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How do I       
know if the 
Parkinson's 
educational 
resources I use 
are trustworthy?

OUR GOALS

Recognizing 
the common 
challenges.

Learn key factors  
to determine 
trustworthiness

Understanding 
the importance 
of being able to 
assess the 
information we 
access.
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Why is it important to be able to 
evaluate the information we access? 

 Information is valid and safe 
Not a scam, misinformation,  or 

unhelpful resource. 

 81% of physicians have seen patients who made inquiries about information they found on 
the Internet.

 ++ Internet Health information may enhance the patient’s knowledge about their health.

 - - Drs perceived that it may also have a variety of negative effects such as:
 heightening the cost of health care by adopting inappropriate health service 

utilization (56.2%) 
 making the patients over-concerned about their health (74.5%) 
 damaging the time efficiency of the visit (60.9%). 
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“The doctors are required to not only help the process of 
obtaining the health information but also aiding the patient 

in determining the quality of information as well as 
determining the specific information is suitable for the 

patient’s individual unique condition”.

Jacob J. Consumer access to health care information: 
its effect on the physician–patient relationship. Alaska

Medicine 2002;44:75–82.

OUR GOALS

Recognizing 
the common 
challenges.

Learn key factors  
to determine 
trustworthiness

Understanding 
the importance 
of being able to 
assess 
information we 
access.
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How often do you look for Parkinson's-related 
educational materials?

6.3 %
18.8 %

18.8 %
25 %
25 %
6.3 %

Results from the questionnaire

Types of information you look for…

PD symptoms Medication Diet & Nutrition Exercise Emerging 
evidence

37.5%6.3 %12.5%
12.5%

25%
12.5%

Alternative 
treatments

Results from the questionnaire
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What is your biggest 
challenge when looking 

up PD-related info? 

37.5 %

37.5 %

18.8 %

12.5 %

12.5 %

31.3 %

12.5 %

25 %

43.8 %

0 %
Results from the questionnaire

How useful do you find the information to be? Do you 
apply it in your daily life?

Sometimes useful, 
sometimes applied.

Depends on the 
subject. 

Useful, but can 
result in 
information 
overload. 
Sometimes apply, 
but not often. 

Mixed. Because PD 
is so specific to the 
individual, 
generalizations are 
often not possible.
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Information mistrust

 Many resources
 Varying quality
 Less pure intentions

OUR GOALS

Recognizing 
the common 
challenges.

Learn ways to 
determine 
trustworthiness

Understanding 
the importance 
of being able to 
assess 
information we 
access.
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How do I know if the 
Parkinson's educational 
resources I use are 
trustworthy?

Find your 
educational 
resources in 

reputable 
established 

sources.
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Medical societies 

• International Parkinson and Movement 
Disorder Society (MDS) -
https://www.movementdisorders.org/

• National Institutes of Health (NIH) -
https://www.nih.gov/

• American Academy of Neurology (AAN) -
https://www.aan.com/

Prominent  medical centers

•Muhammad Ali Parkinson’s 
Center (MAPC)

•Mayo Clinic
•Cleveland Clinic
•Any other large center of repute…
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Shop local

Your doctor’s website And their newsletter

Non-profits

Esp. if you’re looking 
for a certain voice or 
perspective
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European and UK non-profits

Parkinson’s Europe*

Parkinson’s UK

*Excellent resource for materials in other languages

https://parkinsonseurope.org/

www.parkinsons.org.uk

Support groups

• Optimal for recommendations for local 
resources

• Better groups will also keep on top of 
research and breakthroughs

• Recently diagnosed individuals might look 
for groups geared towards them
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Facebook groups

• Public and private groups on a range of topics

• Ability to post anonymously*

*CAVEAT – All activity is being tracked

Online forums

• Smart Patients
• Health Unlocked
• Parkinson’sdisease.net
• Parkinson’s Foundation
• Others….
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• Meds
• Supplements
• Rehab
• Procedures 
• Others

Community for shared experiences 

Probably not yet…

• Trained on a range of resources

• including unreliable ones

• “Hallucinations” are a known issue
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Don’t neglect books for inspiration

Check the 
publication 

date, scientific 
references and 
credentials of 
the authors.

Find your 
educational 
resources in 

reputable 
established 

sources.
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How important is the publication date of the 
educational resources you use? 

Results from the questionnaire

• Ensure the resource is 
up-to-date. 

• Check the publication 
date and consider 
whether newer 
information might be 
available.
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Content has a shelf life

Depending on the topic

<3 years is best 

<5 is OK

>5 may potentially be problematic

How frequently do you check if the educational content 
is supported by scientific references and citations?

Results from the questionnaire
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• Check the bibliography or 
reference list to see if the 
resource references 
credible and relevant 
sources.

• The presence of citations 
indicates thorough 
research and adds 
legitimacy to the content.

Reliable educational resources cite their sources.

Do you verify the credentials of the authors or 
creators of the educational content? 

Results from the questionnaire
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• Are they experts in the field? 
• Do they have relevant 

qualifications and experience?

Key questions:

International Parkinson and 
movement disorder Society (MDS) -

https://mds.movementdisorders.org/specialist-finder
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Red Flags
• Lacking/non-relevant 

professional credentials
• Not PD-specific or has 

multiple foci
• Selling supplements or 

cures and other unrelated 
products

Check the 
publication 

date, scientific 
references and 
credentials of 
the authors.

Cross-check 
facts and 

information 
with other 
reputable 
sources

Find your 
educational 
resources in 

reputable
established 

sources.
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• Cross-check facts and information 
with other reputable sources because 
consistent information across multiple 
trustworthy sources suggests accuracy.

• Trustworthy educational materials 
should present information fairly and 
without bias.

• Evaluate the comprehensiveness of the 
resource. Does it cover the topic 
thoroughly, or are there gaps and 
omissions?

Ask your doctor about resources to get good quality health 
information suitable for your individual unique condition.
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Cross-check 
facts and 

information 
with other 
reputable 
sources

Assess the 
intention and if 
there is another 

or hidden 
agenda.

Check the 
publication 

date, scientific 
references and 
credentials of 
the authors.

Find your 
educational 
resources in 

reputable
established 

sources.

How to spot 
Parkinson’s 
Baloney?
Is it intended for educational use, 
or does it have another agenda, 
such as selling a product or 
promoting a particular viewpoint?
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Questionable data. Only evidence presented is testimonials. 

The information is tied to selling products or cures or other miraculous products.
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The information is from an author lacking/non-relevant professional credentials.

“Too good to be true”(with reports that are inconsistent with what you 
know from other reputable sources).

 Look for reviews and feedback from 
other users, especially from educators 
and professionals in the field.
 Positive reviews from credible sources 
can be a good indicator of 
trustworthiness.
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Cross-check 
facts and 

information 
with other 
reputable 
sources

Assess the 
intention and if 
there is another 

or hidden 
agenda.

Check the 
publication 

date, scientific 
references and 
credentials of 
the authors.

Find your 
educational 
resources in 

reputable
established 

sources.

quesions
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How can I access more 
personalized information?

Look for live programs so you can ask more 
personalized questions

For example,   IPMDC 
programs like “Let’s Chat 
About Thinking” series
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Should I be reading research?

If you do just remember not all are created equal

Early studies are often underpowered 
and may lack key elements, such as 
blinding of raters, a control group and 
randomization

• “Pilot”
• “Acceptability”
• “Feasibility”
• “Open label”
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Use 
nonhuman 
studies for 
inspiration
Not as a resource for 
intervention

The same goes for 
early-stage research

Phase I
Safety and 
tolerability

Phase II
Dosage 

Early efficacy

Phase III
Efficacy at 

scale

Phase IV
Ongoing efficacy

Side effects or adverse events
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How to shorten research time as using a computer 
becomes harder due to hand/finger usage deteriorates? 

Google alerts

Automated search results, delivered to your inbox…
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Consider “aggregators”

https://parkinsonsnewstoday.com

https://www.sciencedaily.com

https://medicalxpress.com

https://www.news-medical.net

https://www.neurologylive.com

Consider 
consulting a 
librarian
• Online searching
• Print resources
• Local organizations 

and groups
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Summary

Systematically evaluating the 
educational resources you use 
for Parkinson's disease allows 
you to better determine their 
reliability and trustworthiness 
so that they can assist you 
more effectively.

Thank you for coming
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