Young onset Parkinson’s disease

What is the difference?

Bart Post
Centre of expertise Parkinson’s disease and rare movement disorders
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Learning objectives

*  Knowing why we have age cut-offs in approaching Parkinson’s disease at a young age
* Phenotype
* Treatment

e @Genetics

* Knowing how to appraoch a patients (and his/her context) with young onset parkinson’s disease

 Personalized care for YOPD
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Young onset Parkinson’s disease

* Definition
* Epidemiology
* Juvenile parkinsonism

*  Young onset Parkinson’s disease
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Early Onset Parkinson’s Disease

* Juvenile parkinsonism

* YOPD
*  Phenotype
*  Therapy
* Genetics
* Care model
* Research
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‘EOPD’

* Early onset parkinsonism
e 21jr juvenile parkinsonism
e 21-40/50jr young-onset Parkinson’s disease (YOPD)

* Prevalence based on age
* Schrag 2006 3-5%  <40in USA

10% <40 in Japan
* Wickremaratchi 5,4% <50 in Cardiff

31,2% <65
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Epidemiology

* Juvenile parkinsonism
* No exact number, case based

°* YOPD in the Netherlands

* 5-10% <50 jaar
e 28.000-50.000 patients with PD in the Netherlands

* 1400-5000 YOPD in the Netherlands
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Early Onset Parkinson’s Disease

* Juvenile parkinsonism

* YOPD
*  Phenotype
*  Therapy
* Genetics
* Care model
* Research
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Juveniel parkinsonisme:
een praktische aanpak

Juvenile parkinsonism: a practical approach

JAARGANG1T 8JUN|20172

Mw. L. van den Heuvel', dr. M.A.A.P. Willemsen?, mw. M. Schouten?, dr. B.P.C. van de Warrenburg?,
dr. B. Post*

REVIEW

Clinical and neuroimaging phenotypes of
genetic parkinsonism from infancy to
adolescence

Hugo Morales-Bricefio,'"? Shekeeb S. Mohammad,® Bart Post,’ Alessandro F. Fois,'?
Russell C. Dale,’ Michel Tchan®® and Victor S.C. Fung'?
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Practical approach juvenile parkinsonism

* Could the parkinsonism be caused by medciation?
* Dopamin receptor blockers

* Are there any acquired causes for the parkinsonism?
* Use MRI of the brain to find clues for an acquired cause

* Infectious or parainfectious cause likely?
* Lumbar puncture; perform neurotranmitter analysis when you obtain CSF

* Three times NO, then use the approach we published in Brain 2019
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Early-onset (€21 years)

Parkinsonism of suspected genetic

aetiology

No

Screen with serum
phenylalanine/CSF biopterin
and monoamine analysis
(see Table 4), +/- genetic
analysis

Yes

Are the clinical features
suggestive of monocamine
synthesis or transport
disorder? (see Box 2)

Yes
v

4Yii

Is the onset during infancy?

.

If diagnosis remains
unknown consider DJ1,
PARKIN, PINK1,
PLA2GS, ATP13A2

v No

Are encephalopathic, lactic
acidosis and abnormal MRI
features present?

l Yes
DNM1L, FARS2, WARS2,

PC, HEXA, GCDH
(see Table 2)

Is the Parkinsonism combined with

atypical features? (see Fig.1)

Yes

v

Hypocalcaemia, hypothyroidism, dysmorphi
Achilles tendon xanthomas and cataracts: CYP27A'
Vertebral bone dysplasia and corneal opacities: GBI.1

Kayser-Fleischer ring: ATP7B (Wilson's disease)

: PGK1
Icleaum 22q11.2DS

Avre there brain MRI diagnostic
features?

Yes

Metabolic: manganesa intoxication, acquired hepatocerebral

Autoimmune: Systemic lupus erythematosus, acute demyelinating

encephalomyelitis, D2-receptor encephalitis, NMDAR encephalitis

Structural: Basal ganglia/midbrain vascular lesions, hemiparkinsonism-

hemiatrophy syndrome, hydrocephalus, hypoxic-ischemic phalopathy,

osmotic demyelination syndrome

Drug-induced: Dopamine D2-receptor blockers, cytosine arabinoside,

cyclophosphamide, interferon alpha, amphotericin B, methotrexate,
methamphetamine

Ms_;_Cryptoooocm, subacute sdomslng panencephalitis, Westem

equine encephalitis virus, Eastern equine encephalitis virus, West Nile virus,

St. Louis encephalitis, Influenza A virus, Japanese encephalitis, Mycoplasma,

Enteroviruses, Hepatitis E virus, HIV, Dengue virus, Epstein-Barr virus, HIN1

influenza, neurosyphilis

Neoplastic: Gliomatosis cerebri, midbrain tumour, pineal tumour

Other: bone marrow transplant related leukoencephalopathy

PARKIN, PINK1, DJ1, GCH1
(hyperreflexia/clonus and dystonia may be
also present)

No

_Yes

Are specific or systemic features

v

Brain iron accumulation: NBIA (see Table 3), PLA2G8, ATP13A2 and HTT
Basal qmslh T1- hyperintensities (Manganese): SLC30A10, SLC39A14

inal T2-hyperintensities: ATP7B, HTT, VAC14, GLB1
Caldundeposlbn(conﬂmcaldtmm CT scan): SLC20A2, RAB39B
Thin corpus callosum: SPG11, SPG15, PLA2G6
Leukodystrophy pattern: HEXA, CSF1R
Bilateral dentate T1-hypointensity w/ white matter T2-hyperintensity: CYP27A1
Cerebellar atrophy: SCA2, SCA3, SCA21, PLA2GS6, LYST
Leigh-like syndrome: MT-TI, MT-ND6&

Maculopathy: SPG11, SPG15 present?
Deafness and onychodystrophy: TBC1D24 No
Agammaglobulinemia: BTK s
Hepatomegaly: SLC30A10, NPC1
Optic atrophy: PLA2G, LYST, C190RF12 Approach by a combined
Visual failure: NCL Sparscdiagnons
v
| | | | | | | | | | | | |
Sudden/Acute Dystonia is VSGP, FFF Nystagmus, Progressive
onset, the myocionus oculogyric crises, Rapid spastic Epileptic
rostrocaudal predominant and excellent L-dopa i Psychosis || Intellectual || paraparesis Neuropathy Ataxia Epilepsy PME Chorea encephalopathy
dystonia, no L- feature pyramidal response decline disability Ipyramidal
dopa response signs signs
ATPIA3 GLB1 ATP13A2 Neuronal MAPT 22Q08 22QDS SPG 11 LYST SCA2 SYNJ1 CLN2 HTT SCN1A
PRKRA intranuciear SNCA PTRHD1 SPG 15 POLG SCA3 DNAJCS CLN3 NID STXBP1
TAF1 inclusion body COORF72 ATP7B RAB30B FBX07 DNAJB2 SCA21 CLNG COORFT72 T8C1D24
VAC14 disease ATPGAP2 PLA2G6 VPS13A POLG FBXO7
VPS13A DHDDS VPS13C SPG11 PLA2GS
HTT oLTC ATP13A2 SPG15 HTT
MECP2

Morales, Brain, 2019
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Practical approach juvenile parkinsonism

* Treatable
e DRD
e Wilson’s disease

* Genetic most common cause
* PARKIN

* Genetic with great impact in the context of the patient
* Huntington’s disease
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Early Onset Parkinson’s Disease

* Juvenile parkinsonism

 YOPD
*  Phenotype
*  Therapy
* Genetics
* Care model
* Research
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= When does Parkanson’s

diseass start?
= Will | become symptomatic?
= What can | do to prevent

that from happening?

= What does Parkinsoms disease look [ike?

= What causes my Parkinsoms disease?

= Are my family members at increased risk too?
= Wiy me?

= What 5 my prognosis?

= When should | start drug = Are these response = Howrwilll | die?
treatrment? fluctuations treatable? - Cananything bedone

= What drug is the best choice = Are thera any other in this late phase of
fior me? treatment options? Parkinson's diseasa?

= Apart from the drugs, are thers
any other treatment options?

Bloem. Lancet, 2021
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Phenotype YOPD

Does YOPD differ from LOPD?

Literature

Small cohorts / case series

Retrospective

Expert opinion reviews

Almost no prospective cohort starting at age of diagnosis

CORE-PD (USA) = Consortium On Risk of Early onset PD (<51jr)

N=1136
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Phenotype YOPD

L

TABLE 1. Clinical and treatment characteristics of the study cohort by onset group

Onset group

Men:Women

Mean age at onset (range)

Mean current age (range)

Mean disease duration (range)

Mean motor UPDRS score (95% Cl)
L-DOPA treatment duration, yrs (range)
L-DOPA treatment dose, mg (range)

All
N = 358

1:0.6
56 (8-85)
65 (28-88)
9 (1-39)
27 (26-28)
49 (0.2-26)
428 (40-1450)

<45 yr
N =70

1:0.7
38 (8-44.9)
51 (28-64)
13 (1-39)
23 (21-26)
7.2 (0.20-20)
470 (50-1100)

45-54 yr
N =103

1:0.6

51 (45-54.9)
61 (47-79)
10 (1-28)
27 (24-29)
5.3 (0.02-26)

473 (100-1450)

55-164 yr
N = 88

1:0.6
59 (55-64.9)
67 (58-82)
8 (1-24)
27 (24-30)
4.8 (0.02-22)
420 (100-1450)

= 65yr
N =97

1:06
72 (65-85)
77 (67-88)
6 (1-27)
31 (29-33)
3.5 (0.03-12)
363 (50-900)

P-value®

0.945
<0.0001
<0.0001
<0.0001

0.0013

0.0024

0.0153

*Chi-squared test for heterogeneity.

Wickremaratchi, jnnp, 2011
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Phenotype YOPD

TABLE 2. Presentations at onset in PD patients by onset group

P value
Onset group All n (%) <45 yr n (%) 45-54 yr n (%) 55-64 yr n (%) =65yrn (%) P value for trend
Presentation
Tremor 175 (49) 21 (31) 41 (40) 53 (61) 66 (62) <0.001 <0.0001
Akinetic-rigid 156 (44) 46 (68) 58 (56) 26 (30) 26 (27) <0.001 <0.0001
Gait 24 (7) 1(1) 4 (4) 8 (9) 11 (11) 0.04 0.004
S
2 -
X o

o -

45-54 55-64
I Tremorr [ Aknetic Rigid*
] Gait

FIG. 1. Prevalence of presenting symptom in each PD age at onset
group [*Significant P-value for trend and heterogeneity (P-values <
0.005 trend, each onset symptom)].

Wickremaratchi, jnnp, 2011
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Phenotype YOPD

TABLE 3. Characteristics of dystonia by onset group

P value

Onset group All n (%) <45 yrn (%) 45-54 yrn (%) 55-64 yr n (%) > B65yrn (%) P value for trend
Presence of Dystonia 125 (39) 37 (59) 52 (58) 26 (30) 10 (12) <0.001 <0.0001?
Dystonia:
At Onset 41 (12) 13 (20) 20 (20) 5 (6) 3 (3) <0.001 <0.0001
In first 2 years 21 (6) 7 (1) 9 (10) 4 (5) 1(1) 0.02 0.0025
Exercise induced 33 (9) 12 (18) 15 (15) 5 (6) 1(1) <0.001 <0.0001
Pre-treatment morning 2 (1) 1(2) 0 0 1(1) 0.47 0.87
Off period dystonia 44 (13) 19 (30) 21(20) 4 (5) 0 <0.001 <0.0001?
Peak dose dystonia 15 (4) 7 (1) 4 (4) 2 (2) 2 ) 0.03 0.0118°
Treatment related 26 (8) 13 (21) 707) 4 (5) 2 (2) <0.001 0.0001
Non-dose related 34 (12) 4(9) 19 (15) 14 (17) 6 (7) 0.22 0.65

Chi-squared tests for heterogeneity and trend.
%55 vs. =55 heterogeneity test P value (Dystonia < 0.001, At Onset < 0.001 Exercise induced < 0.001, Off-period < 0.0001).
b-45 vs. =45 heterogeneity test P value (Peak dose = 0.004)

Wickremaratchi, jnnp, 2011
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Phenotype YOPD

Journal of Neurology
https://doi.org/10.1007/500415-020-10266-y

ORIGINAL COMMUNICATION 4')

Check for
updates

Better quality of life and less caregiver strain in young-onset
Parkinson'’s disease: a multicentre retrospective cohort study

Maarten Te Groen'(® . Bastiaan R. Bloem' - Samuel S. Wu? - Bart Post' - The Parkinson’s Foundation Quality
Improvement Initiative investigators

Figure 2. Proposed Parkinson Disease Subtypes

. . Parkinson Disease Subtype Response of Motor Symptoms | Disease
Received: 25 June 2020 / Revised: 6 October 2020 / Accepted: 7 October 2020 and Estimated Frequency | Disease Presentation to Dopaminergic Medication | Progression
© The Author(s) 2020

Mild motor predominant « Young at onset
49%-53% + Mild motor symptoms

Intermediate « Intermediate age at onset Moderate to good Moderate
Clinical Review & Education 35%-39% « Moderate motor symptoms

+ Moderate nonmotor symptoms

JAMA | Review Diffuse malignant « Variable age at onset Resistant Rapid
Diagnosis and Treatment of Parkinson Disease 9%-16%  Rapid eye movement
A Revi sleep behavior disorder
eview JAMA. 2020:;323(6):548-560. « Mild cognitive impairment
Melissa J. Armstrong, MD, MSc; Michael . Okun, MD « Orthostatic hypotension
« Severe motor symptoms
« Early gait problems
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e NEW ENGLAN D
JOURNAL o MEDICINE

ESTABLISHED IN 1812 JANUARY 24, 2019 VOL. 380 NO. 4

Randomized Delayed-Start Trial of Levodopa
in Parkinson’s Disease

C.V.M. Verschuur, S.R. Suwijn, J.A. Boel, B. Post, B.R. Bloem, J.J. van Hilten, T. van Laar, G. Tissingh, A.G. Munts,
G. Deuschl, A.E. Lang, M.G.W. Dijkgraaf, R.J. de Haan, and R.M.A. de Bie, for the LEAP Study Group*
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——Early-start levodopa

—Delayed-start levodopa
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Dyskinesia after 80 weeks

-‘Early start’ 10%

——Early-start levodopa

N ’ 0,
——Delayed-start levodopa

4 22 40 44 56 68 80
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PDQ-39 better!

14% YOPD

——Early-start levodopa

—Delayed-start levodopa

22

40 44 56 68 80
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PD-MED

Long-term effectiveness of dopamine agonists and
monoamine oxidase B inhibitors compared with levodopa
as initial treatment for Parkinson’s disease (PD MED): a large,
open-label, pragmatic randomised trial

PD MED Collaborative Group* www thelancet com Published online June 11, 2014  hitp://dx.doi.org/10.1016/50140-6736(14)60683-8
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PD-MED

1;:— — Levodopa 100% - —— Dopamine agonist
90 — Levodopasparing I Levodopa only 1 2% YO P D
80— 7years:

MAOBI

| Test forincreasing difference over time: p=0-19
Average difference (favours levodopa): 1-8 points (0-5-3-0); p=0-005

=
£
I
5
6o g
E 504 s /5%
E 404 -8
g ) 2
2 30 E
20 G
10 =
0 T T T T T T T 1 E 50% .
0 6 12 24 36 48 60 72 84 o
Number at risk g_
Levodopa 525 506 488 415 322 238 179 120 76 =N
Levodopasparing 865 817 794 681 519 374 274 174 105 2
]
2]
B g\ 259
100+ 7years: ‘E
90 Test for increasing difference over time: p=0-8 <)
30 Average difference (favours levodopa): 1.0 points (0-3-17); p=0-008 E
g Ggi 0 T T T T 1 1 1
E > 0 1 2 3 4 5 6 7
c ] . Time (years
$ 33_Mﬁ Number at risk (years)
104 Dopamine agonist 632 457 355 250 182 124 79 39
0 T T T T T T T 1 Levodo d onl 528 462 382 294 222 178 116 69
0 6 12 24 36 48 60 72 84 p y
Number at risk Time from randomisation (months) MAOBI 460 299 220 152 97 63 39 11
Levodopa 525 506 488 415 322 238 179 120 75
Levodopa sparing 865 817 794 680 518 372 73 72 106 Figure 2: Proportion of patients stopping treatment with allocated drug class
Figure 4: 39-item patient-rated Parkinson’s disease questionnaire mobility score (A) and summary index MAOBI=monoamine oxidase type B inhibitors.

(B) with time in levodopa and levodopa-sparing groups
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PD-MED

1004 —— Levodopa 109/528
—— Levodopa sparing 121/878
75| p=0-003 two-sided
- HR 1-52, 95% CI1-16-2-00
=
=
g 50-
. 36%
5\ e —
25 33%
0 | I I | | I |
0 1 2 3 4 5 6 7
Number at risk Time from randomisation (years)
Levodopa 528 454 355 258 186 129 78 46
Levodopa sparing 878 764 630 465 320 208 123 57

Figure 5: Risk of developing dyskinesia in levodopa and levodopa-sparing groups
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Levodopa

40-49 50-59 60-69 70-79 80-89
PD symptom-onset age group

Vlaar, PN, 2011 ; based on data Kumar 2005

We are afraid of dyskinesia

Dyskinesia after 5 Year (Kumar in 2005)

* 40-60 40-50%
* 60-69 26%
« 70-79 16%

Series of EOPD dyskinesia 100% after 5 year.

Study with 10 year follow-up only 12% of all pt with
dyskinesia (>90%) can’t be treated with adjustment of

Radboudumc



Levodopa  Lewodopa dose Onset of motor Levodopa dose Levodopa dose Cumulative
Initiation of pharmacological therapy in Parkinson'’s disease: “‘mf '"‘m"id ﬂmr"s 'mﬂf again increasedagain disability
when, why, and how Early n
Rob M A de Bie, Carl E Clarke, Alberto] Espay, Susan H Fox, Anthony EL Lancet Neurol 2020 levodopa Initial resy
ol e Bie, Carl E Clarke, o) Espay, Susan H Fox, Anthony E Lang ance euro Ogy' mildE fit Low early
disability
isaby oL LDy L e
Mator [ Appredation of wearing off Risk increased with younger age,
fluctuations {return of Parkinson's symptoms) Peak-dose female sex, and low body weight
) requires awareness of a beneficial dyskinesia i
More likely onstate nee to medication Related to levodopa delivery:
complications off < on higher riskwith higher levodopa
with levodopa Absence of moter fluctuations o dose if short half-life (pulsatile
ower the long term might reflect stimulation; dose dependency .
the lower efficacy of a non-levodopa less if continuous stimulation) An ostensible paradox
drugor underdosage of levodopa Disability is higher
L = Associated with disease duration among patients with no
not with cumulative levodopa ex re i inesi
Not dose.d jent but efi L Opa exposu o_rlltﬂedyshrﬁmaw_:r
. time, probably reflecting
increases over long exposure under treatrent
Mare likely L’:r_nger-actingdcu!)amineagonist Other complications mone common with dopamine agonist
complications might lower the risk or extend than levodopa
with dopamine latency to impulse control disorder - Excessive daytime sleepiness  « Fatigue
agonists Greatest risk in young menwith + Confusion + Dopamine agonist withdrawal
Behavioural personal or family history of impulse + Hallucinations syndrome
complication | control disorder and mood disorders - Peripheral cedemna
sy 0L L L
Levodopa-
sparing Low likelihood of dyskinesia, but lower efficacy and more side effects
strategy with dopamine agonists
tot t igh
. . disability
Dopamine agonist or Levodopa added Onset of motor Levodopa dose
Years of M 0-B inhibitor started as adjunct fluctuations increased
Parkinson's | | | | | |
disease | | | [ |
symptoms 0 ~1-2 ~1-2 ~34 ~4-5 ~56
[ Untreated parkinsonism  [C] Mild benefit of reduced parkinsonism [ Full benefit from levodopa therapy with best on state [ Motor fluctuations
B Peak dose dyskinesia
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Caring for YOPD patients and there context
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BEKENDHEID GEVEN

Verschuninving van Pasrtner naowr mantelzorger
Verandering rolpatroon

Verandering v Gelijkwaardighelo biunnen de
relatie

(Huishoudew, werk, kinderen efe.)

® Dovien Wissink & Xander van Rudissen
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Trangition from Partner fowardy caregives
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Specific issues YOPD

Movement Disorders in Women: A Review

Marcie L. Rabin, MD, Claire Stevens-Haas, Emilyrose Havrilla, Tanvi Devi, BS, and Roger Kurlan, MD*

Atlantic Neuroscience Institute, Overlook Medical Center, Summit, New Jersey

Movement Disorders, Vol. 29, No. 2, 2014 177
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GAPS & CONTROVERSIES

Unmet Needs of Women Living with Parkinson’s Disease: Gaps and
Controversies

Indu Subramanian, MD,"?* € Soania Mathur, MD,® Annelien Qosterbaan, MD, PhD,* Richelle Flanagan, RD,®
Adrienne M. Keener, MD,"* ©© and Elena Moro, MD, PhD®

1Deparrmenr of Neurology, David Geffen School of Medicine, University of California Los Angeles, Los Angeles, California, USA
2Parkinson’s Disease Research, Education, and Clinical Center, Greater Los Angeles Veterans Affairs Medical Center, Los Angeles,
California, USA
3Unshakeable MD, Toronto, Ontario, Canada
4Department of Neurology, Radboud University Medical Center, Nijmegen, The Netherlands
°Be NutritionWise, Dublin, Ireland
8Grenoble Alpes University, Faculty of Medicine, Division of Neurology, CHUGA, Grenoble Institute of Neurosciences, Grenoble, France

Movement disorders, 2022
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Specific issues YOPD

Movemenr Disorders
Vol. 25, No. 6, 2010, pp. 665-671 c M E
© 2010 Movement Disorder Society

Review

Movement Disorders and Pregnancy: A Review of the Literature

Sarah M. Kranick, MD,'* Ellen M. Mowry, MD.> Amy Colcher, MD," Stacy Horn, DO,
and Lawrence L. Golbe, MD?

! Department of Neurology, University of Pennsylvania, Philadelphia, Pennsylvania, USA
*Department of Newrology, University of California, San Francisco, California, USA
*Department of Neurology, University of Medicine and Dentistry of New Jersey-Robert Wood
Johnson Medical School, New Brunswick, New Jersey, USA

NN oo O7

Zwangerschap bij de ziekte van
Parkinson

Pregnancy and Parkinson's disease

J.A. Hebbink MSc’, C. Bethlehem MSc?, dr. B. Post? Hebbink, N N, 2020
Mmement — .
DlSOl"dEl"‘S RESEARCH ARTICLE

CLINICAL PRACTICE

Management of Parkinson’s Disease
During Pregnancy: Literature Review
and Multidisciplinary Input

Caitlin Young, MD,"* Rhiannon Phillips, PhD,® Louise Ebenezer, MSc,” Rodi Zutt, MD, PhD,* and Kathryn J. Peall, MD, PhD™*

Young, MDCP, 2020
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Specific issues YOPD

The major medications used in the treatment of PD
are outlined in Supporting Information Table. In sum-
mary, most of the medications used for PD are consid-
ered pregnancy class C due to the lack of human or
animal evidence regarding their impact on fetal devel-

PD and pregnancy

- PD symptoms worse
- Only case reports
and retrospective

studies opment. With that caveat, there are two or more suc-
- Medication cessful reports of treatment of pregnant women with

PD using L-dopa, carbidopa, benserazide, pergolide,
- Willanka Kapelle pramipexole, cabergoline, selegiline, and trihexiphe-
PhD Radboudumc YOPD nidyl. One or no case reports exist regarding the use in

pregnancy of entacapone, tolcapone, bromocriptine (in
typical PD doses), ropinirole, rasagiline, or benztro-
pine. The summary of evidence regarding amantadine
suggests that this, more than any other PD medication,
should be avoided during pregnancy.
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Specific issues YOPD

| Shrag, 2006
(@) Taylor & Francis &

Disability and Rehabilitation Time to loss employment

- Median 6 yrs
- 46% after 5 yrs

ISSN: 0963-8288 (Print) 1464-5165 (Online) Journal homepage: http://www.tandfonline.com/loi/idre20

, o , , - 82% after 10 yrs
A study investigating the experience of working

for people with Parkinson’s and the factors that
influence workplace success

Rebecca L. Mullin, K. Ray Chaudhuri, Thomasin C. Andrews, Anne Martin,
Stella Gay & Claire M. White
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INTERNAL FACTORS

* Coming to terms with the
Parkinson's diagnosis

* Symptom type and severity

Feeling in control of
Parkinson's

EXTERNAL FACTORS
* The line manager

* Adoption of the law, workplace
policy and available resources

Being able to control
Parkinson’s in the
workplace

Achieving workplace

success with Parkinson’s

Radboudumc




Journal of Parkinson's Disease 10 (20200 520-536 S20
DO 10.3233/0PD-202135

105 Press

Review

Young Onset Parkinson’s Disease:
A Modern and Tailored Approach

Bart Post™*, Lieneke van den Heuvel®, Teije van Prooije®, Xander van Ruissen®,

Bart van de Warrenburg® and Jorik Nonnekes™*

ADepartment of Neurology, Radboud University Medical Center, Donders Institute for Brain, Cognition and
Behaviour, Center of Expertise for Parkinson and Movement Disorders, Nijmegen, The Netherlands
bDepartment of Rehabilitation, Radboud University Medical Center, Donders Institute for Brain, Cognition and
Behaviour, Center of Expertise for Parkinson and Movement Disorders Nijmegen, The Netherlands
“Department of Rehabilitation, Sint Maartenskliniek, Nijmegen, The Netherlands
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PhD project YOPD

* Grant ‘stichting MaysWays’
* Interview study YOPD

* Creating a Young Onset Parkinson’s disease Expertise Centre
* Together with patient; evaluating cocreation

* Specific projects
* Work and YOPD
* Women and YOPD

Radboudumc



'-. Interview studies: the impact of living with YOPD

ORGANISATION

OF
PHYSICAL

BESLICARE STATE PRIVATE
ISSUES

PSYCHOLOGICAL

CHANGES

SOCIAL
RELATIONS
WORK
FINANCES
PARTNER
AS
CAREGIVER
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'-. Interview studies: the impact of living with YOPD

Aim: to explore the invisible burden

of living with YOPD
Primary analysis: 3 topics
- Social context

Question: What are the experiences - Work
of people with YOPD regarding topics - Feedback on current support and health
care

in the mind map?

Methods: in-depht interviews
among 50 people with YOPD

Radboudumc



Tweet Bas Bloem

‘Patients do not know best,
they know different.

Together we know best.
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.’@:. Evaluation of co-creation
[~

Co-creation

The development, design and/or
implementation of services of products in
equal collaboration & with mutual respect
between all parties involved: people with
Parkinson’s disease, informal and
professional caregivers, etc.

Zorg voor
rkinson

Radboudumc



YOPEC: structure
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e:‘y,:, LIfGStyle .
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L and vitality
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@) Caregiver &

[“e»  Child
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=e2 Coreteam

®2 Online platform Young |, And more to follow...
‘ 3 and Parkinson
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Online platform Young
and Parkinson: Website
for people with YOPD
and ther caregivers

YOPEC: an example

T

Participants

v" People with YOPD,
caregivers, health care
professionals, Dutch
Parkinson Association

v' Using each others
expertise

\_ /

o /

/$ Meetings \

00
[ AN ]

v' Monthly
v"  No traditional chair

v Each voice is equally
important

v' Common work space
in Teams

\_ /
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.’@:. Evaluation of co-creation
[~

Sequential mixed methods research approach

Quantitative

Survey » Data analysis

Qualitative

In-depth interviews >

Data analysis

, , 5 Qualitative
Data triangulation :
& " Focus group
Integration ;

Data analysis

QUAL

Y

Continous field research through co-creation practices
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Young Onset Parkinson’s disease Expertise Centre

A
Q
Regional Parkinson's
disease team
Personal
Care manager,
g, Parkinson's
disease nurse Medical speciali
Allied health professionals
Rehabiliation centre
MNursing home
Support services for patients
T o T - e
Home Spoke Super-regional (Hub)
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Young Onset Parkinson’s disease Expertise Centre
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Mark Douwma
Living with YOPD F

Annelien
Oosterbaan

Living with YOPD

Gynaecologist

Chyntia Geutjes
PD nurse

Bart Post
Neurologist

Alexander van
der Graaff

Caregiver
father with PD

Willanka Kapelle
PhD
YOPD

Xander van
Ruissen

Living with YOPD

Lousanne
Tangelder

Physiotherapist

coach
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Young Onset Parkinson Expertise Centre

Experience
personalized care
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108 Press

Review

Young Onset Parkinson’s Disease:
*  Knowledge A Modern and Tailored Approach

b S p e C I fl C k n OW I e d ge YO P D Bart Post™*, Liencke van den Heuvel®, Teije van Prooije®, Xander van Ruissen®,

Bart van de Warrenburg® and Jorik Nonnekes®<

“Department of Neurology, Radboud University Medical Center, Donders Institute for Brain, Cognition and
Behaviour, Cenier of Expertise for Parkinson and Movement Disorders, Nijmegen, The Netherlands
®Department of Rehabilitation, Radboud University Medical Center, Donders Institute for Brain, Cognition and
Behaviour, Cenier of Expertise for Parkinson and Movement Disorders Nijmegen, The Netherlands

.
) S e rv I C e S ¢Department of Rehabilitation, Sint Maartenskliniek, Nijmegen, The Netherlands

* Dystonia and YOPD (rehabilitation department)
* Genetics and YOPD (genetic department)
* Work and YOPD (rehabilitation en occupational health deartment)
 Women and YOPD (gynaecology department)
* PREgnancy and PArkinson’s disease International Registry

* Cocreating care for YOPD
* 1Q-healthcare / Erasmus School of Health Policy and Management

* Partner of Mayo Clinic Rochester, prof. dr. Rodolfo Savica
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Tom Isaacs: “This is a time
of cautious hope instead of
conservative paternalism”




