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You can find the questionnaires



Background: Parkinson’s disease

▪ Neurodegenerative condition due to a loss of motoneurons in the substantia nigra

▪ Motor symptoms: trembling at rest, stiffness, akinesia, walking and balance disorders.

▪ Non-motor symptoms: depression, cognitive impairment and behavioural disorders

▪ Male dominance (x 1,5).

▪ Mean age of diagnostic today in France : 58 years.

▪ Increasing incidence: 65% between 2010 and 2030 (1 out of 100 before 48 years).

▪ Multidimensional impact on quality of life of patients and caregivers
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Quality of life questionnaires:

Patients

• Universal→ SF-36.

• Parkinson specific → PDQ 39, MDS-UPDRS.

• Caregiver

• Zarit (« caregiver burden»).

• Any available scales in French for caregivers of PD patients
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Existing scales for multidimanesional exploration of the daily Parkinson experience



GERMAN Burden Questionnaires BELA-A (Aidant)-k et BELA-P(Patient)-k :

• Specific for Parkinson’s disease.

• Explore le vécu au quotidien de la personne ayant la maladie de Parkinson et 
de son aidant.

• Short version → BELA-A-K : 15 items, BELA-P-K : 19 items.

Explorent 4 domaines : 

1. Physical performance 

2. Emotional charge

3. Social relationships

4. Couple and family life

Prof Michael Macht
Würzburg University in Germany
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Méthod I

• Inclusion criteria:   Parkinson’s disease, caregiver
(spouse), Internet access.

• Exclusion criteria: cognitive impairment, absence of 
caregivers.

Recruitment : 

▪ Respite decks of Hauts-de-France region

▪ GPs

▪ Nurses (primary care setting)

▪ 30 couples invited to participate.
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Method II

▪ Questionnaires have been sent out by e- mail.

▪ Test-retests have been performed  5 days after the first turn.

▪ 2 couples were assisted by a phone call (on their demand) to assess the 

questionnaires.

Data analysis with SPSS software: 

▪ student test for the test-retest,

▪ coefficient alpha de Cronbach for internal consistency.

10
03/04/2024 Dr Sabine Bayen



Study population « α »

Patients

▪ 18 (14 males, 4 females). 

▪ Mean age : 69,6 years.

▪ Mean duration of PD: 9 years.

▪ Mean Hoehn & Yahr stage: 2,5.

Caregivers

▪ 18 (4 males, 14 females). 

▪ Mean age 68,2 years.
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Results:  overview
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Bela- P-k version Française γ
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« Pourquoi tu ne m’as pas dit que tu 

es moins en forme?» A5.

« Même si je suis moins en forme, je 

fais aller pour pas que tu t’inquiètes 

pour moi. » M5.

3)   Ouvrir le dialogue sur le vécu de la maladie 
       en croisant le regard dans la dyade directement avec le médecin
       (remplissage simultanément)

2) Ouvrir à distance le dialogue sur le vécu de la maladie en 
laissant le médecin croiser le regard dans la dyade (après 
remplissage individuellement et retour séparé des 
questionnaire) « appel au secours »

Practice implications: 3 ways how the participants used the questionnaires

1) Ouvrir le dialogue sur le vécu de la maladie 
        en croisant le regard dans la dyade et ensuite avec le médecin
       (après remplissage individuellement)
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DISCUSSION
Strengths : 

• Short questionnaires.

• Opening the dialogue in consultation

• Cross-checking perspectives.

• Forward-backward-translation.

• Studying couples simultaniously.

• Test-retest.

• Analyse of internal and temporal consistency

• New version of BELA-P-K.

Limitations : 

• Couples living together 

• No parent-child dyads

• Recruitment biais 

• Online data collection

• Loss of sight
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Thank You for Your attention !
Enjoy your conference!
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The World Parkinson’s day 
is April 11th !
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