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How do
know if the
Parkinson's

educational
resources |l use
are trustworthy?
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Why is it %ortant to be able to
evaluate the |fff@;matlon we access?
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® Information is valid aﬁd, safe

a/re

=" Not a scam, mlsmformatloﬁ%ogr
unhelpful resource.
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Physicians’ perceﬁﬂgn of the effects of internet health
information on the doafmg-patlent relationship
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= 81% of physicians have seen patients who made |an|r|€9e@7bout information they found on
the Internet. o,
G’/
= ++ Internet Health information may enhance the patient’s knowledgéfapout their health.
= - - Drs perceived that it may also have a variety of negative effects such as: "‘%v

= heightening the cost of health care by adopting inappropriate healthmsé%age
utilization (56.2%) *Cony,

= 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 reqwredazg not only help the process of
obtaining the health information, but also aiding the patient
in determining the quality of mfm;matmn aswell as
determining the specific information |§’su|table for the

patient’s individual unique condlf‘mn
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Jacob J. Consumer access to health care information:
its effect on the physician-patient relationship. Alaska

Medicine 2002;44:75-82.
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How: often do you look for Parkinson's-related

Ceny

"o em%educatmnal materials?

‘Ej ey, 4”9094 " »
H 6.3% o Neoyer

18.8 % @ Only w’ﬁem I have a specific issue or
topic | want tfﬂearn about

At least one time a rﬁm)th
25 % @ Several times a month M"Ve»w

"Soz,,

25 9% @ Several times a week "

6.3 % @ Daily

Results from the questionnaire
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PD symptoms  Medication Diet & Nutrition Exercise’ "o, EMerging Alternative
@VLgence treatments
25% 12.5% 6.3 % 37.5% 75,
12.5%"%., 12.5%
O/é‘of%f
scs%f

Results from the questionnaire
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37.5 %,»2% Not knowing where to look
y/e)

/'700
“Re, . .
37.5% Findfﬁ@gg;o-date and accurate information What s your blggest
- %%M challenge when looking
. () Too many similar reSayrces .
b, up PD-related info?
i,
12.5 % Identifying reliable and trustwor?ﬁﬁfosgg/rrces
e c%ko,
12.5% Understanding complex medical terminology %S@/m-%@
’1//,/70
31.3% Accessing information tailored to my specific needs or symp?éﬁoso
e/”oV
0 Distinguishing bet ble el avibe and nsodotalatiies.
12.5 % istinguishing between credible medical advice and anecdotal stories "0,
Dyeme/?
(7o
25 % Dealing with information overload and conflicting advice ?O’”%Cs
Nts,.
43.8 % Finding practical advice for daily living with Parkinson’s
0% Accessing information in my preferred language

Results from the questionnaire
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f-’lewcuseful do you find the information to be? Do you
W/% apply it in your daily life?
SEQ//O/V//]
Sometimes useful, k"’%m,%
sometimes applied. Useful. but car?%“’”@f Mixed. Because PD
result i’n m&,%% is so specific to the
information "”mkgsiwdu.al, .
genéralizations are
overload. ome, .
Sometimes apply, often not mif!ble'
Depends on the but not often. “
subject.
10
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Information mistrust
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= Many resources
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= Varying quality
= | ess pure intentions
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How do | know if the
Parkinson's educational
resources | use are
trustworthy?
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@ M%edlcal societies
Internatlon’a{ Earklnson and Movement @

Disorder SomefWM DS) - wison-

https://www. movementdlsoi’ders org/

g
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* National Institutes of Health (NIH)

| Parkinson and
Disorder Society

0s,,
/77/&& m)
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"on,g <National Institutes of Health

https //WWW n | h gOV/ Turi /,Pscovery Into Health

/7[0

* American Academy of Neurology (AAN) -

https://www.aan.com/

s
& e,

Py AMERICAN ACADEMY OF

NEUROLOGY.

15
i Prominent medical centers
@ «Muhammad ALl Parklnson S
Center (MAPC) ..

*Mayo Clinic
*Cleveland Clinic
«Any other large center of repute...
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Shop local

Your do@t@r s website

And their newsletter

Living Well with Parkinson's | IPMDC News 7/8/2024 &t o s
W/rh%[ ® !Ta'v--klmn-s-nwmmmnl rders Cent
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IPMDC 2024 Conference Follow =

B
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L. Living Weu"v\mg] Parkinson's
" IPMDC News ers C‘%'s
L July 8, 2024 r
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Esp. if you’re looking
for a certain voice or
perspective

BRIAN GRANT (=) DAVIS PHINNEY
"FOLNDATION

Foundation For Parkinson’s
fory counts®
/howpef
/w/%o,rr
,\/ 2% pMD Alhance e
Parkinson & Mavement Disorder Alfancs

AMERICAN
PARKINSON DISEASE
ASSOCIATION

Strength In optimism, Hope in progre:

Coalltlun
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l .., European and UK non-profits
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Parkinson’s Europe* ", arkinson’s @

c"@europe w

https://parkinsonseurope.org/

"Ss,
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o;v%

Pl-\RKINS()N'SUK i,

Parkinson’s UK CHANGE ATTITUDES, ¥,
www.parkinsons.org.uk FIND A CURE. "0,
JOIN US.

*Excellent resource for materials in other languages
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@ Support groups

resources

* Better groups will also I”éeep on top of
research and breakthroughs%w

* Recently diagnosed individuals mlgm look
for groups geared towards them
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* Public and p]?kl%m%groups on a range of topics
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* Ability to post anonymgs%rty;‘
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*CAVEAT - All activity is being tracked
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“Online forums
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* Smart Patients
* Health Unlocked ..
* Parkinson’sdisease.net"..
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 Parkinson’s Foundation

n,
fo,so
",

s Others....
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patientslikeme Community for shared experiences
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Presci'%ﬁn{}drugs Over the counter drugs Supplements
Trosment %?oe Pathnts Tevatmemt Fotrts Trestment Pants
Duloxet q‘/ﬁ/;m 5 it 2 tamin D 15.16
Pre. S of’?/re 51,672 Naproxan 21,132 8,606
” C
° M ed S Gabapentin ‘wa‘ofm;"“”‘ 13,390 6793
Prednisone 40414 «’?@/7;,;;: phen (Paracetamol) 8,169
Sertraline 37,058 Cetirizir @’1/ 54
* Supplements e e, :
See all 2,712 prescription drugs 1 664 aver the v’%,%o i
F,
* Rehab
Physical therapy Equipment kins, Procedures

Procedures . — e o i -
* Others .

23
/yfeoeq », /'700 .
® ChatGPT
Probably not yet...
* Trained on a range S'T’ﬂf»e%sources
* including unreliable ones
GOLYMDVem
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““Don’t neglect books for inspiration
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My Degenerafio
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H@w important is the publication date of the
““educational resources you use?
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Veryimportant 6 (37.5%)
Important

Somewhat important

Notimportant|—0 (0%) %%0
/7%”/\70
s B . . "e,h
I don’t consider the publication 0 (0%) en,o%
date ers o
ey
0 1 2 3 4 5 6

Results from the questionnaire
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+ « 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
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Hd%emgquently do you check if the educational content
IS suppgfmgpl by scientific references and citations?
Always | )
Often 7 (43.8%)
Sometimes :@(fg%y%}f%/
Rarely 4 (25%) e ",
Never T Ceny
0 2 4 6 8
30
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* Check the bibliography or
reference list to see if the
resource references
credible and relevant
sources.
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* The pfé&ence of citations
indicates tﬁmgugh
research and a&@so
legitimacy to the coritent.

31
I'.%you verify the credentials of the authors or
ci‘%tors of the educational content?
Always
Often
Sometimes 6 (37.5%)
Rarely ;57091 3%)
Never 3 (18.8%) o, Con,
32
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Exercise to improve Movement, Voice & Cognition
OHIOHEALTH

DELAY THE DISEASE’
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International Parkinson and
Movement Disorder Society

International Parkinson and

movement disorder Society (MDS) -
https://mds.movementdisorders.org/specialist-finder
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* Cross-check facts and information
with other reputable sources because
consistent information across multiple
trustworthy sources suggests accuracy.
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. T?ﬁs&%orthy educational materials
shouldsﬁvegent information fairly and
e/no
without bias.™=,,
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X * Evaluate the comprehensi/\&;@heegs of the
resource. Does it cover the topic
thoroughly, or are there gaps and
omissions?
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: Ve
Ask your doctor about resources’”*t@,ﬁget good quality health
information suitable for your individua,gqunique condition.
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Find your

educational

resources in
reputable

established
sources.
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Is it intended for educational use,
or does it have another agenda,
such as selling a product or
promoting a particular viewpoint?

b \
e

H OW to S p Ote\jb%oe{mr/m
Parkinson’s |
Baloney?
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The information is tied to selling products or cures or other miraculous products.

AN A
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The information is from an author lacking/non-relevant professional credentials.

AN TR

7/21/2024

43

OOpy
= Look for ?gﬁteags and feedback from
other users, espe@!‘&i&y from educators
and professionals in th5°ﬁ@1&i.
= Positive reviews from credi%?esggurces
can be a good indicator of g
trustworthiness.
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“Too good to be true”(with reports that are inconsistent with what you
know from other reputable sources).
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Find your
educational
resources in

reputable
established

sources.

Check the
publication
date, scientific
references and
credentials of
the authors.
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t@pk for live programs so you can ask more

. persona lized questions
e\jba/eoeq /r, & Event Series: Let’s Chat About Thinking
"°"ora,, Let’s Chat About Thinking series

For example, IPMDC
programs like “Let’s Chat

with Dr. Jenﬁ@gbll%;;;
. . . Cognitive and Bel rclr Neurologist
About Thlnklng” Se r|eS This month's topic: /77493

,O
.ﬁn[yls from 2:30 pm - 3:30 pm EDT

“I Don't Have Any Memory Pmb'fmnnywny Right, Honey?"

Anosognesia is a phenomenon when thé’bu;&n is unaware of the problems or
challenges that it may be having. Other people (vqy notice that we are
forgetting or making more mistakes, but in our porspﬂw it seems like we
are doing just fine! Why does this happen? Is it subconsciol 2L is it my brain
stubbornly denying the truth? Sometimes trying to “prove who's gb}'ocun
lead to conflicts and defensiveness—and often this is the most troublis
sensitive part of having brain disease. Let’s talk about this sensitive topic of r@m‘owmg what's
wrong and decide if ignorance really is bliss.

W Please click here to register

@ and you'll recelve your link to join in.
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If you do just remember not all are created equal

6/7 %
4
2 0/%7
05,
Sq

Early studies are of/tém,lnderpowered
and may lack key elemenf%r,k,such as

blinding of raters, a control groﬁmand
randomization

* “Pilot”

* “Acceptability”
* “Feasibility”

* “Open label”
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Safety and Dosag"éf"%/% Efficacy at Ongoing efficacy
tolerability Early efficacy 7*"”%% S Side effects or adverse events
SUCCESS
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The same goes for
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early-stage research.
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Google alerts
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Automated séarch results, delivered to your inbox...

Google
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Alerts

Q [create an alert about...

My alerts (0)
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Cor“rsu;ler “aggregators”

q/p

Parkinso ’s

https://parkinsonsnewstoday.com
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N https://www.news-medical.net e

LIFE SCIENCES

https://www.neurologylive.com

Neurology
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- Consider
consulting a

librarian

_ * Online searching
“ 7w, e Print resources

O-O,J,ocal organizations
ant%groups
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Summary..,

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.
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