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“Once a treatment
enters the mainstream,
science 1s left behind.
The next questions —
when to use it and on
which patients —
become matters of

judgment, not
measurement.”
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“Incidentally, psychoanalysis is not a .
science; it is at best a2 medical process, and
perhaps more like witch-doctoring....” |
perhap o
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““If you are sick, I wou

d advise

that you go to the witch doctor

Ebecause he 1s the man in the

tribe w

ho knows the most

éabout the disease; on the other

éhand, his knowledge 1s not

sclence.

Richard Fey

Nobel Prize, Physics, 1965
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e Cystic fibrosis

USA Matthews Clinic
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Neurologist care in Parkinson disease

A utilization, outcomes, and survival study

Figure

Risk reduction

250 -

20%

15%

10%

5%

0%

Hip fracture  Nursing Death
home

Improved risk with neurologist care

:PARKINSON®
sFOUNDATION




PARKINSON®
FOUNDATION

TVYNOILLYN




p
Parkinsons
Ot eomes Froject i ‘
' e w9

: _’_,H.-

.

1

Ii“ "\'

"R

E

By

+
i

t‘( p !

* /+ years

1 ¢ 14,000+ participants

e 20,000+ evaluations
e 20+ interventions
e 6 outcomes

e Goal: To find and
understand the very best
care so that we can teach
others to provide it.
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Demographics

National Parkinson Foundation Patient Registry

YOUR CENTER NAME

Social

NN

Clinical
evaluation

(Definiti & instructions on reverse; Use 388 for unknown)
PATIENT DATA OTHER TREATMENTS
First Last gmres 1opes, winn 3ma., | BEfore jourrart | AMET | (naw or pomtinusd
name name e aizma | visit | tesbeed | visit
— S5/ Physical therapy 0eng; 1, 2=yes D= t=yEs
HIN# ;‘H i Oonc; 1,20ms [—
[ Clinigian =Y —
name, Speech therapy Denc; 1, 2eyes
Person completing form Exercise foum per st Do per ek
e Social worker! o 1,243 =
Ol O I
Sex fotemaie Mental health tx o 2o Do e
_ or referral 2=es,
Weight wio shoes s, 355-not done Desp Brain 0o =t L=
Height wio shoes m!ﬁ-ﬂl Z=blimteral '_|I-ﬁﬂ:ll'l'2|
most &N PPN
Race & Ethnicity fEp— S Tegets: ot ] ower [

MNPF Data Form 01.27.10

Living situation 1=at home; 2=kl cave J-oter
Iimedup £ .99 test (TUG)
ﬁ:ﬂ_hm regular {Omncy; Jmypes, sDoUSRipariner; Jepes, cbher et
care partner? 3mhns pai carEgheer, 4= ciher Withcatt pushing off ;f"“‘-:!“:m ]
It yoe, did raguiar cars. gt 530 Inwhaie
e e e aregies pereon jpushing off from chair . 30~unasle 0 s, 335=not iesied
PD DIAGNOSIS/ISTAGE B — 0-unsbie 0 g 955-ncttested
Year of first onset of Year of PD it
PD oo | [ Loonifion
gﬁw of idiopathic PD dx m <ZOM; 2= ED-ESN; 3m 20N Immediate 5 word recall 05 wonds; 355-not tested
Rest tremor present? R — Veerbal fluency (animal list) # of wonds; SO5-not festes
Does pt. have motor fluctuations? D A=pes. Delayed 3 word recall ] 05 wonds; 395-nottested
It yos, mesisation sffaot at this wist? T 2u"CAT; 370 bt PDG3Y - onty)
Hoehn and Yahr stage at this visit 1-5; 558not avemsmed Wh form? 1=palient; 2=pt & camgiver;
u wm
COMORBID CONDITIONS Mobility jmax. possibie=40) sum, S9S-NA (TR, S
Cooes: st =vary wavers ADL tmax. poscmie=24) sum, sasnin RURAE TN
Heart problems. ‘Cancer EI:!‘II!M well-being sum, sosus, GTRE 10
Respi Arthritis Stigma imax. possible=18 TUMm, SI5-HIA #__,,,,: e
Diabates Other Social support s, sasn  MASaOE 33
Other neurological History of falls {mex. po T
disorder 0=, e, S, A=thlly ‘Cognition fmax pessibio=18) UM, 55NN Thesdy R 26
Hospital admits Count; SH5HiR %EE% ‘{':r:llnmriniﬁon sum, st SArE 34
ER vists == H - Pain (max. possibie=12) sum sas=hin GeRawn 33
MEDICATIONS _ —
Before After or N N
visit fourrant mach | it med) msm ‘3um, 533=not bested
Any form of levodopa D 1y D duyes '5"‘:_‘“’““5";'“15 UM, 533N teztag
Dopamine agonist Deng; 1yes O e ﬁm::mial strain [———
MAQ-E inhibitor e oy Oone; foges Time constraints S p———
P ima. possitie=3)
COMT inhibitor Oy 1=yes O f=yes Interpersonal strain $um, 595=not testeg
Amantadine O 1y Dz feyes {max. poczibie=20}
. Elder demandingl e e
Antidepressant med Deng; 1=yes O Feyes manipulative imax possinie=s)
Cognitive enhancers O 1=yes O =yes
Stimulants R R COMMENTS/FLEX SPACE
Geacr t=zemt s 1eClecet g""“'""“‘"
- - - = ol B, or Barcque 8, ‘oomplete:
o Imchar Smcther
pic med D 1myes D, Tmyes

Interventions

-

Patient-reported
outcomes
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CLINICAL CONDITIONJOUTCOMES

Immed up & go test (TUG)
£-30 In whole seconds:
Without pushing off Zomunabie i oo; S95=n0 esied
H unable without pushing off, thean E-30 In whale seconds;
puching off from ohair mynabie b do; F95=not msied
H unabls wEhout acslct devios, than E-30 In whale seconds;
Mmynabie o oo S95=nok st

Coaniti
Immediate 3 word recall
Verbal fluency (animal list)
Delayed 3 word recall

\

i0-5 words; 355=not tested

# of words; S559=not fesied

O+S wonds, S55=not teshed
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Fraction achieving this score or better

For all patients, by duration
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Fraction achieving this score or better

?s

For patients with onset at 58, by duration
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e Clinical Value Compass (Nelson, et al., 1996)

Patient reported

Setting expectations,

Clinically measured ?
achieving goals

Clinica
uonoejsnes

v
Utilization

FOUNDATION
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Learning to Fight Parkinson’s
Understanding Outcomes
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outcome
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g Overall 6
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delta

Negative
outliers
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Regression to

the mean?
Baseline
status
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e Goals for case-mix comparisons:

— Minimal adjustment: results ~ reality

— Map results to standardized domain so that we can
look across outcomes

— Comparisons inform further investigation, they are
not answers
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* For each outcome, adjust individual results for
sex and comorbidities as categorical variables.

21

PDQ-39

t Subjects were
mapped to male

1

2

3+

Comorbidities

with O
comorbidities
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Timed up-and-go results

Age quintiles
o »p W N -

Duration quintiles

1 2 3 4 5
99 | 88 | 11.2 | 10.3 | 12.2
92 | 9.2 | 11.1 | 10.6 | 11.2
95 | 114 | 9.6 | 13.8 | 15.0
11.8 | 13.5| 16.1 | 15.0 | 17.5
15.7 | 20.3 | 13.6 | 19.3 | 20.9

Center |

Overall frequency by strata

o b W N B
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4.1%

3.9%
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4.2%

Total Cohort

Multiply

and Sum

Population weighted
average:

13.1

seconds
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TUG score

" Distribution of

total
population
results

Each dot represents
one center’s
weighted average
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Overall Results, 2009-2016
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Center G

Cognition

Cognitive score
higher is better =

2012 2014 2016
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Center A
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A HRQL

Higher is worse.

Baseline 1st follow-up 2nd follow-up

Matched patients who started
exercise early (NEE) versus
started late (NNE): change in
health status.

“*~NNE

*NEE

MEDPAGE TODAY™

Exercise May Put
Brakes on QOL
Decline in Parkinson’s

SAN DIEGO -- Parkinson's
patients who exercise regularly
have slower declines in quality of
life, researchers reported here. In
an analysis of data from the
National Parkinson Foundation
database, patients who reported
exercising at least 2.5 hours...
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status
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TUG score

Baseline
status
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(z-score)

2-year
delta
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2D SD metric: 1.9
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TUG score

2D SD metric: 0.97
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Center 5 Center 9

Highly predictable longitudinal outcomes Highly variable longitudinal outcomes
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* Improving outcomes while improving science
e Alternate/supplement to biomarkers?

Accuracy Precision
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“Mathemaﬂcs 1S not a
sc1ence from our

2

pomt of view..
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