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1. Write your own rulebook. Parkinson’s affects everyone 
differently as it progresses. What works for one care 
partner may not work for you. Be smart. Rules work when 
they are practical and encourage mutual caring. Do your 
best to take care of each other.  

2. The rulebook empowers you to achieve optimal 
health and well-being for you and your person with 
Parkinson’s. When you establish rules, you create a set 
of communication tools that you can build on to live well 
now and reference back to.

3. Your rulebook is rooted in knowledge, relies on 
good manners and yet, demands respect. You and 
your person with Parkinson’s will travel this path more 
gracefully when you act with a foundation of knowledge, 
have faith in each other and are willing to hold each other 
accountable. Please and thank you go a long way.  

4. Your rulebook is dynamic. Your rulebook will evolve 
over time as your person with Parkinson’s progresses 
or you experience your own changes in lifestyle or 
circumstance. Revise existing rules and adapt as needed.

RULEBOOK 
GUIDELINES
Use these guidelines to develop your own rulebook for 
living well with Parkinson’s.



Benefits of a Rule Book

1. The rule book allows you to reset your relationship 
with your person with Parkinson’s. Resetting is 
pivotal. For example, if your person with Parkinson’s 
is your parent, you may have to overrule decisions 
they would usually make. 

2. Rules allow you to define decision making and focus 
on what matters most, the health and well-being of 
you and your person with Parkinson’s. 

3. Rules help you identify and clarify challenges, wishes 
and expectations.

4. Rules may help you avoid feelings like anger or guilt 
that arise out of lack of clarity.



1. Acknowledge that you dislike or hate Parkinson’s. 
You will experience many feelings after diagnosis and 
as Parkinson’s progresses. Make space to name and feel 
those strong feelings including a sense of loss, sadness, 
anger and frustration. It is natural to grieve for what 
could have been after the initial diagnosis and to grieve 
for what has been lost as Parkinson’s advances. Instead of 
ignoring or putting these strong feelings aside, learn to 
recognize and soften them to help you live well today.  

2. Learn to separate the disease from the person living 
with Parkinson’s. (It will enable you to be more 
empathetic.) In more challenging times, it can be a 
struggle to separate the symptoms associated with 
Parkinson’s and the side effects of the medication from 
your person living with Parkinson’s. Be informed. Ask 
your doctor about medication side effects and how 
changes in dosages will change the severity of potential 
side effects, including mood swings. Understand how 
ON/OFF times and fatigue change the behavior of a 
person living with Parkinson’s. 

3. Put your health first. Many care partners focus so much 
on their person with Parkinson’s health and well-being 
that they neglect their own. You won’t be able to best care 
for your person with Parkinson’s unless you are healthy 
too. Take time to take care of you, including exercise! 

RULES FOR YOURSELF 4. Seek support from other care partners. You are not 
alone and much of what you are experiencing is shared 
by others. It might help to reach out and connect with 
care partners who are going through many of the same 
things. Check out a care partner support group online 
or nearby. If you don’t have one, think about organizing 
one. 

5. Ask for help. Know that you can’t do everything or 
control all aspects of your person with Parkinson’s care. 
Be honest about what you can and can’t do. Ask for help 
to complete the tasks you can’t do from willing friends 
and family members. Identify simple tasks that another 
person can easily do for you and that lighten your load. 

6. Ask for help early and before you might need it. That 
way your person with Parkinson’s learns to accept help 
from others and you’ll know who to rely on in a time 
of need. For example, designate a friend who can drive 
your person with Parkinson’s to their exercise class or 
help you with household chores. 

7. Add your own rules:



1. Complete the Parkinson’s Home Safety Checklist from 
the Davis Phinney Foundation. You can order it online 
at dpf.org/home-safety. Here are some highlights:

1. Declutter (visually and physically)
2. Remove tripping hazards (e.g., area rugs)
3. Minimize “fall” risks (e.g., remove extension cords)
4. Remove easy access to ladders or stools
5. Maximize support systems (e.g., grab bars)

2. Sleep safely. Between one-third and one-half of people 
with Parkinson’s report REM sleep behavior disorder 
(RBD) symptoms. A person with RBD acts out vivid 
dreams in different ways that may range from talking in 
their sleep to jumping from the bed to kicking a sleep 
partner. Bed partners report violent responses by the 
person with RBD, involving being punched, bitten or 
kicked, while the person acting out the dream is unaware 
of this behavior. Since RBD can be physically harmful, 
seek a solution that works. Talk to your doctor about 
medications and adjust sleep arrangements. It may be 
necessary to get separate beds. 

SAFETY FIRST
3. Assess your person with Parkinson’s ability to drive 

safely. Get tested. Are you or others uncomfortable 
driving with your person with Parkinson’s? A Certified 
Driving Rehabilitation Specialist (CDRS) can give 
your person with Parkinson’s a comprehensive driving 
assessment. Following the assessment, the CDRS may 
provide aides to help your person with Parkinson’s to 
drive better, offer restrictions on their driving (e.g., no 
night driving) and help take the difficult decision of when 
to retire from driving out of your hands, helping you 
avoid highly-charged conversations, blame and guilt. 

4. Get a disabled parking pass. A disabled parking pass 
not only provides closer access (which isn’t always 
needed but can be helpful especially in a crowded 
parking lot), it provides more space and therefore, easier 
access in and out of the vehicle (which is almost always 
needed). This is a simple process arranged through your 
primary care doctor or neurology office. Get one before 
you need it.

5. Add your own rules:

Your primary job as a care partner is to ensure your person 
living with Parkinson’s is safe. If your person living with 
Parkinson’s is doing something that endangers their health and 
well-being, communicate the threat to their safety and take 
active steps to remove the threat. Anticipate potential threats 
to your person living with Parkinson’s and be vigilant. Part of 
making this work is setting the expectation ahead of time that 
you are the boss when it comes to safety. 

http://dpf.org/home-safety


1. Create a decision-making framework. Identify what 
decisions can be made by the person with Parkinson’s 
alone, what decisions you both can weigh in on and the 
rarer instances where you can overrule the person with 
Parkinson’s decision as a care partner. For example, if 
their behavior is threatening their safety or another’s 
safety, you should step in. 

2. Plan ahead for difficult conversations. People with 
Parkinson’s experience behavior and mood changes 
throughout the day due to medication side effects, ON/
OFF times, fatigue and various Parkinson’s symptoms. 
Difficult conversations that may require increased 
concentration or involve heightened feelings may also 
escalate the severity of symptoms. Plan ahead to have 
difficult conversations during a person’s ON time or ask 
them when it is best to talk. Also, be sure to schedule 
conversations when you are more likely to be patient 
and will take the time to not only listen but also to let the 
person with Parkinson’s be heard.

COMMUNICATING 
WITH YOUR PERSON 
WITH PARKINSON’S 

3. Task your Person with Parkinson’s. Tasks help your 
person with Parkinson’s feel useful, maintain their 
independence and demonstrate their central role in the 
household. Give them tasks and hold them accountable. 
Try not to nag and instead let your person with 
Parkinson’s get the tasks done at their own pace and 
ability. For example, it might take Scott twice as long 
as you to do the dishes and his dishes may not be as 
clean as yours, but by doing the dishes Scott proves to 
himself and you that he is a contributing member of the 
household.  

4. Show compassion. Symptoms of Parkinson’s and side 
effects of medication can often be a cause of frustration, 
confusion and anger but getting mad will only 
exacerbate the situation. In most instances, pause and 
take a step back. Practicing compassion and patience 
will be a more productive use of your time and energy.

5. Add your own rules:



1. Never let your person with Parkinson’s go to a doctor’s 
appointment alone. A 2010 study found that out of 242 
people living with Parkinson’s, between 31.8% and 65.2% 
had undeclared non–motor symptoms. It is well known 
that patients tend to ‘spark up’ for the doctor, but your 
doctor knows and expects this. Advocate for your person 
with Parkinson’s by going to appointments, offering your 
observations to doctors (which may contradict what your 
person with Parkinson’s is saying), asking questions 
and providing a second pair of ears to listen to what the 
doctor has to say. 

2. Record the conversation with your doctor. Have you 
ever left the doctor’s office to find out that your person 
with Parkinson’s heard the doctor say one thing while 
you heard something different? Rather than argue about 
what was said and who heard it correctly, reference back 
to a recording that you can listen to together. A voice 
recording also frees you from having to take notes while 
also trying to engage with the doctor. Most smartphones 
have a recording system readily available that you can 
download and use for free. Be sure to check that it’s 
recording and be sure to “save” the conversation. 

COMMUNICATING 
WITH YOUR DOCTOR 



3. Be informed about medication. Know the side effects 
(there can be many). Understand dosage and timing. 
Ask what happens if your person with Parkinson’s 
accidentally misses a dose. Understand ON and OFF 
times and how they will change the mood and behavior 
of your person with Parkinson’s. If you don’t know if it’s 
a side effect or if it’s the medicine that is causing bizarre 
behaviors, call your doctor’s office.

4. See a Movement Disorder Specialist at least once a 
year.  A neurologist is a medical doctor who specializes 
in conditions of the nervous system. A Movement 
Disorder Specialist is a neurologist with additional 
training in movement disorders (which include 
Parkinson’s). Movement Disorder Specialists are more 
familiar with current Parkinson’s research and most 
importantly, treatment options. The Davis Phinney 
Foundation strongly encourages you to see a Movement 
Disorder Specialist at least once a year, even if you have 
to fly and arrange travel stays to attend an appointment. 
The improvement in your overall care is well worth the 
time, expense and effort. 

5. Get a signed HIPAA release from your person with 
Parkinson’s for each of your medical caregivers 
(make copies). Healthcare providers cannot release 
health information to you unless you have signed legal 
documents releasing that information. Anticipate who 
may need that information for routine visits and in cases 
of emergency and be sure you have the appropriate 
signed HIPAA releases. 

6. Add your own rules: 



1. Be Social. Parkinson’s can be isolating. Did you know 
that isolation is bad for your health? It is important to 
get out and be social, but it does require planning and 
energy.

2. Set boundaries for social events as needed. Learn when 
to say no but don’t be afraid to say yes. For example, you 
might say, “We often find we are too tired to go out in the 
evening, but we are happy to have you over to our house 
for a potluck.” 

3. Suggest specific things people can do for you. People 
want to help but they don’t always know how. Suggest 
specific things they can do like, “Can you drop off muffins 
Tuesday around 10:00 AM and check on Diane.”

4. Redirect unwanted advice to suggestions for desired 
help. Sometimes a loved one’s help or advice can feel like 
a judgment. Learn to communicate when their feedback 
is unwelcome and then ask them for help in an area you 
may need it. For example, “Thanks for taking the time 
to talk to me about exercise and diet, but I have that 
handled. What I could really use your help with is setting 
up automatic bill payments.”

COMMUNICATING 
WITH FRIENDS AND 
LOVED ONES 

5. Let loved ones know ON/OFF periods so they 
can schedule phone calls, visits and gatherings 
accordingly. Your loved ones often are more concerned 
about the quality of time you spend together than the 
quantity. Most will try to accommodate your schedule to 
ensure you have the best quality time with them while 
talking, video calling or visiting.

6. Add your own rules:



WHAT’S NEXT?
Want more ideas on how to live well with Parkinson’s? 

Much more practical information can be found in a powerful new 
edition of the Davis Phinney Foundation’s Every Victory Counts® 
manual. The Every Victory Counts manual gives you, your person 
with Parkinson’s and your family members the tools you need to 
take control of your person with Parkinson’s treatment through a 
proactive approach to self-care.

It’s jam-packed with up-to-date information about everything 
Parkinson’s, plus it includes over 30 checklists and worksheets to 
help your person with Parkinson’s put what they’ve learned into 
action. Color coding and engaging graphics help guide you through 
the written material and point to complementary videos, podcasts 
and other materials on the Every Victory Counts companion website. 

Request your copy of the new Every Victory Counts manual at 
www.EveryVictoryCounts.com. 
 
Want to join hundreds of other people with Parkinson’s 
to learn how to live well today?

Each year, we host several free events across the US and Canada. 
The Victory Summit® event is a day of information and inspiration, 
featuring dynamic presentations from leading movement disorder 
specialists, neurologists and therapists from across the continent. 
It’s an upbeat, fast-paced event of community and connection, 
filled with laughter and conversation. You and your person with 
Parkinson’s will leave feeling motivated and armed with tools to 
help you be more involved in your own treatment and to improve 
your quality of life.

To learn more and register, for free, for an upcoming event, visit 
www.dpf.org/vs.
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