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MAP

P35
Year 2

most important

most important:  sleep affects fatigue, but have fatigue in general that is beyond sleep

Most bothersome

fatigue (worse)
affecting ability to work

exec creative director

very demanding, not 9-5 going out on medical disability
can't make the good days and busy days coincide

making me miserable

finding work exhausting and struggling to get through long days

not going to be exec creative director

will do other things
get involved in PD community

journalism

moving away from high pressure and stress

fatigue from work carries over into days off feel tired all the time
don't dwell on it push through

sleep is interrupted

sleep disturbances (unchanged)
going to bed at 11/12

wake up at 2 am
go to the bathroom

not sure if waking first or waken because of needing to pee

may wake up again at 5 usually wake 2x a night for bathroom

back to sleep can be 10 minute or never

wake up 7 am don't feel rested (hardly ever) try not to dwell on it

take klonopin at bedtime
if not taking it, can't fall back to sleep

dread not being able to get back to sleep

have REM sleep disturbance

muscle stiffness (slightly better)

pain and stiffness in the thighs

occasionally have sciatica pains

pariformis muscle

always there

better after running

have to work out pretty hard

relief lasts a few hours, then return

pain = 7/10

feel like legs are filled with concrete

usually not bothersome at night

flexibility is actually good
sensation of tightness and stiffness

not relieved with CL

doesn't stop me push through

nothing really treats it except exercise

better in past year because of increased fitness

rock steady boxing 2x week

cardio 5x week at 80% max HR

strength training at gym

planning to do more dance, tai chi now that retiring

pain

slowness (more noticeable, but not changed)

feel like i run slowly never clocked myself before
now with PD exercising more

1 mile in 12 minutes

slowness in lower body

bending over to pick things off the floor
no one else would notice

feels like I'm not moving as fast in the hips and legs

foot tapping is slower in another study
being in the study makes you notice the slowness

before I was diagnosed - thought it was arthritis and getting older

upper body notice during training in the boxing faster on right than left (Affected side)

now tracking it because of increased focus on fitness

3 most important symptom

Somewhat bothersome (unchanged)

thinking (more anxiety with this)

difficulty concentrating

related to stress anxiety and fatigue
still working at a high level

more exhausting to stay focus

job involves so many things, multi tasking
multitasking is now harder

harder to perform

always been high energy less able to do multiple things at a high level

slow thinking

no real issues with speed of processing

more issues with decision making

second guess self
due to being tired

due to apathy

harder to think on feet - more stressful thinking under stress is different specific to the job

difficulty remembering

under extreme situations (high performance) harder to recall

no change in usual recall

Verbal symbol swap

mood (better due to Rx)

anxiety

job related
sensation of anxiety

citalopram helps alot

situational sometimes just happens

throughout the day able to cope taking celexa

depression
better since decisiong to leave job 

don't feel so hopelessly trapped

apathy can usally make self do things more more a struggle like when cleaning

tremor (unchanged)

left arm

comes and goes stress triggered

less when not stressed

happens a few times during the day

better when not working

sometimes exercise makes it worse

not very bothersome physically more psychologically bothersome a physcial manifestation of an incurable disease*

ongoing Rx
CL 25-100

Resting Tremor

don't always have a tremor

fine motor skills (worse in last year)

in the hands uncooperative hands

putting on a bracelet
had to use the non dominant hand

still dress fine

handling paper money is an issue
fumbling, psychologically uncomfortable

don't want to keep people waiting

taking a single pill out of a bottle small pills have to think about it

writing has not changed

typing skills I'm a writer

left hand is much slower in typing
used to be fluid able to compensate not affecting ability to work

now having to compensate R hand dominant, not affected

mousing have a trackpad no real issues

Finger tapping Rotate shape

constipation (controlled)

had it my whole life has gotten worse with PD

sometimes terrible
go a week without going to bathroom

have to take laxatives

taking miralax 5x week makes a huge difference changing diet wasn't enough

pretty controlled now

urinary urgency (a little worse past year)

can be day or night have to run to the bathroom whole life would laugh and pee pants

don't have to plan around it, but do pay attention to where the bathroom is never pass up a bathroom

wake up at night 2x

 walking/running (improving by excercising)

no change in actual gait
only affects the running when starting out

usual around the house gait is fine

affects exercise only

dystonia/cramping (improved)

cramping in calf (occasional) - at night

had to get up to relieve it

only once in the past few weeks

like a charley horse

toes

occasionally in hands

has gotten better over the years used to have terrible cramps
in toes

then eased up

Less bothersome

Not bothersome arm swing (no change)
had this, but not any more since excercising it is back to normal

watching for this and checked it as "1" on survey

very important and watching for this - huge part of life articulating clearly

No issues
(but still important)

excessive daytime sleepiness

difficulty speaking

monotone

difficulty forming sounds (articulation)

quiet speech
don't actually have this hyperaware and monitoring

changes in voice quality

Reading Phonation Articulation

altered facial expression
saw this listed in the disability record doctor could see it - I can't

increased choking

hypersalivating or dry mouth

altered sense of smell

changes in posture

difficulty word finding

balance (monitoring for this)

I'm more aware of this now no real change always had imbalance going down stair

Walking &
Balance

doesn't really capture muscle stiffness when gettting up

otherwise doesn't capture walking because no issues with walking

trouble with visual spatial depth perception

monitoring for this

no issues currently

Trails

not as good as the other tests
not as precise of test too easy for cognitive

glitchy - hard to tell if capturing fine motor or not

Not important or 
Not relevant 

?

KEY:

Signs/Symptoms reported by the patient (patient voice)           

WATCH-PD tasks
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