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Important July Activities on 

 Hawai`i Island 
 

July 9 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.  
 
July 2, 16, 23 (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 or 
pay $20-$40 per month.  We need more 
attendees to keep these classes going, so 
please join us on Mondays! 
 
NOTE: Maddy will be taking the month of 
August off, so please come in July! 
 
July 11 from 1-3:00 Waimea PD Support Group 
talk story at Tutu’s House.  July’s meeting 
focuses on open discussion on the 
changing relationships between PWPs 
and their care giver/partners, as well as 
their friends.  Please check out the section 
on Care Partners at the 
Davisphinneyfoundation.org.  
 
July 27 from 2-5 pm Hilo PD Support Group at 
Hawaii County ADRC.  Please contact Fran 
Calvert at fcalvert@hawaiiantel.net for more 
information.   
 
Hilo PD Exercise—every Wednesday from 9:30-
10:30 am at the Hilo YMCA.  Contact the Y at 
935-3721 for more information. 
 
 

 
 

July 19 MJF Webinar 
The Immune System’s Role in PD 

 
Hear experts discuss the relationship of 
immune system malfunction and current 
research on this topic. You can easily register 
for the program by going to MJF webinar site.  
It begins at 1pm ET to actually submit 
questions.  This and other past webinars can 
be accessed any time.   
 
Note immune system issues affect all of us in 
one way or another.  You may benefit from 
tuning in on this one.  The plan is for this 
subject to be the primary item of discussion at 
the August Waimea Support Group gathering.  

 
Dopamine Agonists  

and Impulse Disorder  
Study 

 
According to a June 25 article in the 
Parkinson’s News Daily Digest, a 5 year 
observational study indicates that patients 
who have been treated with a dopamine 
agonist have a higher risk of developing 
impulse control disorders such as gambling, 
shopping, and obsessive sexual behavior.   
 
Results indicated that these disorders 
increased from 19.7% to 32.8% over the 5 year 
study period.  The two drugs that most 
impacted the increases are Mirapex and 
Requip.  Stopping the use of dopamine 
agonists reduced the number of disorders by 
50%.  No connection was found relating to the 
frequency and dosage of 
levadopa/carbidopa (Sinemet).  You can go 
to info@bionewsservices.com for more details.    
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From a PWP Perspective: 
Being an Advocate 

By Joel Cohen 
 
There are a number of questions that I ask 
myself prior to writing this monthly column.  
What motivates me personally to do this?  Is 
there a special audience who I am 
attempting to reach?   
 
Well, I believe that those of us who participate 
in a Parkinson’s support group are getting a 
better understanding of how Parkinson’s 
affects PWPs and care givers with similar 
challenges.  We have a sense of caring and 
sharing which makes a difference in the 
quality of life for us and maybe others who 
read this newsletter.  
 
So hurray for me, my wife Phyllis, and others in 
our support groups, who act as advocates in 
spreading words of knowledge.  We care 
about each other and we are making efforts 
to do what has to be done to convey what 
we have learned to others.  So, what more 
can WE do, knowing that there is a critical 
need on our island to make things better.  
 
Parkinson’s is not easily diagnosed.  It consists 
of a wide variety of symptoms, some that are 
usually obvious such as tremors, and others 
really hard to figure out.  Our doctors, as well 
as us and family supporters can be somewhat 
bewildered.  Are these symptoms PD, or a 
special part of our long standing emotional 
makeup or our biology?  Tremors may be the 
last symptom to be clearly observed and likely 
the most easily to control.  What comes prior 
to the PD diagnosis, sometimes years in the 
making?  These symptoms may be 
gastrointestinal issues, stiffness and lack of 
agility, heavy sweating, trouble sleeping, or for 
some of us--signs of depression and 
unexplainable weirdness, which may not be 
recognized until the eventual referral to a 
trained neurologist.   

 
There is information that can be conveyed to 
your friends, family members, doctors, and 
those in need of understanding.  The number 
of people diagnosed with PD is increasing at 
an alarming rate.  Saying this, we can still live 
and thrive in a relatively healthy manner.  
Support is available. 
 
This leads to my passion for being an 
advocate for people with PD.  I truly 
understand the frustration and at times in the 
past, self doubt about my future prior to finally 
being diagnosed in 2004.  As an active person 
in the Parkinson’s community, I want to do 
what I can to prevent this from happening to 
others.  Knowing that PD can be progressive, I 
believe through education, understanding 
and personal compassion for others in the PD 
community, I/WE can make a difference!  
 
It’s a challenge in itself.  However, let’s 
encourage people that we know that are 
impacted by PD, to participate in our island’s 
support groups.  People cannot be cajoled 
into doing what is likely good for them.  In 
spite of that, I strongly encourage you to do 
what you can without turning off the receiving 
party.  Substantiated data indicates that 
apathy and frustration play a major role in 
affecting newly diagnosed patients.  A little 
non-pushy encouragement on our part will 
likely provide hope that life can be managed 
with PD, and support is readily available.  
 
So what can YOU do?  Make others aware of 
this well intentioned, ever growing newsletter 
list by either going to the Hawaii Parkinson’s 
Association website,  
www.hawaiiparkinsons.org, or contacting me 
at jcohen8@hawaii.rr.com. 
 
Do your own research and share what you 
have learned from nationally recognized PD 
information resources such as Michael J. Fox 
Foundation, National Parkinson’s Foundation, 
and Davis Phinney Foundation .  
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Advocacy and assertiveness go hand in 
hand.  Convey the message to your doctors 
and whomever else can help spread the 
knowledge.  
 
Contribute your time, and whatever money 
you can afford, to organizations you support 
who are doing research, raising public 
awareness and creating positive alternatives 
for people with PD. 
 
Most of all--Be as happy and healthy as 
possible, having appreciation for what you 
are achieving and have gratitude to others 
who are supporting you. 
 

“Traveling with PD is Not for Sissies” 
by Phyllis Tarail 

 
This quote is from HPA Board member and 
care partner, Pat Bemis, and boy is she right!  
The photo below is of me and Joel (PWP) at 
an evening lecture on board the Baranoff 
Dream ship in Alaskan waters in May.  Joel is 
fading out and I’m focused—this can be the 
norm when we are on the ever-busy Road 
Scholar tours.  Days are full of activities and 
talks and can be way too long for PWPs. 
  

 
 
On the other hand, these tours are full of 
excitement, new adventure and lots of 
information, so as Joel’s care partner, I love 
them, and this was our 8th Road Scholar tour. 

 
As you can see below, we are well bundled 
up, but smiling—this was our 4th time in Alaska!  

 
 
The tours are way harder on Joel than they 
are on me, but we both really like cruising—at 
least through calm waters such as Alaska’s 
Inside Passage. 
 
Now, getting there is another story—the trials 
and tribulations of air travel, especially when 
leaving from far away Hawai`i, are many.  
There are many pieces of advice to share with 
ways to make it less stressful and 
www.davisphinneyfoundation.org has a great 
blog under their Living Well section, called 
“How to Travel with Greater Ease with 
Parkinson’s.”  It’s written by PWPs who are 
Davis Phinney Ambassadors and they have 
lots of good tips on making travel easier, 
particularly flying—such as getting though 
airports. 
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Michael J. Fox 3rd Thursday June 21  

Webinar: Exercise 
 

Much has been emphasized and re-
emphasized in this newsletter about PWPs  
critical need for routine exercise.  The monthly 
Michael J. Fox 3rd Thursday webinar focused 
on this subject and we encourage you to 
watch it as it may be a motivator in your quest 
to stay as physically and emotionally healthy 
as possible.   
 
Narrated by Dr. Rachel Dolhun, panelists are 
rehab center therapist Heather Cianci , now 
well known American Ninja Warrior and PD 
challenged contestant Jimmy Choi, and show 
producer and son of a person with PD, Akbar 
Gbajabiamile. 
 
Heather’s comments come with a renewed 
emphasis on the importance of developing a 
regular exercise routine that fits your specific 
needs.  Although challenging at times to keep 
at it, pick activities that you really enjoy. 
 
Saying this, Heather also encourages 
participating in a variety of activities that deal 
with the host of challenges that holistically 
affect various parts of our body. This includes 
dealing with the physical aches and pains as 
well as the sometimes not recognized non-
motor symptoms -- cognitive, emotional, and 
overall “big picture.”  She feels that it is never 
too late to start.  So whether it be swimming, 
biking, boxing, dancing, Tai chi, walking, or 
other activities.  These are only some on your 
list of possibilities.  The key is having a 
structured stick-to-it plan that provides both 
healing and fun in the process. 
 
I found Jimmy Choi’s American Ninja Warrior 
story personally compelling on how he has 
grown to a point of taking on the 
overwhelming task of a person with PD over 
the years building up his capabilities and inner  

 
strength to tackle the major challenges as a 
contestant.   
 
Jimmy’s early PD diagnosis provided a rude 
awakening at age 24.  Life became 
increasingly difficult.  He spent eight years of 
frustration, anger, and weight gain to 240 
pounds of how PD affected both himself and 
his family.  Slowly but surely, he decided to be 
proactive and get moving through exercise 
starting with simple pushups to strengthen his 
upper body.  He then went on to the 
treadmill, and more and more rigorous 
challenges--doing this with patience, 
understanding of his limitations, and 
perseverance pushing himself to higher and 
higher levels.  The key for him has been 
reaching a level of maximizing his comfort 
zone. Jimmy states, “He does not look at 
himself as a model, but as a model of what he 
continues to do.”   
 
Regarding the balance of meds and exercise 
the panel consensus is that both are required.  
Lifestyle change requires adjustments, 
sometimes on a daily basis.  Dr. Dolhun asked 
the panelists to summarize their thoughts in a 
few words at the end of webinar.  Akbar 
commented, “It’s tough, look up, stand up, 
and never give up.”   
 
In summary, the bottom line is finding the fit for 
you, making it a significant part of your daily 
routine, and JUST DOING WHAT MAINTAINS A 
SENSE OF JOY AND BALANCE IN YOUR LIFE! 
 
Note. Our island has opportunities to 
participate in established specialized 
structured exercise programs.  Your 
participation will make a difference in your 
life.  The Hilo YWCA classes continue to flourish 
and grow every Wednesday at 9:30 am.  Take 
advantage of Madeline Sofranac DPT’s 
classes on Mondays starting at 1:30 pm at the 
Allstar CrossFit Gym on July 2, 16 and 23 and 
at Tutu’s House, for Tai Chi/Chi Kung at 1:30 
pm on July 9.   
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Celebrity of the Month with PD 

 
Comedian, Billy Connolly 

 
Billy Connolly has said he does not pay much 
attention to his diagnosis with Parkinson's 
Disease while he is performing.  The Scottish 
comedian was diagnosed with PD at age 71 
in 2014, now 4 years ago, but said he 
continues to do his shows in spite of it. 
 
In a documentary celebrating his career, he 
said: "The doctor said to me 'You realize this 
isn't curable?' and I thought 'What a rotten 
thing to say to somebody'. "I always thought 
he should have said 'You realize we are yet to 
find a cure?', to put a little light at the end of 
the tunnel.  There's a lot to be said for that." 
 
He added: "When I'm in front of people 
performing I don't give it much attention, I 
perform in spite of it. That's why I put on 
“Whole Lotta Shakin' Going On”, just to do 
that (swearing) to it." 
 
 
 

 
PD & Exercise—Physical Therapist & Past 

President of HPA, Kevin Lockette’s Words of 
Wisdom 

 
Kevin has recently made a presentation 
entitled Fitness Instructor Training for 
Parkinsons Disease for exercise instructors, 
which has lots of valuable information for 
PWPs and for their care giver/partners as well 
as for potential exercise trainers.  He provides 
information about PD—what it is, what its 
cause, hallmarks of PD, etc.  
 
In fact, he doesn’t even get to the exercise 
component until halfway through this 
Powerpoint presentation on page 43!  The rest 
of the presentation focuses on Physical 
Activity and Exercise where he provides 
details on movement strategies, avoiding falls, 
etc.  We strongly believe in the value of the 
information he provides so, we are attaching 
the PDF document to the cover email along 
with this newsletter.  We encourage you to 
read through it, learn from it and to share it 
with others. 

 
Newsletter Submissions 

 
This is YOUR newsletter!! We continue to seek 
your input on any subject related to PD—
written by PWPs, care partners, members of 
the medical community, or friends/family--for 
future editions of this newsletter.  Please email 
them to Joel Cohen at 
jcohen8@hawaii.rr.com and Phyllis Tarail at 
Phyllis.tarail@gmail.com by July 20 for inclusion 
in the August edition.  
 
Joel Cohen and Phyllis Tarail, Editors  
 


