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RECENTLY DIAGNOSED BOOT CAMP PROGRAM

Tuesday June 19,2022

Time: 2:00 pm - 4:00 pm. 

Family, Friends & Work

Family
Friends
Social activities
Work relationship

Social Isolation
Loneliness

Depression
Inactivity

RISK FACTORS 
POOR OUTCOMES IN PD

POSITIVE 
FACTORS
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Pandemic     
Social Isolation

We’ve all been 
there now

SOLUTION

Promoting activities that enhance social 

engagement

Can improving social 
health influence the 
progression of PD?
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Socialization improves  
PD-symptoms

but 

PD-symptoms affect 
relationships & 
socialization. 

Family WorkFriends

1 2 3
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Family

1

Partner 
dynamics
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I struggle with the balance of sharing 
how I feel with my family and yet not 

dwelling on it either.
- Participant

There is time to take 
time to find the right 
words or moment 
because PD progresses 
gradually. Symptoms 
don’t change 
overnight. 

Practical suggestions
Sharing your diagnosis 
as soon as possible 
with your partner and 
other family members 
may help them 
understand changes 
they are likely to have 
already noticed & 
alleviate their worries.

Reassure Partner 
(and others) that 
there are  available 
resources: 
neurologist, 
counseling and 
support groups.

It may be helpful 
to sit down with 
your partner 
and/or family 
from time to 
time to talk 
about your 
evolving roles. 
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Exploring 
solutions 
together

Good 
communication.
Pursuing enjoyable 
activities 
independently. 

Define what “social activities” mean for each of you
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Children 
dynamics -
kids and/or grandkids

Common to worry if 
your child will develop 
Parkinson’s too.

At this moment, any 
genetic link is more 
associated when a person is 
diagnosed with PD under 
50 years old.
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Discussing PD with 
children or 
grandchildren

• Depends on their age & the 
relationship you have with 
them

• Common to want to protect 
children from knowing about 
health issues that may scare, 
upset or worry them

“Parkinson’s means I 
may not be able to do 
all the things I want to, 

when I want to."

“Parkinson’s means I 
may not be able to do 
all the things I want to, 

when I want to."

Talking about PD:
Young Children

Books to explain 
Parkinson's to kids
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“You might see I don’t smile 
as much as I used to. It’s not 
because I don’t feel like it.

Parkinson’s make the 
muscles in my face go stiff, so 
I can’t always move my face 

the way I want.”

Talking about PD: 
Older Children and 
Adolescents

Use more age-appropriate 
language

Get info out first, start with 
the key details

• Not life-threatening 
• Not  contagious
• With medications and 

proper care, many people 
live for a long time and very 
well with the disease

• Very little genetic 
relationship
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Talking about PD: 
Older Children and 
Adolescents

Adolescents may need more 
insight about what the disease is 
like on a daily basis.

• How they can help
• Medications-timing, side 

effects etc. 
• Emotional changes-

depression, anxiety etc.
• Diet and exercise changes-

how staying active helps

Talking about PD: 
Adult Children

• Provide them with the 
same key details about 
the disease 

• Point them to reliable 
resources, including 
possible support 
resources (e.g. www.ipmdc.org)
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Talking about PD: 
Adult Children

They may want to find 
ways to help
• Going to doctor’s appointments 

(particularly your neurologist)

• Help around the house
• Physical work
• Complex activities

• Dealing with insurance 
companies, bills & 
medication issues. 

Lifecare Affordability Plan 
https://lifecareaffordability.com/

I haven’t told my 3 kids yet (all just graduated from 
college) - planning on doing it in the next couple of 
weeks. Is there a checklist or outline of frequently 

asked questions that I can be prepared with? Kids are 
all compassionate science nerds.

- Participant
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Feed them the right 
info immediately  
(“lay it on the table”) = 
will reduce the need 
for questions.

1- Is there a cure?
2- Anything you can do to 
stay better?
3- Are there are 
supplements or natural 
options that can be used?
4- Can you carry on 
driving?
5- Can you carry on 
working?
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Other/Extended
family

… I don’t mention it, because the 
reaction is usually one of sympathy, 

and that makes me feel 
uncomfortable. 

- Participant
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Practical suggestions

If unsure to tell or 
not to tell = 
helpful to speak 
with others who 
have had the 
same experience.

Try to think -
what would 
you want to be 
told & how?

Get to know 
common myths 
& questions of 
PD so you 
prepare for what 
people might say.

Sharing 
educational 
materials or 
taking family 
members to next 
consultations 
might be helpful.

Define important 
actionable things 
to share like 
fatigue, anxiety & 
stress can aggravate 
symptoms.

Control how you 
deliver the 
information & 
your reaction. 
Don’t internalizing 
bad outcomes.

Trying to hide 
condition may 
induce more stress 
and also make 
them worry more 
about what they 
don’t know than 
what they do.

Use examples of 
people that they 
might know 
(celebrities) that 
are living well with 
the disease. E.g. 
Alan Alda, Michael J Fox
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Explore help 
available outside 
the family: 
neurologist, 
counseling with a 
trained therapist 
or counselor.

Plan family 
events & routines 
that work around 
the times of day 
when you are at 
your best.

Remember people 
might have known 
someone with PD 
so they might have 
a negative image 
of Parkinson’s. ?

Family Friends

1 2
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Friends
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Guide friends on what you prefer…

“I have PD but I 
prefer not to talk 

about it”

Guide friends on what you prefer…

“I have PD but the 
meds really seem 

to help”
[and then transition 
away from the topic]
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Dear 
friends…

Think about “who boost’s you up?”
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Take advantage of friends to help you exercise

Think of social exercises with friends & others
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Think about creating new friendships in PD world

One good thing 
that’s come from the 
condition is all my 
new friends all over 
the world – I’m so 
thankful for them”.

- Elisabeth Ildal, Denmark

Elisabeth (right) with her friend and fellow ‘padel’ player, Kim (left).

Make sure to target depression, anxiety…with your Dr

Discussions should 
aim to achieve a 
balance between 
providing realistic 
information and 
promoting 
optimism.
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Be aware of reported problems in friendships

Reported 
problems in 
friendships

Friends who treat you like 
you’re helpless 

1

2

3

4

“We have nothing in common 
anymore” 

“My friend's avoiding me” 

Friends who are “too helpful”
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Family WorkFriends

1 2 3

What are your biggest concerns in the workplace? 
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Really interested in workplace 
dynamics. How to notice/address 
cognitive decline for those still in 

workforce.
- Participant

Workplace 
success for 
people with PD 
depends on 
both internal 
and external 
factors 

• Internal factors: symptom 
severity, daily fluctuations 
in PD symptoms, the way 
in which a person with PD 
copes with and adapts to 
the disease. 

• External factors: the 
presence of supportive 
employers & colleagues 
who enable appropriate 
adjustments to the 
working environment. 

Mullin RL, Chaudhuri KR, et al. Disabil
Rehabil 40, 2032- 2039.  

Targeted 
workplace 
education & job 
coaching should 
be an element of 
care programs for 
people with PD. 
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Do you think it’s best to 
share your PD in the work 

environment? 

“It was the most 
stressful period I 
have experienced in 
my life, ever. 
Thankfully, I was 
accepted onto my 
company’s income 
protection plan”.
- Gary Boyle, Ireland
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Disclosing to your supervisor or coworkers

Get accommodations 

Work at a more reasonable 
pace & at flexible hours 

More understanding if 
productivity goes down 

Reduce the stress of 
maintaining a secret

Camaraderie or community 

Fear of inconclusive laws to 
protect you from losing job  

Alienation & Discrimination

Fear of loss of opportunities 
or privileges 

Risk of losing clients?

Loss of privacy

Before you tell 
your employer

• Get to know your rights.

• Are you simply disclosing? 

• Or are you going to be asking for 
accommodations? 

• If YES, talk to your doctor first:
• how to best accommodate your 

skills & time
• Documentation of your disorder
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Plan an appointment that won't be interrupted.
Make suggestions about different options and follow-up.

Starting a discussion with your boss

What are some options 
• Change in workload - 80%, 50% 

• Change tasks 

• Assistance 

• Accommodations 
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Some guidelines for dealing with different boss personality types

Dealing with 
problems at work 
- Skeptical boss 

• Signs
• Doesn't recognize the symptoms 
• Doesn't believe you will be able to do your job

• Strategies:
• Don't get defensive 
• Don't try to compensate by working more hours, 

etc. 
• Offer medical documentation including 

recommendations from your physician or therapist
• When possible, offer to discuss solutions 

• Taking breaks at different times 
• Trading duties 
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Dealing with 
problems at work 
- Passive 
Aggressive Boss 

• Signs
• Forgets to follow up with your requests 
• Late for meetings with you 
• Talking behind your back 

• Strategies: Techniques for coping 
• Put everything in writing via e-mails or memos 

• Include a time frame for his/her response 
• Follow up with add’l responses if you need to 

• Discuss the ramifications for you 
• e.g. may not be able to complete the 

job satisfactorily without 
accommodations

• Ignore (but document) passive aggressive comments 

• If all else fails 
• Address the issue directly (but politely) 
• Involve upper management and/or HR 

Dealing with 
problems at work
Passive Boss

• Signs
• Unwilling to commit to timelines or schedules when 

you make requests for accommodations or 
assistance

• Strategies 
• Make it as easy as possible for them to follow 

through 
• It’s always best to provide a couple of different 

solutions more options when possible (i.e. don’t 
go into the boss with a problem without 
bringing a couple of solutions…)

• Written guidelines 
• Offer due dates and timelines 
• Offer timelines that include a timeline to 

evaluate and revisit the accommodations you 
are receiving. 

• This gives them some flexibility if 
something’s not working.
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Dealing with 
problems at work
Hostile Boss or 
Coworkers

• Signs
• May single you out for potentially abusive remarks 

• “This project/objective is time-sensitive, will we be 
able to count on you?” 

• They complain when you have appointments or 
other “inconveniences”

• Strategies 

• This is potentially illegal behavior.
• Need to address it directly and early on.
• “I understand you're frustrated by my having a 

disability, but I'm not comfortable with how you're 
expressing it.”

• If this doesn't work, contact HR & Upper Management, 
consult with an attorney, document dates and details.

Dealing with 
problems at work
Intrusive Boss or 
Coworkers

• Signs
• Frequent inquiries about your condition, 

articles about potential treatments etc. 

• Strategies
• Acknowledge and thank them for their 

concern and then change the subject 
abruptly 

• If that doesn't work 
• “I appreciate your support but….”
• “I want to focus on my responsibilities 

here, not my health”
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