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This first anniversary issue is dedicated to 
the women of PD—those with it and those 
that care for those that have it! 
 

Important January Activities on Hawai`i 
Island 

 

January 8 from 1:30-2:30 Tai Chi/Chi Kung 
with Maddy (Madeline Sofranac DPT).  
Come join people from the community at 
Tutu’s House.  Take a seat and come 
away feeling positive and optimistic the 
rest of the day.  
 

Exciting News—Weekly PD Exercise is 
Back!! 
 
January 15, 22, 29 (new day--Mondays) 
from 1:30-2:30 PD Exercise with Maddy at 
the Allstar Crossfit Gym next to Tutu’s 
House—same routine every class in the 
month with a mix of BIG & PWR moves, Tai 
Chi/Boxing and a version of Dance for PD. 
Minimal cost--$5 or more per class.   
 

January 10 from 1-2:30 Waimea PD 
Support Group talk story at Tutu’s House.  
Welcoming back past and new 
participants for open conversation 
regarding how you are feeling for the 
coming year.  
 

January 26 from 2-4 pm Hilo PD Support 
Group at Hawaii County ARDC for the Hilo 
PD Support Group’s monthly discussion 
gathering with Pat Bemis, HPA Board 
member and care partner support 
specialist.  We will be breaking into 
separate groups so care partners will have 
at least an hour to share separately.  We 
strongly encourage care partners from all 
over the Island to attend this special 
meeting.  

 
Hilo PD Exercise—every Wednesday from 
9:30-10:30 am at the Hilo YMCA.  Contact 
the Y at 935-3721 for more information. 
 
 

 
Waimea PD Exercise 

 
 
 

 
Waimea PD Support Group 

 
In the course of web hunting for 
information about women and PD, this 
website-- www.parkinsonswomen.com	
popped up.  It’s a blog with lots of 
interesting information about support 
group activities as well as PD medical info 
(focused mainly on the San Francisco Bay 
Area) for women with PD. So PD women, 
we recommend you check it out. 
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Gender Disparities In PD Patient Support 

 
A Parkinson’s Foundation study published 
in the December 1, 2017 issue of the 
medical journal of the American 
Academy of Neurology reveals that 
women with Parkinson’s have significantly 
less access to care giving support than 
men.  This caregiver study uses data from 
the Parkinson’s Foundation Outcomes 
Project.  This is their largest clinical study 
tracking Parkinson's patients over time. 
 
According to Peter Schmidt PhD, Chief 
Research and Clinical Officer of the 
Foundation and author of the study, 
“women are less likely to list their spouse as 
their care partner and twice as likely as 
men to have a paid caregiver.” 
 
Men more frequently responded that they 
have regular caregivers who more often 
attended their medical appointments. 
However, the women were more likely to 
have paid caregivers who did not attend 
appointments. 
 
 20% of women reported having NO care 
partner at all.  67% of the women stated 
that their spouse was their primary care 
giver in contrast to 84% of the men.   
 
The study findings clearly indicate that 
although ALL PWPs require daily care 
giving, many women with PD do not 
receive the same level of care that men 
receive. 
 

 
 

 
Hilo PD Support Group 
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Perspectives of A Person with PD and his Care 

Partner 
 
The following are the editors’ personal 
reflections and feelings since PD diagnosis 14 
years ago.   
 
Why is this dialogue important? 
 
Joel and Phyllis:  We feel that’s it’s important 
to be vulnerable and honest, yet we do not 
want to place too much emphasis on 
ourselves.  Our hope is that our responses to 
questions will be of value to others in support 
of their relationships, especially the newly 
diagnosed.  
 
How did you both feel when Joel was 
diagnosed with PD in 2004? 
 
Joel:  My life was in major crisis not 
understanding what was happening to my 
body and mind.  I did not do well in the first 
evaluation and visits with my neurologist.  It 
was comforting to know that the craziness 
that was occurring was due to PD.  However, 
the symptoms, especially cognitive 
impairment, were ever apparent.  I did not 
feel very good about myself.  
 
Phyllis:  Joel had been experiencing a wide 
variety of undiagnosed or misdiagnosed 
symptoms ranging from extreme fatigue to 
lack of focus, difficulty concentrating, 
moodiness, etc.  I was relieved when PD was 
diagnosed because now we had some 
answers about the cause and he could begin 
treatment.  I was also very worried. 
 
Describe the years after diagnosis. 
 
Joel:  It becomes emotional to look back at 
those years.  They were really tough on both 
me and I know Phyllis too.  Being alone in the 
house with my limitations and feelings of 
dispair were downright painful at first.  I could 
not wait for Phyllis to return home. Would this  

 
continue to get worse?  I was unsure.  
Fortunately, with medication, supplements, 
exercise, and emotional support, 
progressively, I actually feel much better than 
I did even a few years ago. 
 
Phyllis: I have gone through asking myself so 
many questions: how much is Joel able to do 
on his own? How much help is the right 
amount VS too much? Am I taking too much 
control over him?  These are questions that I 
continue to ask myself and Joel & I have to be 
willing to openly talk about them. 
 
How has PD affected community 
involvement? 
 
Joel:  I have continued to be involved with 
community activities, but not as much in a 
leadership capacity.  In the past my words at 
meetings and local events did not come out 
in as clear and concise a manner as I would 
have liked.  Now I recognize, understand and 
deal better with my limitations.  
 
Phyllis: It’s been a challenge for me to help 
Joel with the activities he wants to be 
involved with without me “taking over.”  
Luckily, we are able to co-lead the Waimea 
PD Support Group and work on this newsletter 
together without creating too much of the 
stress that is really bad for both of us. 
 
How did PD affect your marital relationship? 
 
Joel and Phyllis:  In some ways, PD has 
benefited us because we have to really 
partner to get through some of the hard stuff 
like symptom changes.  We have also been 
involved in a couples’ group for the past 4 
years that meets monthly and that group has 
provided us with a great deal of needed 
support.  We have regular open conversations 
about our evolving relationship as well as our 
aging process, which helps us a lot. 
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Regular Versus CR (controlled release) 

Dosages of Levodopa/Carbodopa 
 
The following is a summary of a 
presentation made by Program co-chair 
Dr. Oscar S. Gershanik at the September 
2016 World Parkinson Congress in Portland 
Oregon.  It may be worth a discussion with 
your doctor.  You can check out the full 
blog dated October 16, 2017 at the World 
Parkinson Congress website, 
www.worldpdcongress.org 
 
Dr. Gershanik stresses the importance of 
taking Sinemet (Levodopa/Carbodopa) 
on time in regular dosages to ensure the 
best level of dopamine in the system and 
to prevent off time.  He notes that 
normally the Levodopa replacement drug 
has a half life of 2 hours working in concert 
with what is naturally produced in your 
body.   
 
According to Dr. Gershanik, the ideal is to 
have a steady and stable amount of 
dopamine in the brain to prevent off time. 
 It is also important to prevent what he 
calls peaks and troughs that contribute to 
fluctuations and possible dyskinesia. 
 
He sites studies that indicate taking regular 
dosages on a tightly controlled time frame 
(in increasing dosages as necessary) is 
preferable to using controlled release (CR) 
dosages. 
 
Using examples, Dr. Gershanik suggests 4 
hour intervals of 50mg. This translates to ½ 
of a 25/100 pill or 200mg daily increasing 
the amount if necessary to ¾ of the 25/100 
pill or 75mg per dose equaling 300mg or a 
full 25/100 or 100mg per dose equaling 
400mg daily.  Keeping dosages under  

 
500mg daily as long as possible is 
necessary to prevent complications.   
 
Editor’s comment:  Ultimately, it’s your 
decision.  However, it’s important to 
discuss possible changes in medication, 
dosages, or use of supplements with your 
doctor.   
 

Community Para-Medicine Program 
through Hawai`i County Fire Department 

 
Captain-EMS Jesse Ebersole from HFD 
spoke to a large group of attendees at 
the 12/29 Hilo PD Support Group meeting.  
He provided information about their 
program that serves to mitigate health 
problems that create overuse of the 
County’s emergency services. They do 
unscheduled visits to the homes of people 
who come to ERs extra frequently or who 
are referred by concerned family, friends, 
or neighbors.  During these visits Jesse 
(East Hawai`i) or Vern (West Hawai`i) 
along with a doctor, and possibly, a 
pharmacist, evaluate unmet needs and 
refer and connect people to existing 
resources.  Such resources can include, 
home health care, house keeping, 
transportation, nutrition, etc. You can 
contact Jesse at 961-8590 or Vern at 339-
5882 to refer someone anonymously for 
evaluation.   
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3rd Thursday MJF Webinars 

  
The Michael J. Fox 3rd Thursday webinars 
are an excellent way to learn about the 
newest research being done in the 
treatment of Parkinson’s.  The webinars, 
lead by Dave Iverson, include Q&A 
dialogue with experts who specialize in 
PD. 
  
You have to be early risers to listen to the 
podcast live at 12pm EST.   However, 
going to michaeljfox.org, you can easily 
access the site later. Click on Blogs, then 
click on Podcast:”2017 Research Year in 
Review” to listen to the December 14 
webinar.  Past webinars of special interest 
covering a wide variety of topics are also 
available.  You will have to register on the 
site for access to this insightful 
information.  
  
Dave’s guests for December include Dr. 
Andrew Siderowf, MJF CEO Todd Sherer, 
and Douglas Dumond, a PD patient 
diagnosed in October 2013.  
  
The status of continuing studies were 
discussed with hopeful news of progress 
relating to a better understanding of the 
causes of PD and clinical trials regarding 
medications that can be of benefit to 
selective populations. 
  
Douglas DuMond’s comments regarding 
his positive experience with a recent DBS 
procedure may be of special interest to 
those people considering this therapy as 
an alternative treatment.  Douglas did not 
have serious tremors at the time of 
diagnosis.  Medications initially were very 
helpful in treating typical symptoms such 
as stiffness, fatigue, anxiety and frustration 

 
with occasional freezing occurring over 
time.  At the beginning of this year, off 
time was becoming more apparent, and 
he decided to explore other medical 
alternatives including DBS. 
 
Douglas describes his recent DBS surgical 
procedure that dealt specifically with his 
symptoms by targeting specific parts of 
the brain using segment multi-directional 
leads.  Post surgery required visits to his 
doctor to make adjustments in the 
settings.  According to Douglas, the time 
between medical visits will be extended.  
  
There is much more regarding ongoing 
research on the MJF website that likely will 
be helpful to you. 
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Janet Reno--Celebrity of the Month with PD 

July 21, 1938 – November 7, 2016 
 

	
America’s first female Attorney General faced 
down many serious problems, including 
finding the Unabomber and ending a 51-day 
siege of the Branch Davidians in Waco, Texas, 
during her tenure. She held the office for 
almost eight years, and two years into her 
tenure, she started experiencing unusual 
symptoms. 
 
“I noticed a tremor in my early-morning walks 
around the Capitol. At first it was just a faint 
twitch, but it got progressively worse, and so I 
went to the doctor,” Reno told Neurology 
Now in 2006. “He asked me some questions, 
examined me, and told me that I had 
Parkinson’s and that I’d be fine for 20 years. 
Then he started talking to me about violence 
issues related to the criminal justice system!” 
Reno died in 2016, more than 20 years after 
her diagnosis. In between those two points, 
she lived a robust life, filled with kayaking, 
exercise, and a run for Florida’s governor.	
Reno said in that same interview with 
Neurology Now that she couldn’t have been 
as successful without her doctor. 
 

 
Editor’s Disclosure—all views and opinions 
expressed in Hawai`i Island Parkinson’s 
Community Newsletter are solely those of the 
editors, Joel Cohen and Phyllis Tarail, and not 
necessarily those of any other organization. 
 
 

 
 
Exercise is Medicine.   Life is what we make it! 
 
	
 


