia but 
Frontotemporal disease, 
dementia with Lewy 
Bodies cerebrovascular disease, Parkinson’s 
disease, HIV/AIDS, Huntington’s Disease and 
chronic alcohol abuse all can impact the way 
the brain functions. These different causes 
of dementia lead to different signs and 
symptoms beyond memory difficulties. 

When changes in thinking abilities appear, 
it can be helpful to discuss these changes 
with your physician, who may refer you for 
a neuropsychological evaluation to help 
with diagnosis and treatment planning. 
Neuropsychologists use tests that are very 
sensitive to even mild changes in memory and 
thinking. These tests can help to determine if 
the memory and thinking problems are due to 
normal aging, mood problems, or are signs of 
a dementia.  Neuropsychological testing can 
be particularly helpful in the early stages of 
dementia when problems with thinking and 
memory can be mild and may be difficult to 

detect even after a thorough medical work-
up. Unlike shorter screening tests used to 
detect memory problems in man doctors’ 
offices, neuropsychological tests allow the 
neuropsychologist to examine a variety of 
thinking abilities and compare a patient’s 
abilities to those of others the same age. This 
information is combined with information 
given by the patient and his or her family 
to determine which area of thinking has 
gotten worse, and by how much they have 
declined. Neuropsychologists also provide 
recommendations to the patient and family 
members regarding the best ways to manage 
the disease going forward. 

When it comes to managing the disease, 
there are many courses of action that patients 
and families may take. The first is medication. 
Some drugs allow patients to function better 
for longer as the disease progresses, but 

these drugs only work 
for a period of time, 
and they may not work 
at all for some people. 
Unfortunately, these 
medications are not a 
cure and do not stop the 
disease. For people who do 
not respond to currently 
marketed drugs, or who 
are searching for other 
alternatives, a clinical trial 
may be an option they 
explore. Another approach 

focuses on the patient’s physical health and 
behavior modifications. This approach begins 
with controlling chronic diseases like high 
blood pressure, cholesterol, and diabetes, as 
these disorders affect the amount of blood and 
nutrients that get to the brain. Next, it can help 
to keep the brain active by completing cognitive 
tasks like crossword puzzles, reading, and 
socializing with other people. Getting enough 
sleep and increasing physical activity such 
as walking, swimming, gardening, or dancing 
are also good for the brain. Finally, some may 
find it useful to develop some compensatory 
strategies. Making to-do lists, using memory 
aids like calendars or a book to write important 
information in, and having a special place for 
important items (e.g., keys and glasses) all 
help by minimizing the amount of information 
to remember. 
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A Neuropsychological Evaluation Can Result in Early 
Detection of Dementia

-Reprinted from Newsletter sent to HNDC Office

ARKANSAS & 
SW OKLAHOMAHereditary Neurological Disease Centre is still 

accepting participants for the ENROLL-HD 
observational study.
Call for details 1-888-232-4632

Join the 
worldwide effort 
to advance 
Huntington’s 
disease 
research.

Dementia is an 
umbrella term that 

usually means a 
permanent decline in 
thinking abilities and 
impairments in daily 

functioning. 
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WANTED: Volunteers!
Be part of the excitement of our Walk of Hope events. Duties range from folding T-Shirts, working registration, acting as 
directional volunteer... Primarily day of the event work.

If interested in joining our Walk of Hope volunteer team, please contact HNDC at  1-888-232-4632

HD Community Events
Lawrence Kansas Inagural Walk of Hope:
When: April 23, 2016 @ 8:30am
Where: Holcom Park Recreation Center – 2700 W. 25th St, Lawrence KS

Cario Nebraska 2nd Annual Walk of Hope:
When: May 21, 2016 @ 8:30am
Where: Cario Community Center – 305 Said St, Cario NE

Hutchinson Kansas 3rd Annual Walk of Hope:
When: September 10, 2016 @ 8:30am
Where: Carey Park Homebuilders Shelter – Near the Zoo, Hutchinson KS

Lubbock Texas 2nd Annual Walk of Hope:
When: November 5, 2016 @ 8:30am
Where: Hillside Christian Church – 6202 Milwaukee Ave, Lubbock TX

Fort Smith Arkansas 16th Annual Walk of Hope:
Coming Fall 2016

Bi-Annual Nebraska HD
Support Group Meeting & Education Day

When:   April 24, 2016
Where: Central Valley Ag Coop – 2803 N. Nebraska   
               Ave, York NE
Time: 12:00pm

Free catered lunch by HNDC

Greg will be present to give an update on the 11th Annual 
CHDI meeting in Palm Springs held in February 2016.

**Please RSVP by Wednesday, April 20, 2016 by calling 
1-888-232-4632 or email Gregory at 

 gregory@hndcentre.com.

To learn more about our site  & our services

ARKANSAS & 
SW OKLAHOMA

NEBRASKA



3223 N. Webb Road, Suite 4
Wichita, Kansas 67226

Like us on Facebook @ Hereditary Neurological Disease Centre

www.huntingtonsdiseaseclinic.com

As Memorial Day approaches HNDC would like to 
remind you that ”May is HD Awareness Month”. 
Donations in honor and memory of loved ones lost 
to HD can be sent to HNDC. Please look for our 
Memorial Day appeal in the mail.

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.

Memorials

HNDC can now benefit from community reward points through Dillons, Bakers or Gerbes,
Hereditary Neurological Disease Centre will get credit for every 
purchase its members make using their registered Plus Card. 
The more you shop, the more opportunity HNDC has to earn even 
bigger rewards.

To Enroll in the Community Rewards Program:
1. Members mus visit our website at www.banner.com/ 
    communityrewards (sub Dillions, Bakers or Gerbes for banner 
     depending on your location)
2. Sign in OR create account (see below on creating online 
       account at our website)
3. Click on ”Enroll Now”
4. Enter the 5-digit NPO and search HNDC NPO is 27354
5. Select your Organization and click on ”Enroll”

Items needed before registering :
* A Plus card, which is available at any store by asking an associate
* A valid email address, which can be obtained from any free online  
   service and can be anonymous
* A personalized account at our website, which again can be 
   anonymous 

HNDC is now participating in Amazon Smile. Login into smile.amazon.com 
and select  Hereditary Neurological Disease Centre as your Amazon Charity.

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.

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.

                                                               Barbara Johnson

Timothy Howell

Dan Fincham

Ruth Moore

LaFaune Breitenbach


