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Family planning options for HD-free kids

Team Hope on the move to Coralville
In addition to the Team 

Hope Walk in Ankeny Sept. 
19 at Hawkeye Park, there 
will be a brand new Team 
Hope Walk on Nov. 7 in 
Coralville at the Coral Ridge 
Mall. Organizers are looking 
for volunteers and donations 
for a silent auction. Money 
raised from both walks 
benefits the HDSA Iowa 
Chapter. For more on the 
Coralville walk, see the insert 
in this newsletter. 

Research ongoing 
at UI HDSA COE

See RESEARCH p. 3

“Will my kids have what I have?” 
This is a common question in genetic 

counseling. Sometimes this question 
comes after the kids are already grown, 
in which case we know the risk for 
Huntington disease is 50-50. But in 
other cases, this question comes before 
pregnancy, which leads to a conversation 
about reproductive options.

It is possible to make family planning 
decisions to prevent having a child that 
is at risk for HD. These are very personal 
decisions, and what is 
right for one person or 
family may not be right 
for others. Our job as 
genetic counselors is 
to present the available 
options, and to help the 
family determine what is best for them. 

Prenatal options
If a woman is pregnant, the pregnancy 

can be tested through various methods to 
determine if it has the gene expansion that 
would cause HD.

Chorionic Villus Sampling (CVS): 

CVS is performed between 10-12 weeks 
of pregnancy. Cells from a sample of 
the placenta are tested for the familial 
gene expansion. Complication rates vary 
by center and expertise of the person 
performing the test, but are usually 
quoted between 1-in-100 to 1-in-300. 
Complications can include miscarriage. 

Amniocentesis: This test is performed 
after 15 weeks of pregnancy, in the second 
trimester. A sample of the fluid that 
surrounds the pregnancy (amniotic fluid) 
is taken, and cells are analyzed for the 
familial gene expansion. The complication 
rates for amniocentesis are usually quoted 
lower than CVS, between 1-in-200 to 
1-in-1,000. 

What a family 
does with the 
information from this 
testing is ultimately 
up to them. However, 
typically this testing 
is offered to couples 

who plan to terminate a pregnancy if 
it is determined to have the HD gene 
expansion. It is not the right option for 
everyone, but this method can prevent 
future generations from having HD. 

Preconception option
Preimplantation genetic diagnosis 

(PGD) is available if a couple does not 
want to have a child at risk for HD 
and does not want to have to make the 
decision about terminating a pregnancy. 
PGD is used in connection with in vitro 
fertilization (IVF), which is a procedure 
more commonly used for couples who 
have difficulty conceiving on their own. 
In IVF, egg and sperm are combined in 
a laboratory and grown into embryos. 
Different labs use different technologies, 
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Several family planning options exist to 
prevent having a child at risk for HD

Dr. Ed Wild of HDBuzz and 
University College London calls 
Huntington disease the most curable 
incurable brain disorder, in part because of 
the promise he and other researchers see 
in treating this disease that has a known 
genetic repeat as its cause. In order to 
continue moving closer toward treatments 
and an eventual cure, participants are 
needed to take part at all levels of research, 
from observational studies to clinical trials.

The following studies are currently 
ongoing at the UI HDSA COE. 

Enroll-HD: The UI HDSA COE is 



HD Support Groups

Des Moines
Valley View Village Conference Room

2571 Guthrie Avenue
Third Sunday at 1:30 p.m.

Mark Hillenbrand
(515) 277-0814

Omaha, Nebraska
Perkins Restaurant

4702 S. 108th Street
Second Monday at 6 p.m.

Cathy McNeil
(402) 537-0739

North Liberty (Iowa City)
North Liberty Recreation Center

520 W. Cherry Street
Fourth Sunday at 1 p.m.

Amanda Miller
(319) 335-6640
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All in for HD Awareness Month

The UI HDSA COE had a busy May recognizing HD Awareness Month. Staff took part in the 
HDSA Iowa Chapter’s 2015 HD Education Day on May 2, which was a big success. Staff also 
spread awareness with pies to the face on the UI campus May 28. And a custom HD Aware-
ness Month shirt was designed to be worn at an HD Awareness Month group lunch (pictured).

FAMILY continued from P. 1

Student excels at HD research
Excerpted from “The Student 

Experience: McKenzie Wallace” by Richard 
C. Lewis in Iowa Now on April 20, 2015.

McKenzie Wallace demonstrates a machine 
used to measure body mass in HD patients.
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but once an embryo has a certain number 
of cells (at least six), between one and ten 
are removed either by a biopsy, removed 
chemically or removed by a laser. The 
DNA from these cells is analyzed for the 
familial gene expansion.

The lab would choose the best 
embryos that are not affected with HD 
to be implanted back into the uterus of 
the mother to carry to term. PGD can be 
an amazing option for some families, but 
there are downsides, including the need 

for hormone shots and two surgeries. 
There is no guarantee that the embryo will 
implant when reentered into the uterus, 
so an additional cycle may be needed. 
Each cycle of IVF tends to cost $10,000 
–$20,000, and not all insurances cover it. 
Furthermore, each PGD is often another 
$3,000–$5,000. Finally, many centers 
would suggest following up PGD with a 
CVS or amniocentesis to ensure that the 
embryo implanted really was free of the 
gene expansion causing HD. 

All of these options are available for 

couples who know the affected parents’ 
gene status. They are also available if 
someone is at risk for HD, but does not 
want to know their own status. This is 
called non-disclosure testing, and the at-
risk parents’ status will not be disclosed. 
Your local genetic counselor would be 
happy to review the specifics of these 
options in more detail. These are very 
personal decisions and only the family can 
know if one of these options is right for 
them.

Little did she know it, but McKenzie 
Wallace was destined to study at the UI 
from when she was 11 years old.

That was when a close family friend 
with two daughters whom Wallace had 
played with for years passed away from 
Huntington disease. 

“When she passed away, my dad 
told me, and I just broke down in tears,” 
Wallace recalled. “I couldn’t function that 
day. I was bawling my eyes out at the 
funeral. It was the first time that I had 
experienced death and just knowing what 
was going to happen to her daughters.”

The experience emboldened Wallace, 
a graduating senior majoring in nursing 
and international studies/global health. 
She chose the UI in large part due to 
its strength in HD research. Wallace 

approached Dr. Nancy Downing about 
helping out in her lab.

Downing hired Wallace, and from 
that moment, Wallace was a co-leader of 
a project examining how diet and exercise 
affect the disease’s progression.

“She was a go-getter,” says Downing, 
an assistant professor of nursing. “She 
seemed to very quickly understand what 
was needed and not need much guidance. 
She took the initiative, which was 
exceptional (for a student) at her level.”

“Nancy just let me kind of take over as 
much as I wanted to,” related Wallace. “So, 
I just jumped in and tried to find out what 
would work.”

Wallace’s research included organizing 
the study, recruiting participants, 
conducting the research, analyzing data, 
and writing about the results. The payoff: 
first authorship on a paper that will be 
submitted to a peer-reviewed journal.

“Well, she earned it,” Downing says 

of Wallace’s lead authorship on the paper, 
a rarity for an undergraduate. “She was a 
very hard worker, and she didn’t just treat 
it like a job. She acted in the full capacity 
as a researcher, which is having intellectual 
conversations from the beginning.”

Loss of family friend to HD inspired Wallace to pursue research 

https://twitter.com/UIowa_HDCenter
https://www.facebook.com/UIHDcenter
http://now.uiowa.edu/2015/04/student-experience-mckenzie-wallace
http://now.uiowa.edu/2015/04/student-experience-mckenzie-wallace
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The hot dish on spreading HD awareness

For more information or to participate 
in any of these studies, contact us at 
hdcenter@uiowa.edu or 319-353-4307.

Excerpted from “Huntington’s disease 
awareness: Spreading it, maximizing it and 
measuring success with a hot dish” by Sean 
Thompson in The Huffington Post on June 
22, 2015.

For advocate Sara Dean, “casserole awareness” 
would mean knowing how to react to HD.

Feeling supported and understood by 
friends and the general public, and not feeling 
utterly alone anymore. This is how so many 
in the HD community would like to 
feel. Making inroads toward this level of 
support involves achieving one of those 
nebulous activism buzzwords: awareness.

Whether talking about HD or any 
other cause or human condition, we know 
awareness is a good thing. But beyond 
that, the whole idea of awareness can be 
murky. How exactly is awareness beneficial 
for those who need it? And how can 
awareness of HD be achieved?

The June 1 HBO premiere of “The 
Lion’s Mouth Opens,” the stunningly 
powerful and beautiful Huntington’s 
disease documentary by Academy 
Award nominated director Lucy Walker, 
represents a big step forward for HD 

awareness. 
According to Huntington’s disease 

advocate and Team Run for HD co-
founder Sara Dean, seeing someone as raw, 
honest and eloquent as actress/director 
Marianna Palka talking about her life, 
her father who has Huntington’s disease, 
and seeing her experience the emotional 
turmoil of being at risk expresses what 
people like Dean are going through with 
unparalleled effectiveness. 

In addition to the sheer wallop of 
Huntington’s disease reality displayed 
during those 28 minutes of “The Lion’s 
Mouth Opens,” the airing of the film 
on a national cable network amplified 
awareness by reaching a wider audience 
than HD is usually afforded. 

As of now, Dean says growing 
up in an HD family can be incredibly 
ostracizing. When someone is impacted by 
breast cancer, for example, we have a much 
better idea of how to react. As Dean says, 
we empathize, bring cards and we drop off 
casseroles. 

“Awareness is our bridge to the 
world,” Dean says, “so that when someone 
says “I have Huntington’s disease,” people 
will respond with ‘We’re in this together – 
here’s a casserole!’”

It’s funny (humor can be a huge 
awareness technique as well), but Dean’s 
hot dish example is a goal to strive for. 
With dedicated advocates like Dean, 
Palka, Walker and many others, the HD 
community is on its way to achieving a 
new wonderful term coined by Dean: 
“casserole awareness.”

a site for the biggest observational study 
of HD, with more than 6,500 participants 
worldwide. In addition to its size, Enroll-
HD is unique because anyone from the 
HD community is eligible to participate. 
That includes gene positive and negative 
individuals, those who are untested, 
diagnosed individuals, and partners, 
spouses, or caregivers.

The purpose of Enroll-HD is to 
understand HD as it happens in people, 
to improve the design of clinical trials 
to accelerate discovery of effective 
treatments, and improve clinical care 
for HD patients 
by identifying best 
practices. Visits 
typically take no 
more than two-and-a-half hours and 
can often be completed on the same day 
as other research or clinical care. Travel 
compensation is provided.

PREDICT-HD: The UI HDSA 
COE’s flagship study has continued to see 
new participants in our center, and current 
participation in the study will conclude in 
August.

Recent participants have been 
individuals who have been willing to 

undergo a spinal tap procedure in order to 
collect cerebral spinal fluid (CSF). Study 
Coordinator Bella De Soriano says an 
emphasis has been placed on collecting 
CSF samples because researchers think 
examination of the proteins and molecules 
in CSF may lead to further understanding 
of HD, and could potentially lead to new 
methods to diagnose and treat HD.

Thanks to study participants and their 
continued willingness to give their time 
and energy toward to contribute to this 
14-year study, De Soriano says recruitment 
goals have been met and no new visits are 
being scheduled until further notice. 

Clinical trials 
coming soon

The UI HDSA 
COE has long been 
a site for multiple 

ongoing clinical trials to test the latest 
potential treatments for HD. Currently, 
the center is nearing the final stages of 
approval to begin recruiting participants 
for at least two clinical trials. UI HDSA 
COE Social Worker Amanda Miller says 
announcements will be coming soon with 
more information about opportunities 
to take part in these studies featuring 
promising new therapies for HD.

photo courtesy HDSA
HDSA National Youth Alliance 2015 Ultimate 
Youth Researcher Jolene Luther (middle) 
is joined by NYA members Amanda 
Butterworth (left)  and Angela Mabry (right).

Luther wins research 
award at convention

Jolene Luther, was named the HDSA 
National Youth Alliance’s 2015 Ultimate 
Youth Researcher at this year’s HDSA 
National Convention for her accomplish-
ments at the UI HDSA COE. 

During her year as a research associ-
ate, Luther coordinated four studies and 
cowrote a manuscript on psychiatric symp-
toms in early HD. 

Luther is continuing her career in HD 
research this fall as a graduate student at 
the Medical College of Wisconsin.

https://twitter.com/UIowa_HDCenter
https://www.facebook.com/UIHDcenter
mailto:hdcenter%40uiowa.edu?subject=
http://www.huffingtonpost.com/sean-thompson/huntingtons-disease-aware_b_7638866.html
http://www.huffingtonpost.com/sean-thompson/huntingtons-disease-aware_b_7638866.html
http://www.huffingtonpost.com/sean-thompson/huntingtons-disease-aware_b_7638866.html


Amanda Miller                       
1-308 MEB
Iowa City, Iowa 52242
(319) 335-6640
hdcenter@uiowa.edu

www.facebook.com/UIHDcenter
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The conventional wisdom that women outlive 
men is true, but why? It may be a matter of 
lifestyle and diet, researchers say.

Excerpted from “Why do women out-
live men? Science zeroes in on answer” by 
Sasha Harris-Lovett in the Los Angeles 
Times’ Science Now blog on July 8, 2015.

Could lifestyle explain why women live longer?

Women tend to live longer than men. 
But it wasn’t always that way, a new study 
says.

In the study published in the 
Proceedings of the National Academy of 
Sciences, researchers began by examining 
common causes of death of people going 
back more than 200 years. 

The researchers focused on five major 
causes of death: cardiovascular disease; 
stroke; cancer; influenza and pneumonia; 
and smoking-attributable deaths, which 
they estimated from rates of lung cancer 
and other smoking-related diseases. 

In general, men and women born in 
the 19th century had much shorter lives 
than people born in the 20th century. 
That’s because people who lived in the 
1800s had less access to clean water and 
food, and they didn’t have antibiotics to 

help them fight infectious disease, said 
Hiram Beltran-Sanchez, a demographer at 
the University of Wisconsin in Madison 
and the lead author of the study.

But once antibiotics, safer water and 
more nutritious food became available, the 
odds of dying in any given year between 
the ages of 40 and 90 fell by 0.29% for 
women, compared with 0.17% for men.

While these numbers are small, 

they add up over time - for people born 
between 1900 and 1935, men were two 
to three times more likely to die in their 
50s and 60s than were their female 
counterparts, the researchers wrote. This 
gender imbalance is caused primarily by 
cardiovascular disease and smoking-related 
deaths, he said. 

By looking at data from the 
United Nations Food and Agriculture 
Organization, the team saw that the 
gender gap in life expectancy really opened 
up when people started eating more 
animal fats, a shift that began in adults 
born at the end of the 19th century. 

These data mean the difference in 
life expectancy between men and women 
probably isn’t due to biological factors 
alone, Beltran-Sanchez said. And that 
would be good news.

“If this is something that has been 
triggered by lifestyle, or diet, we could 
potentially ameliorate it or diminish it,” he 
said.

mailto:hdcenter%40uiowa.edu?subject=
http://www.latimes.com/science/sciencenow/la-sci-sn-women-live-longer-than-men-20150707-story.html
http://www.latimes.com/science/sciencenow/la-sci-sn-women-live-longer-than-men-20150707-story.html


Join the fun and 

volunteer to help 

with the Iowa City/

Coralville Team 

Hope Walk! 

Saturday, November 7, 2015 

Coral Ridge Mall | Coralville, IA 
 Raise awareness about HD 

 Meet new friends impacted by HD 

 Increase funds to support HDSA 

Volunteers are needed to help with all aspects of 
planning the walk including Team Captains, securing 
silent auction items, identifying potential walk 
sponsors, and helping the day of the event. 

The Team Hope Walk program is HDSA’s signature grassroots fundraising campaign designed to provide hope and support 
for those touched by this devastating disease. All proceeds support HDSA’s mission to improve the lives of people affected 
by HD and their families. Since their inception in 2007, Team Hope Walks have occurred in over 100 different cities and have 
raised over $7 million for the cause.  

For more information or to get involved, contact 
Ingrid Wensel 
Walk Coordinator 
319-431-7823 
iowacity@walkforhd.org 


