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. . ‘ more than before that | cannot live
A considerable number of people with Parkinson's (PwPD) detours that allow them to carry out their daily

suffer from obstacles in thinking, often even before activities anyhow. W up to the expectations of others

diagnosis. These obstacles include problems with . and cannot be so considerate.
attention and concentration, memory, speed of thinking It is these detours that the researchers of

and acting, keeping an overview and planning, stimulus the COPIED study have collected via 1:1 1in depth

processing and carrying out (double) tasks. There are interviews, focus group interviews, validated with

as yet no scientifically substantiated aids for a questionnaire, and are currently classifying and

circumventing such obstacles. turning into a self-help tool that will be tested by
the research participants before unleashing the

In the meantime, people with Parkinson's and their enhanced version to the Dutch Parkinson’s community.

loved ones are 1incredibly creative in finding the

* COPIED 1is an acronym for '"Cognitive Obstacles & Detours in Parkinson's: Information Processing Tips for Every Day'.
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13 PwPD ) )
| The data collected from 1:1 interviews and
5 loved ones

focusgroups was very rich. It informs
| about obstacles, their impact on self,
: : . | other and surroundings, the detours taken
In depth interview of 30 minutes bt &

. . . and the (un)intended effects these ma
Four online focus group meetings of 90 minutes | L | (un) y

. _ -‘ have, context factors that hinder detours PERCEIVE
discussing preselected obstacles and detours. N o
and that facilitate them.

PERFORM

py: People with Parkinson’s choose to answer
Transcription and qualitative analysis in Atlas.Ti cases with obstacles about not

A lly, | think the : s 5
Mapping to the PRPP model of information procesingx. ctually, [ think the most. They mostly recognised not finding
obstacles in thinking are

the most determining for
relationships. The
obstacles in thinking
are underexposed.

words and least recognizable was loosing the
way (12% only).

In the category, not being able to
start and taking a long time to finish a task

o y were recognized over not being able to stop.
1aqanre

VAl 7772 72 73
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OBSTACLE DETOURS In the category, PwPD recognized not

| CAN'T REMEMBER WORDS OR NAMES being able to choose and difficulty 1in

I still know everything | need to know, just not Iédae:/cor;b':fl:!ec\’/vl;:dE OTHER asseSS'ing Comp'Lex situations most. They

always when | need it. Then | lose it for a while. : : . . . .
) @ ﬁ @) In a conversation with someone, for example, | 46 %: PROVIDE SUBTITLES In preparation fora meeting, | write down recognized being less empathic the least but

T

357 PwPD
100 loved ones

important words and put them in front of me . or . . <4 .
| explain that | cannot find a word (Prepare), | let someone else guess or | look still 50% of PwPD did find recognition.

(%
, . s the sinl?agrot?]j:rﬁtlscsau”c: at my wife and hope she finds the word so |
Two seperate uestionnaires presenting cases from ste i) @ @ @ @ ‘ 30 %: PROCEED can move on (Mobilize help), | check with the
di g . 2 " b 1 i 4 d £ P m”%ﬁﬁﬁﬂﬁgﬁj I keep on talking until | do find the word alphabet if I can come up with the word (Find In the category, PwPD mostly recog -
1 discussing whether obstacles an etours were recog- . ‘ . aqwmwmmmwmmmmammm5 nized not being able to focus and filter out
. . . - - 7 28 %: POSTPONE arrive at the word (Visualize), | try to remem
nisable. To reduce the questionnaire burden, person’s =

with Parkinson’s were give the choice to choose from | PR R ﬁgﬁﬂﬁﬁwﬁﬁﬁﬁﬂﬁ%3ﬂ$ noise. They recognized not being able to

) 22 %: PUT IN PERSEPCTIVE taIkingwiththewrongwordandthenIseeif red-irect attent-ion -in unexpected S-ituat-ions
one of four categor'ies of obstacles. After answer'ing f f | make jokes about it my partner understands me. He now knows

that it is the case (Getting over mistakes), the least (40%).
questions about one category of obstacles, he/she could ) 7 N 14 %: QuIT Searching with google helps a lot because |

. . \ Loy ¥ | quit talking altogether can't find the name but | do have a descrip-
move on to the next category of choice or skip such & : - tion. E.g. Dutch cyclist who won the tour de

. . | NG [T france (Use a tool), For the loved ones not being able to focus,
categories and go to questions about commonly taken el | start over forgetfullness, slowness and not being able
detour. to start were most recognisable. An altered

perception of time and not finding the way
: _— Example of how each case was analysed. This one is an obstacle in the category 'Remember’ LIS A LRI S el e
Results were analysed in Excel for preliminary results. y>ed. gory '

often do not come up with the name of every-
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Designing a self-help tool in seven steps

\V/ Formulate design criteria for self-helptool Mapping detours
- inform and spark awareness - For science statistics matter. For a PwPD and loved ones 1t

- help pinpoint the most hindersome obstacles only matters whether something works for them. Therefore 1in SLOWDOWN

: : : - g Reconnect by slowing down. Adjust to the pace of the
- facilitate discussions | the self-help tool we will mostly refrain from mentioning Gl person going slowest. For example by helping a

- 4inspire people to copy their peers’ detours . ‘ percentages. In the end, even if a detour would work for 1gf‘féJ' ) PwPD focus (muting stimuli), listening when some-

U I one else is speaking, asking whether you understood

. . someone, simplify the questions, etc.
First Design piy the q

Adapt design in a focusgroup meeting ' , | The current concept features so called detour favourites

Send design to research participants “-N mapping an obstacle to possible detours. }
The detou re part of a booklet in which a general s TAME THE PINK ELEPHANT

. . . . il 7 Openly discuss what you run into. You can only try to
introductijon abouf obstacles in thinking is present. a4 A tackle what you name. What you hide becomes a real

problem.

Gather feedback via a questionnairre and semi-structurec
interviews with n = 14

Adapt desdign

00.000¢

Distribute as widely as possible (All participants that
stated they want to receive the tool will get a copy)

What is going on?

People with Parkinson's may have difficulty directing, dividing, shifting, and holding their

: ich stimuli rve our
. in that determines which stimuli dese
i entrating). The part of the brain _ b stall
afttterr:?ig: (ESrr\]Etions lesgsl well in PwPD. This reduced attentional ;lexﬂzjl.hty ig;;trstii‘i?:ting .
ate ' ) : ; i and readin
ith the daily activities. From washing, eating, ghessmg, Wachln&? Wointments. 9 N _ -
concentration. A case study with the conversations, remembering information and keeping app ¥ Before every
detours of the people nextto PwPD1is e Parkinson's
elaborated on the back of this card. | : » o
- My loved one 4 Situation ang
ACCEPT N Y rememp . .Oes not
just keep reading even f | don't under | | Converstion L0193
o tand something. That understanding ovid a healthcare o\
while reading and | can't remember < M ed by outside stimuli(for example, Zzually comes later. }I?esulr/fﬁ Then she says "vos yes, /(%;;' \ '
what was written. Then | talk to } I turn off the phone, tgrn off the W/'hz;/'t ;:tize Wan’z‘s to be done PREVENT @ \ | 7~
neople about a piece we both read : music, and sitin a quiet room) o 2t thet momens | C1OW itat all A N BC=E h ,P REVENT STRES
and [ think it said something r/ ' . \o// - elp .Wlth the dosing of stimylj
completely different. Then I look and time Pressure around the
back and the other is rig LET IT GO i,.;»———//

ENCOURAGE appointment
M

strikes me. PREVENT /______._— . Beforehang | - ENT

EXCHANGE : t0 pay atte My partner

 read other books ; - ntion

that are divided into s s ) ’ACFEPT

short (chapters) ' {51 1) let it be

About this detour map
In this detour map we use a (asé study

from practice to show how people with
Parkinson's (PwPD) get around a lack of

out the current

hat we want to tack/e
MUTE STIMULI

7 & . R 1 i - f/\
&& | an hardly keep my attention | make sure that | can't be distract e

e ——

¥ '\ | read alittle bit. Not two
¢ chapters, but one

REMINDER Sys )

| L | , lsuggestto record the
SIMPLIFY ~ _ R Onversation so that e

’can listen to jt together
/ . diter. Orh Iask him to Write
> Wn what s sajq
7 ?//,,’?//.

/ - of the pe ‘
. RESET Persons from the
6‘ I‘ REROUTE e W | speakfirmly to myself tg(:;’ED mi !

. : .. W | try extra hard to focus e’ = ) :
Of the people Wlth : :‘.-—:‘ - | . Son's . . sE o CK
Parkinson's in the COPIED B POSTPONE 5w N - on what I'm doing obstacrlzc‘;g”fles this e e - 3o :
study recognizes this ~ % an Y 'mooingtodo . B Way to dea| eir favorite understand Something or that | | e
obstacle. Their favorite detour 4l 5?|meth|n9 el‘sfér to prepareafow'tt: this is : TAKE ovER e amas = == exp’air; Whaton
) - ‘ 'f| try again la rthe et |
is to mute stimuli. ) il Il try ag conversation ) ' Generally, | do the talkin o r o

Orl make notes.

p

REw|
|F | GAN'T HOLD MY ATTENTION, ND

: 2 i e — ' We discuss what was saiq
YOu CAN HELP ME BY... : - after the consult

READ TO MYSELF | order audiobooks and have | make notes on whatl .
| read it out loud them read to me have read or | underline words

CANCEL
| don't read anymore

“ | can't concentrate when I'm very tired. Thep | do not
only get wobbly in my legs, but apparently also in my
head.

“ | do read, but sometimes no information )
comes in - concentration thingy, .I guess - after whic
| have to read the same text again.

. e®%0,
* Chapparo, C., Ranka, J., & Nott, M. (2017). Perceive, recall,

plan and perform (prpp) system of task analysis and interven-

tion. In M. Curtin, M. Egan, & J. Adams (Eds.), Occupational

therapy for people experiencing illness, injury or impairment
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