
Basic Guidelines for Volunteer Helpers 
 
Thank you for volunteering to help out in this program.  In order to insure the safety and 
enjoyment of the participants it is necessary to be observant of class activities and to follow a 
few important guidelines.   
 

Key points  
x Before the class starts, make sure the chairs are placed spaciously. Stagger chairs so that 

participants have enough room to move their arms around without hitting each other. 
Make sure that each participant can see at least 1 teacher. 

 
x It is helpful to place yourself in the back or periphery of the class so you can scan 

everyone in class to see if anyone needs help. 
 

x Learn participants’ names as much as possible. 
 

x Always ask if they need help before doing anything—don’t assume. 
 

x Don't get carried away with your own dancing. Always be on the lookout for anyone 
unstable or needing help (while you enjoy the class). ·  

 
x Participants tend to fall "back" more than forward. If you are assisting someone, it will 

be more helpful to stand behind them.  
 

x Stand near someone who seems unstable or may need help. If you are assisting using 
physical contact, think of partnering a dance partner. Gentle touches are as useful as 
firm grips. It helps to stand near a person, and simply place a palm on his/her back, just 
to let them know you are there if/when they need.  

 
x If you see them walking backward to get somewhere, keep an eye on him/her. Guide 

the student to make sure he or she doesn’t fall back or suggest a turn around to walk 
forward.  



 
x Place chairs strategically. It's helpful to have chairs in front for standing portion of the 

class. For more unstable participants, place a chair behind them also in case they need 
to sit down or fall back. 
 

x Use your intuition. If you find participants isolated, encourage them to join the group, 
make eye contact, and dance with them.  

 
x Place students with balance issues between two ballet barres so they can support 

themselves more completely. 
 

x Do make sure people can see you when you're helping to show a combination so they 
don't have to crane; space yourself well so that everyone can see your or one of the 
teachers. 

 
x Keep a few chairs in the studio, at the side, or just outside the door. Fatigue is a very 

common symptom of PD. If you see someone who looks tired, ask if he or she would like 
you to bring over a chair. 
 

x Demonstrate standing exercises in a chair for those who wish to remain seated. Don’t 
assume that people will be able to translate what the lead teacher is doing to a seated 
position. Volunteers can help the students translate and adapt the materials to suit their 
specific needs and position. 

 
x Do not hesitate to "disturb" the class. Sometimes, someone needs help at not-so-

appropriate time. Help latecomers get settled in class as quickly as possible. Some 
people have difficult time getting to class, and they can often be late due to their 
physical and transportation limitations. All you can do to help is to welcome them and 
find them a seat, guide them to available seats.  

 
x For the standing portion of the class, ask the seated participants if they want to try to 

stand up. They may not be able to do much standing, but just simply standing up is a big 
achievement for them. Once they are standing, place yourself nearby and keep an eye 
on them.  

 
x Smile! Enjoy yourself and smile! Your smiles make their day! 

 



Priorities and perspectives 
The number one priority for the class is to insure that no one gets hurt.  To that end it is 
necessary to be vigilant in observing the class members while moving about the room and 
during dancing to make sure no one falls or collides with anyone or anything.  The times that 
are most prone to mishaps are while entering and exiting the room (getting seated, handling 
coats and bags).  Other times of concern are during transitions from seated to standing and 
from standing to dancing and standing to seated. 
 
If you see any unsteady participants or unusual events speak to the participant and 
immediately notify one of the class instructors.  Even if you feel comfortable assisting someone 
out of a chair or across the floor, be sure to check with your instructors about proper assisting 
techniques (they may go over these during an orientation), and always ask if the person would 
like a hand before helping out.  If someone should fall or be stuck and unable to move, do not 
move the person.  Contact one of the instructors immediately.  The dance instructors have 
received training on how to handle these situations.  If someone feels ill or unsteady invite 
them to sit down and take a rest.  Encourage people to take a break and rest and have some 
water during the class. 
 
Safety is our primary objective.  However, we are here to dance and have fun.  It is not 
important that the participants are rigorous in using precise dance techniques or even stepping 
exactly to the beat of the music.  Some dance steps are done in a more stable manner by 
deviating from the standard technique.  If some people are having trouble with a dance step 
teachers will provide advice and demonstrate the technique to the extent it is requested and 
the person is able to perform the dance step safely.   
 
(Priorities and perspectives adapted with permission from Fred Discenzo, Come Dance with Me, 
Cleveland OH) 

 

 

 

 

 

 



Parkinson’s 101 

Parkinson's disease (PD) is a chronic and progressive movement disorder, meaning that 
symptoms continue and worsen over time. Nearly one million people in the US are living with 
Parkinson's disease. The cause is unknown, and although there is presently no cure, there are 
treatment options such as medication and surgery to manage its symptoms. 

Parkinson’s involves the malfunction and death of vital nerve cells in the brain, called neurons. 
Parkinson's primarily affects neurons in an area of the brain called the substantia nigra. Some of 
these dying neurons produce dopamine, a chemical that sends messages to the part of the 
brain that controls movement and coordination. As PD progresses, the amount of dopamine 
produced in the brain decreases, leaving a person unable to control movement normally. 

The specific group of symptoms that an individual experiences varies from person to person. 
Primary motor signs of Parkinson’s disease include the following. 

x tremor of the hands, arms, legs, jaw and face 
x bradykinesia or slowness of movement 
x rigidity or stiffness of the limbs and trunk 
x postural instability or impaired balance and coordination 

 
(From Parkinson’s Disease Foundation) 
 

Working with people with PD 

Parkinson's is a difficult disease to codify because it manifests itself in so many different ways in 
different people, and in different ways in the same people at different times.  There is very little 
logic to what you can expect to see in someone with Parkinson’s.  But this module will attempt 
to give you a sense of what to expect from students in the class so that you can understand 
what you’re observing and assist in a sensitive and compassionate manner.    
 
The most important thing to keep in mind with Parkinson’s is that each individual student will 
have different challenges on different days and at different times.  Parkinson’s is unpredictable.  
It’s one reason people with PD need to be especially creative in their approach to the challenges 
of the day, and why many of the people we’ve worked with rely on cognitive strategies, patience 
and sometimes even a bit of humor to cope.  There is no one single manifestation of Parkinson’s 
disease, but in one group of people dozens of combinations of symptoms that come and go over 
time.  With that in mind, here are some observations. 



 

 Observation Sensitivity 

Parkinson's can make people stiff, and muscles 
tight.  Often people with PD are clumsy and slow. 

Slow movement (bradykinesia) is a cardinal sign of 
PD.  People with PD have to work hard to move.  
Their muscles are often sluggish and tight.  Effort 
is involved and when prolonged, fatigue sets in.   

Parkinson's takes swing and logic out of 
movement. 

Basic automatic movement coordinations that 
involve swinging the arms or oppositional 
movement are hard for most people to do.  It may 
take some people more than one class to be able 
to get the movements and some won’t be able to 
for quite a while, if ever. 

People with Parkinson's may have trouble with 
balance. 

The automatic reflex to “catch” oneself with legs, 
arms or change of position does not automatically 
kick in for persons with PD who lose their balance.  
Some persons with PD fall backwards.  Others fall 
forwards.  Loss of balance can happen when just 
standing still or while walking, or changing from 
one position to another. Falling forwards or 
backwards commonly occurs when getting in or 
out of a chair.  Stay alert and use all of the 
information about balance in the Safety Module.  
You may have to provide physical assistance—but 
ALWAYS ask first. 

People with Parkinson's can freeze and be unable 
to move. 

The teachers in your class are trained to help 
people get out of a freeze.  Please notify them if 
you see someone experiencing a frozen moment. 

As Parkinson’s progresses, people need to take 
medication in order to move.  When medication 
stops working, people may seem to switch off like 
a light and then on again after they take pills.   

Participants move with much more ease when 
they're on (the medication has an effect) than 
when they are off.  It’s important to have water 
and cups nearby. 

Parkinson's can affect the voice and speaking 
patterns 

Give people time and space to say what they 
want.  Don't rush them.  Some people have 
trouble getting the words out, or they may speak 
slowly or much too fast, and be hard to 
understand.  



Many people with Parkinson's have tremors, 
which can cause shaking in limbs. 

It may be hard for someone with a hand or arm 
tremor to hold hands with other people in a circle. 

People with Parkinson’s can experience fatigue 
and sleepiness. 

Exhaustion is one of the biggest difficulties with 
Parkinson’s.  Muscles can fatigue quickly, and 
because some people experience sleep disorders 
and have difficulty getting a good night’s sleep, 
participants might get drowsy in the class.   

People with Parkinson's might find it hard to 
smile, frown or express emotions in their faces, 
and the muscles that allow someone to speak 
may be affected, creating a monotone or 
expressionless voice.  Some people experience 
drooling that they have trouble controlling. 

Don't take it personally.  People may look like they 
couldn't care less about what you're doing, but 
this couldn't be further from the truth!  
Participants might be feeling especially invested 
and committed to the class, but their faces may 
not show their excitement.   

People with Parkinson's might find it hard to do 
two things at once, and they have to think 
through multitasking and concentrate very hard. 

 

Stress can make everything harder. The calmer you can be in your interactions the 
better.   

People with Parkinson's may be on a very strict 
pill schedule 

You may hear alarms and beepers going off during 
class, and people may excuse themselves to take 
medication.  
 

Some people with Parkinson's may experience 
uncontrolled writhing movements (dyskinesia), 
often resulting from too much medication.   

 

Some people with Parkinson's have cognitive 
impairments that affect, for instance, planning a 
sequence of things to do, memory and spatial 
orientation, or the comprehension of instructions. 

It’s not important for you to understand the 
source of slowness. What’s important is 
maintaining your calm, friendly demeanor. Don't 
be afraid to repeat what you’ve said or cue 
someone if they don't seem to understand what's 
going on, but don't pressure anyone either. 
 There's a balance between friendly inclusion and 
bullying. 

 
 



Safety concerns 
 
The main safety concern for persons with PD is preventing falls. They occur much more 
commonly in persons with PD than in the general healthy, older populations.  People with PD 
commonly fall, often due to poor control of balance, misjudgement of surrounding space, 
slowed reaction response to being put off balance, and occasional dizziness. Commonly persons 
with PD who freeze and cannot move at all for some time are more at risk for falling than those 
who do not. Some persons walk much too fast with small steps (festination) which leads to a 
fall.  
 
Falls are more likely to occur during class transitions—moving from sitting to standing, or 
moving from the barre to center work.  And it can happen when people get carried away in the 
movement and misjudge their balance or strength. Keep in mind that most people with 
Parkinson's fall from time to time and have probably fallen before.  Also keep in mind that in our 
experience, being conscious, musical and directed in a dance studio—a wide open space 
without obstacles—seems to reduce both the chance of falling and the potential dangers of 
falling (hitting an object or twisting an ankle on an uneven floor).   
 
A second concern is dizziness which can cause falls. Dizziness may occur from low blood 
pressure, common among persons with PD.  Quick lowering or raising of the head should be 
avoided.  A third concern is fatigue. Persons with PD may tire very quickly and have to rest for a 
while. Always ask someone who looks suddenly tired if he or she would like to sit down or take 
time out.  Safety really does come first. Knowing about the difficulties persons with PD have in 
moving will guide you in assisting people with sensitivity and compassion.  

Falls 
 
Please defer to directions of the lead teachers in the class whenever a fall occurs.  These 
guidelines are so that volunteers can provide necessary support to the teachers in the event of a 
fall. 
 
It is important to note that you may not necessarily want to lend a hand to someone who is in 
the middle of a fall.  Many people with Parkinson’s are used to falling, and may have a 
technique that they are comfortable with.  When you try to reach out to prevent the fall, you 
could throw them off.  You’ll need to assess this quickly in the moment, but often it can be safer 
to let people fall rather than grabbing their arms and trying to steer them. 
 



As soon as they have fallen, the teacher will assess their physical state.  Ask if they are ok.  Are 
they injured?  Are they bleeding?  Do they seem disoriented?  The teacher is not a doctor, so 
won’t try to treat or diagnose.  He or she will call for medical support right away if there is any 
doubt. 
  
Don't rush to help them up.  First determine the seriousness of the fall.  It may be better not to 
move them, but everyone will know pretty quickly if this is the case.   If there is a pillow, offer to 
place it under the person’s head while they are recovering. 
  
If they seem to be ok, ask them if they would like to get up on their own, or if they would like a 
hand.  Don't assume they need help.  Some persons prefer getting up by themselves.  They 
know that assists can sometimes be destabilizing.  Ask them how they usually like to get up.  
Again, we want to empower our students, not take on the role of medical attendants.  If you are 
assisting, make sure you have the strength to help someone off the floor.  Persons with PD may 
feel much heavier than they are because they are unable to contribute to getting up by  shifting 
their weight . Take a moment to figure out the best approach (a bad approach can end up 
making the situation worse).  One frequently-used approach that allows a person to help 
themselves—with a possible assist from you too—is to offer a chair. Other considerations:  Is it 
better to assist from behind?  Under the arm pits?  By offering two hands?   By choreographing 
a recovery?  If the person is with a caregiver, he or she may know the best way to help and 
should be asked their advice before you do anything. 
  
Assess their emotional state.  Are they embarrassed?  Amused?  Anxious?  Scared to continue?  
Make sure they know that however they want to continue (jumping back in, or sitting for a few 
minutes, or watching the rest of class) they are still participating, and that they are free to do 
whatever feels best. 
  

Building relationships 
 
Your best technique for preventing falls and creating a safe atmosphere is also the most 
rewarding and fun—get to know the students personally.  This will create a relationship that is 
based on an on-going, relaxed conversation about limits, concerns and daily conditions.  You will 
get to know who has balance issues, who tends to get carried away and end up on the floor, 
who is anxious but wants to be pushed.  This will enable you to ask: “Can I dance this phrase 
with you today” if someone looks unsteady, or “How about dancing with Joe today and doing 
this as a duet”.    
 
 



 

 
 

 

Why Dance for Parkinson’s Disease? 
 

1.  Dance develops flexibility and instills confidence.  
2.  Dance is first and foremost a stimulating mental activity that connects    

 mind to body. 
3.  Dance breaks isolation. 
4.  Dance invokes imagery in the service of graceful movement. 
5.  Dance focuses attention on eyes, ears and touch as tools to assist in      

 movement and balance. 
6.  Dance increases awareness of where all parts of the body are in space. 
7.  Dance tells stories. 
8.  Dance sparks creativity. 
9.  The basis of dance is rhythm.  
10.  The essence of dance is joy. 

 
 
 
 
 

© 2008 Brooklyn Parkinson Group | © 2008 Mark Morris Dance Group.  
 These points may not be used or reprinted without written permission from the MMDG/BPG Dance for 

PD program.  For more information, please visit www.danceforpd.org. 



Shattering myths 
Leonore Gordon 

 

Leonore Gordon lives in Brooklyn. She is a licensed, (retired) family therapist; a 
poet; a poetry educator; a writer; a Congressional Coordinator for Parkinson 
Action Network; and a community organizer. She has an 18-year old son who is 
away at school, and she is trying to live independently (with her 11-year old 
beagle), after her marriage of 26 years ended in 2010. She lost her father to 
Parkinson’s in 2000; he lived with the disease for 23 years. She keeps physically 
and mentally healthy and active through friendships, activism, and 
membership in the Brooklyn Parkinson Group, which, along with partnerships 
with the Mark Morris Dance Group, LIU and the Bed Stuy Y, provides dance, 
exercise and singing classes free to people with Parkinson’s. Her blog, 

http://alphapdny.blogspot.com, offers more information about Parkinson’s, and NY City resources 
recommended for those with Parkinson’s who live in NYC.  

Shattering the Myth of "Wow! She's Gotten So Much Better!" with “Your Neighbor with Parkinson’s is 
Feeling Better For the Moment, Thank You, but Check Back in an Hour....” 

As a 55-year old female poet and retired family therapist, with 12-plus years of living with Parkinson’s 
under my belt, I aim to take on the challenge, “Which myth about Parkinson’s do you most want to 
shatter?” As a Jewish therapist, I’ll answer a question with a question, and ask, “How many ‘selves’ 
really exist inside of your neighbor with early-onset, advanced Parkinson’s?” (This is not to imply that we 
who live with Parkinson’s are like “Sybil” with diagnosable pathology!) No, I’m referring to the 
unpredictable and fluctuating states our bodies morph in and out of throughout each day because of the 
imperfect medications most of us need to take every 2-4 hours in order to get up out of a chair and 
walk. These are medications on which we are dependent to treat our disease until a cure is found, but 
their consistent and hourly effectiveness is far from a sure thing. 

You are certain to know someone living with Parkinson’s who is not ‘elderly.’ She or he may share your 
apartment building, or stand in line with you at your local greenmarket or bank. Perhaps she is picking 
up her child or grandchild in the schoolyard. She may be 40, 55, 70, or 80, and, although you may at 
times see this person walking very slowly and cautiously, at other times, he or she may appear youthful, 
spry and energetic. When you see her looking perky, you may exclaim, (more for your own need than 
hers) “Wow! You’ve gotten so much better!” Unfortunately, you’ll be wrong, and worse, you’re 
unintentionally reminding her (or him) that unlike having a broken leg, there is no cure in sight for 
Parkinson’s. 

Like the multiple crazy mirrors distorting one’s reflection in a penny arcade, one stretching us long and 
skinny, and another squashing us like Humpty-Dumpty, the uneven success of our Parkinson’s 
medications likewise alters our physical and emotional selves all day long, in equivalently grotesque 
extremes of reality. My hope here is to crack open the illusion that the identity of your neighbor with 



Parkinson’s is, throughout the day, a one-frame fixed experience; ie. when s/he is walking so 
‘apparently’ easily, this means that, therefore s/he is “doing much better.” The real truth is very 
complex, unique to every individual, and far more difficult to digest. Furthermore, some of us have 
tremors, and others don‘t, (like me, or my late father, who also had the disease). And those with 
tremors don’t have them all the time, although the absence of tremor doesn’t mean they’ve “gotten 
better.” 

For those more intimate with us; friends, co-workers or family members who spend many hours in our 
presence, our dramatic ‘shape-shifts’ between our many ‘selves’ can feel bewildering and even 
horrifying, stunning them into mute (and rarely expressed) grief. As I stated above, the mercurial moods 
of our various “medications throughout the day, can seemingly, in the mere flicker of an eye,  hurtle us 
back and forth from one life-stage to another, transforming any one of us from an active person in her 
or his fifties (or eighties), into a shuffling ninety-eight year old.. After five years or so of taking our gold-
standard “Levadopa” pills, most of us reach the top levels of the drug that our bodies can tolerate, and 
our synthetic dopamine pills begin to either work extremely well, too well, or not at all, with such 
variations occurring over the course of each day. By “working too well,” I’m referring to our 
‘dyskinesias’, (involuntary movements),which can make a foot, hand, leg, or even the trunk of one’s 
body feel possessed by a cruel puppeteer; one who jerks our body-part hither and yon, or whichever 
way it sees fit. 

We call this experience of being able to move when the med’s kick in, as being “On,” and when our 
med’s fail, we say we are “Off.” Trouble is, the “On’s” are not all good, especially the exhausting, 
exasperating dyskinetic ones. During the good “On’s,” we can almost pretend we don’t have Parkinson’s, 
and walk and speak normally. The bad “On’s,” though, can feel worse than our worst “Off’s” as we walk 
and gesture spastically, trip, knock over beverages, and fling pens through the air. Sometimes all of this 
can be really funny if we’re with one another; more often, however, we’d prefer to never, ever again 
feel this demoralizing theft of control over our own bodies. 

Our worst “Off’s,” on the other hand, can be “soul-shattering,” as the former governor of the state of 
Washington, Booth Gardner, once described them. In what can seem like a split second, we feel robbed 
of all that we had possessed just moments before;  ie. our “true selves”- full of creative ideas and 
exchanging passionate opinions with friends - all while doing things as simple, and taken-for-granted as 
turning our heads towards the person sitting beside us. And then, “Poof!” The med’s fail, and it’s like 
being tagged by an invisible assailant in an unasked for, one-sided game of ‘Freeze-Tag,” rendering us 
literally incapable of looking at a companion seated beside us. 

My own sudden “Off’s” can feel like a Kafka-esque metamorphosis; my previously animated self 
randomly transforms into its polar opposite. It‘s like molasses has suddenly gummed up my inner gears, 
slowing me to near immobility. My face muscles may feel ‘frozen,’ as if a zombie mask was placed over 
my face, and my voice may slow, lowering dramatically in volume. My hands may suddenly be barely 
able to move, and if I try to stand up and walk, I may not be able to at all. I’ll need help because my 
muscles will have gone on strike, refusing my commands to lift me out of the chair, or even to to take a 



step forward. And, once up, I may shuffle very, very slowly like an old woman. I cannot overstate how 
much I hate this all-too-frequent body-state. It is simply not my image of my real 55-year old-self. 

In another very common variation of “Off,” I may be skittering forward on my toes, or lurching forward, 
(because my balance has inexplicably decided to take a hike.) Such off-balance lurching can be mistaken 
in public for inebriation, a common misperception many of my PD-peers have shared stories about. 
Additionally, to our own, and to our family members’ dismay, our “Off’s” can also alter our moods. 
Dopamine governs our executive functions, and when reserves are depleted, we can be like kids with 
ADD; irritable, impulsive, and overwhelmed by such previously simple tasks as transitions between 
activities, packing, or decision-making about meal preparation or menu choices. Our basic intelligence 
and creativity is not impaired by our disease, but our stability of mood, energy supply, and temperament 
surely is.  

There’s no consistent rhyme or reason for when or why our med’s so suddenly shut us off, along with 
access to our reserves of dopamine, synthetic or otherwise. The room may have gotten too warm, or 
cold, or someone said something that activated a stress response in our bodies, or perhaps we ate 
protein too close to our dose of pills, or maybe we’re developing a cold, or infection. Left untreated, a 
common GI infection, H-Pylori,(a peptic ulcer) can totally disable the absorption of our med’s, leaving us 
essentially helpless and unable to move. (This just happened again to me for the second time in three 
years.) Why? Who knows? We with PD spend a lot of time researching these things ourselves, and then 
educating those of our more humble physicians and specialists who respect our intelligence. Bottom 
line? It’s not fair, and these up’s and down’s are like being knocked out of a good dream into a 
nightmare, many times each day. 

Have I succeeded in shattering your myth that your neighbor with Parkinson’s is randomly “getting 
better” when you see one of us so mobile at a given time? Hopefully this article has not offended or hurt 
you, because we both know your intentions are kind and good. I merely wanted to help you better 
understand that when I am doing so well, it’s likely because my pills are working for a welcome but 
transitory moment. So next time our paths cross, you may opt to greet me with either, “Hi, there! Glad 
to see you’re having a good moment!” or, if you witness me “off,” you might shake your head in 
sympathy and say, “Tough, huh? Can I help with anything?” I guarantee you that you’re not likely to go 
wrong with that.  

 

 
 
 
 
 
 
 
 


