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Introduction

The current deliverable contains an overview of scales, tests and interview schedules used in the various studies of the RESCUE project. The tests reflect the current ‘state of the art’ in measurement for rehabilitation in Parkinson’s Disease (PD) and have been shown to have relevance in the areas of importance to this patient population.

The tests were selected on the basis of their clinimetric properties and scientific soundness. Moreover, within the RESCUE project further work is being undertaken to confirm validity and reliability as part of work package 9. Some of the tests presented have been designed and developed as part of RESCUE in function of specific work packages (WP2). The tests are available in full in both English and Dutch from all responsible partners of RESCUE.

The measurement instruments have been subdivided in descriptors and outcome measures. The first category represents intruments which are used to describe the condition of patients before, during or after an intervention. The second category contains the measures which we, first and foremost, want to influence with rehabilitation strategies and cueing.

The descriptors and outcome measures are categorised according to their place in the ICIDH-2/ICF* framework, reflecting the various levels of health and health-related states. This International Classification of Functioning, Disability and Health (ICF) provides an understanding of the three dimensions of disablement and functioning: at body, person and society level. The advantage of organising the descriptors and outcome measures within this framework is, that it provides an opportunity to examine not only their usefulness as research tools but also a structure of how the different measures relate to each other.

In this document, the measures are described in function of the ICF-classification in the overview of scales and tests (section IV) as follows:

1. Limitations at body level are indicated as I. Impairments;

2. Limitations at personal level are indicated as II. Activity limitations;

3. Limitations at societal level are indicated as III. Participation restrictions.

In some measures more than one level applies.

*ICF (2001) International Classification of Functioning, Disability and Health, World Health Organisation. http://www.who.int/icf.




Section I

Scales used as descriptors

University of Northumbria (UNN)

Katholieke Universiteit Leuven (UNL)

Vrije Universiteit Amsterdam (UNA)

Modified Hoehn & Yahr Scale (UNN)

Dutch version H&Y (UNL, UNA) – validation of translation in progress

References

1. Hoehn MM, Yahr MD. Parkinsonism: onset, progression and mortality. Neurology (Cleveland). 1967;5:427-442.

2. Diamond SG, Markham CH.  Evaluating the evaluations: Or how to weigh the scales of parkinsonian disability.  Neurology (Cleveland) 1983;33:1098-1099.

3. Geminiani G, Cesana BM, Tamma F, Contri P, Pacchetti C, Carella F, Piolti R, Martignoni E, Giovanni P, Girotti F, Caraceni T.  Interobser reliability between neurologists in training of Parkinson’s Disease rating Scales: A multicenter study.  Movement Disorders, 1991;6(4):330-335.


Unified Parkinson’s Disease Rating Scale (UPDRS) (UNN)

Dutch version UPDRS (UNL, UNA) – validation of translation in progress

References 

1. Fahn S, Elton RL. Unified Parkinson's Disease Rating Scale. In: Fahn S, Marsden CD, Goldstein M, Calne DB, eds. Recent Developments in Parkinson's Disease. New York: Macmillan; 1987:153-163.

2. Stebbins GT, Goetz CG, Flournoy T. Unified Parkinson's Disease Rating Scale: reliability and factorial validity of the motor exam section. Annals of Neurology, 1991;30:298-298.

3. Martinez-Martin P, Gil-Nagel A, Gracia LM, et al. Unified Parkinson's Disease Rating Scale characteristics and structure. Movement Disorders, 1994;9:76-83.

4. Richards M, Marder K, Cote L, Mayeux R. Interrater reliability of the Unified Parkinson's Disease Rating Scale Motor Examination. Movement Diorders, 1994;9:89-91.

5. Van Hilten JJ, van der Zwan AD, Zwinderman AH, Roos RAC. Rating impairment and disability: Evaluation of the Unified Parkinson’s Disease Rating Scale. Movement Disorders, 1994;9(1):84-88.


Modified Dyskinesia Scale (UNN)

Dutch version MDS (UNL, UNA)

References

1. C.G Goetz, G.T. Stebbins et al. Utility of an Objective Dyskinesia Rating Scale for Parkinson's Disease: inter- and Intrarater Reliability Assesment Movement Disorders 9 (4) 1994 390-394




Mini Mental State Examination (UNN)

Dutch version MMSE (UNL, UNA) – validated translation

References

1 Dick JPR, Guiloff RJ, Stewart A, et al. Mini-mental state examination in neurological patients. Journal of Neurology Neurosurg Psychiatry, 1984;47:496-499.

2 Cockrell J.R, Folstein M.F Mini-Mental State Examination (MMSE).Psychopharmacol-Bulletin, 1988;24(4):689-92.

3 Tombaugh,T.N, McIntyre,N.J. The mini-mental state examination: a comprehensive review. Journal of the American Geriatrics Society, 1992;Sep; 40(9): 922-35.

4 Monsch A.U, Foldi N.S, et al. Improving the diagnostic accuracy of the Mini-Mental State Examination. Acta Neurologica Scandinavia, 1995;92(2):145-150.

5 Molloy DW, Standish T.I.M. Mental Status and Neuropsychogical Assessment. A Guide to the Standardized Mini-Mental State Examination. International Psychogeriatrics, 1997;9(suppl 1):87-94.

Hospital Anxiety and Depression scale (HADS) (UNN)

Dutch version HADS (UNL, UNA) – validated translation

References

1. Zigmund AS, Snaith RP.  The Hospital Anxiety and Depression Scale.  Acta Psychiatr Scand (1983); 67; 361-370.

2. Spinhoven P, Ormel J, Sloekers PP, Kempen GI, Speckens AE, Van Hemert AM.  A validation study of the Hospital Anxiety and Depression Scale (HADS) in different groups of Dutch subjects.  Psychol Med 1997; 27(2):363-370.


Multidimensional Fatigue Inventory (MFI) (UNN)

Dutch version of MFI (UNL, UNA) – validated translation

References

1. Smets EMA, Grassen B, Bonke B, De Haes JCJM.  The multi dimensional fatigue inventory (MFI), psychometric qualities of an instrument to assess fatigue. Journal of Psychosomatic Research, 1995;39:315-325.

2. Lou JS, Kearns G, Oken B, Sexton G, Nutt J.  Exacerbated physical fatigue and mental fatigue in Parkinson’s disease.  Movement Disorders, 2001;16(2):190-196.
3. Meek PM, Nail LM, Barsevick A, Schwartz A, Ttephen S, Whitmer K, Beck SL, Jones LS, Lee Walker B. Psychometric testing of fatigue instruments for use with cancer patients. Nursing Research 2000, 49 (4), 181-190
4. A. van Tubergen, J. Coenen, R. Landewé, A. Spoorenberg, A. Chorus, A. Boonen, S. van der Linden & D. van der Heijde. Assessment of fatigue in patients with ankylosing spondylitis; A psychometric analysis. Arthritis Care & Research 47:8-16, 2002.



Section II

Scales and tests used as outcome measures

University of Northumbria (UNN)

Katholieke Universiteit Leuven (UNL)

Vrije Universiteit Amsterdam (UNA)


Timed ‘get up and go test’ (TUG) (UNN)

Material

· A stopwatch
· 1 line of 3 meter distance, marked with tape
· A chair seat height +/- 45 cm with armrests
Guidelines for carrying out the ‘timed get up and go test’1
At the ‘timed get up and go test’ the speed is measured at a comfortable speed of standing up from a chair, walking 3 m, turning around, walking back to the chair and sitting down again. The starting position is, that the patient is seated in a chair with the feet flat on the floor. The arms rest on the armrests. If necessary it is permitted to use a walking aid to perform the test. The patient must be able to walk without assistance of another person.

Instruction and procedure1
“Stand up and walk at a comfortable speed (preferred speed) to the end of the tape, turn around, walk back to the chair and sit down. You start after counting to 3 and after you hear the starting signal (“start”).” At the same time as pronouncing the starting signal, the stopwatch is being put into action. Timing ceases when the patient has stopped moving, after sitting down again in the armchair. The test is performed in patients’ regular footwear. Two practice trials are obligatory1, after which the test is repeated 3x, whereby the mean of the 3 trials is calculated.

Note

The therapist walks with the patient if necessary.

The therapist restricts his/her role to the test procedure and avoids further encouragement.

[image: image1.jpg]RES
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TUG time

References

1 Morris S, Morris ME, Iansek R.  Reliability of measurements obtained with the timed get up & go test in people with Parkinson’s disease.  Pysical Therapy, 1999;81:810-818.

2 Steffen T.M, Hacker T.A, Mollinger L. Age- and gender-related test performance in community-dwelling elderly people: six-minute walk test, berg balance scale, timed up & go test, and gait speeds. Physical Therapy 2002;82(2):128-37.


Timed ‘get up and go test’ (TUG) (UNL, UNA)
Materiaal voor de test
· Een stopwatch
· 1 lijn van 3 meter afstand

· Een stoel met hoogte +/- 45 cm met armleuningen
Richtlijnen bij het uitvoeren van de timed get up and go test’1
Bij de ‘timed get up and go test’ wordt de snelheid gemeten van het uitvoeren van het rechtstaan uit de stoel, 3 m lopen, ronddraaien, terug naar de stoel lopen en neerzitten, dit alles met een comfortabele snelheid. De startpositie is, dat de patiënt in de stoel zit met de voeten op de grond. De armen rusten op de armleuningen. Indien nodig is het toegestaan om een loophulpmiddel te gebruiken. De patiënt moet zonder hulp van derden kunnen lopen.

Instructies en procedure1
“Sta op en loop met een comfortabele snelheid (voorkeurssnelheid) naar het einde van de lijn, draai u om en loop terug naar de stoel en ga in de stoel zitten.” “U start nadat er tot 3 is geteld en het startsein “start” is gegeven.” Tegelijk met het startsein “start” wordt door de onderzoeker de stopwatch ingedrukt. Het opmeten van de tijd wordt beëindigd als de patiënt niet meer beweegt, nadat hij is neergezeten in de stoel. De test wordt uitgevoerd met het normale schoeisel van de patiënt. Twee oefensessies zijn verplicht1. Daarna wordt de test 3x herhaald, waarbij het gemiddelde van de laatste 3 testen wordt berekend.

NB.

De therapeut loopt zo nodig met de patiënt mee.

De therapeut beperkt zich tot de opdracht en vermijdt verdere aanmoediging.


TUG tijd


Timed 10 meter walking test (UNN)

Material

· A stopwatch
· 2 lines at a 10 meter distance

Guidelines for carrying out the 10 meter walking test
At the timed 10 meter walking test the walking speed over a distance of 10 meter is measured at a comfortable and a maximal speed.  The patient starts behind the line (starting from stance).  If necessary it is permitted to use a walking aid.  The patient must be able to walk without assistance of another person.

Instruction and procedure 1

“Walk at a comfortable way to the other side and walk past the finishing line. You start after counting to 3 and after you hear the starting signal (“start”).” At the same time as pronouncing the starting signal, the stopwatch is being put into action. After the patient has put 1 foot past the finish, the researcher finishes off the timing. Mean speed is calculated (distance/number of sec).

The test is repeated 3x, whereby the mean of the 3 trials is calculated.

Instruction and procedure 2

“Walk as fast as you can to the other side, you are not allowed to run and walk past the finishing line. You start after counting to 3 and after you hear the starting signal (“start”).” At the same time as pronouncing the starting signal, the stopwatch is being put into action. After the patient has put 1 foot past the finish, the researcher finishes off the timing. Mean speed is calculated (distance/number of sec).

The test is repeated 3x, whereby the mean of the 3 trials is calculated.

Note

The therapist walks with the patient if necessary.

The therapist restricts him/her role to the test procedure and avoids further encouragement.


Comfortable speed


Maximal speed

References
1. Schenkman M, Cutson TM, Kuchibhatla M, et al. Reliability of impairment and physical performance measures for persons with Parkinson's disease. Physical Therapy 1997;77:19-27.
2. Steffen T.M, Hacker T.A, Mollinger L. Age- and gender-related test performance in community-dwelling elderly people: six-minute walk test, berg balance scale, timed up & go test, and gait speeds. Physical Therapy 2002;82(2):128-37.


10 meter looptest (UNL, UNA)
Materiaal voor de test
· Een stopwatch
· 2 lijnen op 10 meter afstand

Richtlijnen bij het uitvoeren van de 10 meter looptest
Bij de 10 meter looptest wordt de snelheid van het comfortabel lopen en de maximale loopsnelheid gemeten over een afstand van 10 meter.

De patiënt staat achter de lijn (dwz. start uit stilstand). Indien nodig is het toegestaan om een loophulpmiddel te gebruiken. De patiënt moet zonder hulp van derden kunnen lopen.

Opdracht en procedure 1

“Loop op een comfortabele manier naar de overkant en loop door tot over de streep. U start nadat tot 3 is geteld en het startsein “start” is gegeven.” Tegelijk met het startsein “start” wordt de stopwatch ingedrukt. Nadat de patiënt met 1 voet over de eindstreep is, wordt door de onderzoeker afgeklokt. De gemiddelde snelheid (afstand / aantal sec) wordt berekend.

De test wordt 3x herhaald, waarbij het gemiddelde van de 3 looptests wordt berekend.

Opdracht en procedure 2

“Loop zo snel u kunt naar de overkant, u mag niet rennen en loop door tot over de streep. U start nadat tot 3 is geteld en het startsein “start” is gegeven.” Tegelijk met het startsein “start” wordt de stopwatch ingedrukt. Nadat de patiënt met 1 voet over de eindstreep is, wordt door de onderzoeker afgeklokt. De gemiddelde snelheid (afstand / aantal sec) word berekend.

De test wordt 3x herhaald, waarbij het gemiddelde van de 3 looptests wordt berekend.

NB.

De therapeut loopt zo nodig met de patiënt mee.

De therapeut beperkt zich tot de opdracht en vermijdt verdere aanmoediging.


Comfortabele snelheid


Maximale snelheid


Posture and Gait score (P&G)(UNN)
(Subscore of the items 13, 14, 15 UPDRS II, items 29 en 30 UPDRS III)

Dutch version P&G (UNL, UNA)
References

1. Fahn S, Elton RL. Unified Parkinson's Disease Rating Scale. In: Fahn S, Marsden CD, Goldstein M, Calne DB, eds. Recent Developments in Parkinson's Disease. New York: Macmillan; 1987:153-163.

2. Stebbins GT, Goetz CG, Flournoy T. Unified Parkinson's Disease Rating Scale: reliability and factorial validity of the motor exam section. Annals of Neurology, 1991;30:298-298.

3. Richards M, Marder K, Cote L, Mayeux R. Interrater reliability of the Unified Parkinson's Disease Rating Scale Motor Examination. Movement Diorders, 1994;9:89-91.

4. Defer GL, Widner H, Marié RM, et al. Core assessment program for surgical interventional theapies in Parkinson's disease (CAPSIT-PD). Movement Disorders. 1999;17:572-584.

5. Bloem BR, Lammers GJ, Overeem S, Grimbergen YAM, Tetrud JH.  Outcome assessment of retropulsion tests in Parkinson’s disease.  Movement Disorders, 2000;15 (suppl. 3):179.




Freezing of Gait Questionnaire (FOGQ) (UNN)

Dutch version FOGQ (UNL, UNA) – validation of translation in progress

References
1. Giladi N, Shabtai H, Simon ES, Biran S, Tal J, Korczyn AD.  Construction of freezing of gait questionnaire for patients with Parkinsonism.  Parkinsonism & Related Disorders, 2000;6:165-170.

Berg Balance Scale (BBS) (UNN)

Dutch version SEQ CHAPTER \h \r 1 BBS (UNL, UNA) – validated translation
References
1 Berg KO, Wood-Dauphinee S, Williams JI, Gayton D. Measuring balance in the elderly: preliminary development of an instrument. Physiotherapy Canada 1989;41:304-10.

2 Berg KO, Wood-Dauphinee SL, Williams JI, Mali B. Measuring balance in the elderly: validation of an instrument. Canadian Journal of Public Health, 1992;suppl.2:S7-S11.

3 Stevenson T.J, Garland S.J. Standing balance during internally produced perturbations in subjects with hemiplegia: validation of the balance scale. Archives-of-physical-medicine-and-rehabilitation 1996, Jul. 77(7): 656-62.

4 StevensonT. Berg balance test. Physical-therapy 1996, Oct. 76(10): 1124, 1126.

5 Stevenson,T.J. Detecting change in patients with stroke using the Berg Balance Scale. The Australian-journal-of-physiotherapy 2001, 47(1): 29-38.

6 Steffen T.M, Hacker T.A, Mollinger L. Age- and gender-related test performance in community-dwelling elderly people: six-minute walk test, berg balance scale, timed up & go test, and gait speeds. Physical-therapy 2002 Feb; 82(2): 128-37.



Nottingham Extended ADL Index (NEAI) (UNN)

Dutch version NEAI (UNL, UNA) – validated translation

References

1. Green J, Forster A, Young J. A test-retest reliability study of the Barthel Index, The rivermead mobility Index, The Nottingham extended Activities of Daily Living Scale and the Frenchay Activities Index in stroke patients  Disability and Rehabilitation, 2001;23(15):670-676.


Falls efficacy scale (UNN)

Dutch version FES (UNL, UNA)

References

1. Tinetti M.E, Mendes de Leon C.F, Doucette J.T, Baker D.I. Fear of falling and fall-related efficacy in relationship to functioning among community-living elders.
Journal of Gerontology, 1994;49(3):M140-7.

2. Lusardi M.M, Smith E.V. Jr. Development of a scale to assess concern about falling and applications to treatment programs. Journal of Outcome Measurement, 1997;1(1): 34-55.

3. Hellström K, Lindmark B. Fear of falling in patients with stroke: a reliability study. Clininal Rehabilitation, 1999;13:509-517.

4. Raiche M, Hebert R, Prince F, Corriveau H. Screening older adults at risk of falling with the Tinetti balance scale. Lancet. 2000;16;356(9234):1001-2. 

5. Tinetti M.E, Mendes de Leon C.F, Doucette J.T, Baker D.I. Fear of falling and fall-related efficacy in relationship to functioning among community-living elders.
Journal of Gerontology, 1994;49(3):M140-7.




Falls diary (UNN)

Dutch version (UNL, UNA) – validation of translation in progress

References

1. Stack E, Ashburn A.  Fall-events described by people with Parkinson’s Disease: implications for clinical interviewing and the research agenda.  Physiotherapy Research International 1999;4:190-200.


Carer’s Strain Index (CSI) (UNN)

Dutch version CSI (UNL, UNA) – validated translation

References

1. Robinson BC.  Validation of a caregiver strain index.  Journal of Gerontoly, 1983;38:344-348.

2. Van den Heuvel ET, de Witte LP, Sanderman R, Meyboom A, de Jong B.  Risk factors for burn-out in caregivers of stroke patients and possibilities for intervention.  Clinical Rehabilitation, 2001;15(6):669-677.


Parkinson’s disease Quality of Life questionnaire (PDQ-39) (UNN)

Dutch version PDQ-39 (UNL,UNA) – validated translation

References

1 Jenkinson C, Peto V, Fitzpatrick R, Greenhall R, Hyman N Self-reported Functioning and Well-being in Patients with Parkinson’s Disease: Comparison of the Short-form Health Survey (SF-36) and the Parkinson’s Disease Questionnaire (PDQ-39) Age and Ageing 1995, 24 :505-509.

2 Peto V, Jenkinson C, Fitzpatrick R. PDQ-39: a review of the development, validation and application of a Parkinson’s disease quality of life questionnaire and its associated measures. Journal of Neurology 1998, 245(11) S10-S14

3 Peto V, Jenkinson C, Fitzpatrick R. Deternining minimally important differences for the PDQ-39 Parkinson’s disease questionnaire. Age and Ageing 2001, 30: 299-302

4 Jenkinson C, Fitzpatrick R, Peto V, Greenhall R, Hyman N. The Parkinson’s Disease Questionnaire (PDQ-39): development and validation of a Parkinson’s disease summary index score. Age and Ageing 1997, 26:353-357.

5 Hobson P, Holden A, Jolyon M.  Measuring the impact of Parkinson's disease with the Parkinson's Disease Quality of Life questionnaire.  Age & Ageing. 1999;28:341-346.

6 Bushnell DM, Martin ML. Quality of life and Parkinson's disease: translation and validation of the US Parkinson's Disease Questionnaire (PDQ-39). Qual Life Res 1999 June; 8:345-50.

7 Marinus J, Ramaker C, van Hilten JJ, Stiggelbout AM.  Health related quality of life in Parkinson’s disease: a system review of disease specific instruments.  Journal of Neurology Neurosurg Psychiatry, 2002;72(2):241-8.


Ambulatory monitoring (Vitaport) (UNN, UNL, UNA)

Monitoring patient’s daily mobility-related activities outside the clinic is feasible by application of an Activity Monitor (AM) for a maximum of 24 hours.  Several studies have shown that temporal parameters of gait such as step and stride frequency as well as other mobility-related activities (i.e.: turning in bed, standing up, sitting and stair walking) can be validly assessed with the AM.1-5
The ambulatory monitors used in RESCUE (Vitaport, TEMEC) consist of 2 accelerometer sensors which are firmly attached to the upper legs in the sagittal plane (i.e. perpendicular to the right and left upper leg) a third bi-axial accelerometer which will be attached to the sternum of the subject as demonstrated in figure 1 (i.e. perpendicular to the sternum in a longitudinal direction parallel to the sternum and in the sagittal plane).  As well as a reliable tool for measuring motor performance in patients with movements disorders4, 5, the equipment has been proven to be user-friendly and comfortable to wear for patients.

Figure 1

References

1. VandenBerg HJG, Bussmann JB, Balk AHMM, Stam HJ. Validity of ambulatory accelerometry to quantify physical activity in heart failure. Scandinavian Journal of Rehabilitation Medicine 2000;32:187-192.

2. Munneken M. de Jong Z, Zwinderman H, Tijhuis GJ, Hazes JMW, Vliet Vlieland TPM.  The value of a continuous ambulatory activity monitor to quantify the amount and intensity of daily activity in patients with Rheumatoid Arthritis.  The Journal of Rheumatology 2001;28:745-750.
3. Bussmann JBJ. Ambulatory monitoring of mobility-related activities in rehabilitation medicine. Proefschrift, Uitgeverij Eburon, 1998. 
4. Hoff J, Wagemans EA, van Hilten BJ.  Ambulatory objective assessment of tremor in Parkinson’s disease.  Clinical Neuropharmacology, 2001;24(5):280-283.

5. Van Vugt JP, Siesling S, Piet KK, Zwinderman AH, Middelkoop HA, Hilten JJ, Roos RA.  Quantitative assessment of daytime motor activity provides a responsive measure of functional decline in patients with Huntington’s disease.  Movement Disorders, 2001;16 (3):481-488.
Section III

Scales used by some partners

Additional tests used for work package 2 (UNN)

1. NASA-TLX (Task Load Index)

References

1. Hart SG, Staveland LE. Development of NASA-TLX (Task Load Index): results of empirical and theoretical research. In Handcock PA and Meshkati N (eds) Human mental workload. Amsterdam: Elsevier Science Publishers BV (North Holland), p. 139-183, 1988.

2. Visual Analogue Scale.

Developed for the RESCUE Project

The questions aim to relate to the different domains of fatigue, indicated in brackets after the statements.  These will be compared to similar domains of fatigue as assessed in the Multidimensional Fatigue Inventory and also compared with activity as collected for 24 hour activity monitoring.  

1. I feel strong – I feel weak (physical fatigue)

2. I have lots of energy – I feel exhausted (general fatigue)

3. It is easy to concentrate on doing things – It takes a lot of effort to concentrate on doing things (mental sense of effort/fatigue)

4. I have been able to do a lot – I have done very little (activity)

	I feel strong
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel weak

	I have lots of energy
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel exhausted

	It is easy to concentrate on doing things
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	It takes a lot of effort to concentrate on doing things

	I have been able to do alot
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I have done very little


Instructions:

We would like to get an idea of how tired you have been feeling over the last week.  There are 4 scales below.  

Each scale has one statement on the left and one on the right which measures different types of tiredness or fatigue.  The numbers in between show a scale from one to the other. 

Please circle a number which best describes your feelings over the last week in relation to each statement.    

In the first example a score of ‘1’ would indicate you felt strong and a score of ‘10’ weak.

	I feel strong
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel weak


	I have lots of energy
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel exhausted


	It is easy to concentrate on doing things
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	It takes a lot of effort to concentrate on doing things


	I have been 

able to do alot
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I have done very little


3. Participant Diary

Developed for the RESCUE Project

Participant Number:

Name:

Date and time monitoring commenced:

Date and time monitoring finished:

Medication record during monitoring

	Name of Drug

e.g. Kemadrin
	Dosage (if known)

e.g. 5mg
	Time taken



	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	

	
	
	


Activity Diary:

Please record the main activities carried out in each of the 4 daily time periods – before breakfast, before lunch, before dinner, before bed.  For example:  

Before Lunch – sat and read the paper until mid-morning.  Was picked up in the car by a neighbour and went to the garden centre.

Please record any strategies you used to help your movement when doing the activities.  For example:

things you see - lines on pavement; things you hear - songs; things you plan in your head - rehearse the movement.

Fatigue Scale: 

Please complete the fatigue scale for each of the time periods as well.  Copies of the scale are included in the diary.  Fill out a separate form for each time period and note the time period and day on each form.  

Instructions:

We would like to get an idea of how tired you have been feeling over the time period indicated above.  There are 4 scales below.  

Each scale has one statement on the left and one on the right which measures different types of tiredness or fatigue.  The numbers in between show a scale from one to the other. 

Please circle a number which best describes your feelings during the time period in relation to each statement.    

In the first example a score of ‘1’ would indicate you felt strong and a score of ‘10’ weak.

Day 1:  Before lunch

Activity Diary
	Time of Lunch:





Fatigue Scale

	I feel strong
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel weak


	I have lots of energy
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel exhausted


	It is easy to concentrate on doing things
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	It takes a lot of effort to concentrate on doing things


	I have been 

able to do alot
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I have done very little


Day 1:  Before dinner 

Activity Diary 
	Time of Dinner:




Fatigue Scale

	I feel strong
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel weak


	I have lots of energy
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel exhausted


	It is easy to concentrate on doing things
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	It takes a lot of effort to concentrate on doing things


	I have been 

able to do alot
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I have done very little


Day 1:  Before bed 

Activity Diary

	Time went to bed:




Fatigue Scale

	I feel strong
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel weak


	I have lots of energy
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I feel exhausted


	It is easy to concentrate on doing things
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	It takes a lot of effort to concentrate on doing things


	I have been 

able to do alot
	1
	2
	3
	4
	5
	6
	7
	8
	9
	10
	I have done very little


To be completed with research physiotherapist on removal of monitoring equipment.

Day of the week

	Monday
	Tuesday
	Wednesday
	Thursday
	Friday


Season of the year

	Spring
	Summer
	Autumn
	Winter


Would you describe the weather on the monitored day as being:

	Snow/ice storms
	Very wet/cold
	Wet/hot
	Damp/humid
	Perfect conditions


Would you describe your mood on the monitored day as being:

	Very depressed
	Miserable/unhappy
	Fine/OK
	Happy/contented
	euphoric


Considering all the ways Parkinson’s disease affects you, how were you feeling on the monitored day?

	Very poor
	poor
	fair
	good
	Very good


On the day of monitoring did you feel you were:

	As independent as usual
	Requiring more help
	Requiring less help


Would you describe the period over which you were monitored to have been:

	Very busy
	Very quiet
	average


Were the activities undertaken during monitoring done by:

	Choice
	Necessity
	Both


Did anything unusual happen during the monitored day which would have increased or decreased your activity?

	Yes
	No


If yes please supply details:




4. Interview procedure

Developed for the RESCUE Project
Introduction to the project and purpose of the interview

Give Information Leaflet to subject

Explain informed consent – specify confidentiality and right to withdraw

Collect signature on form

Switch on both tape recorders

Interview Schedule

· What were the first effects that P had on your walking? - explore
· How did you overcome those? - explore
· Currently, what is your walking like?
· Do you notice any differences between 
· walking inside/outside

· walking alone/with someone

· walking in a quiet or busy place

· Does your walking change if you are tired? – how? – can you do anything to improve it?

· When you are tired at the end of a walk where do you feel it – in your head or your legs?

· Have you ever fallen? – explore

· Have you ever experienced freezing? – do you know what I mean by that? – explore – predict/prevent – anti-freezing techniques

· Do you have any difficulties going through doorways? – explore

· Do you have any difficulties with transfers? – explore – initiating gait following a transfer

· How do you manage stairs?

· Does the time of day have any effect on your walking? – if you were planning to do an activity that involved walking what time of day  would you plan it?

· Do you ever get worried about having to walk somewhere?

· If you are walking and someone talks to you, does it affect your walking? – walking and carrying something

· Tasks in the kitchen – can you stand and make a cup of tea/iron? – does standing tire you?

· Do you have any other comments to make about your walking that you think might be helpful?

Switch off both tape recorders

Explain the project’s interest in fatigue

Administer the MFI – 20 (ask subject to refer to the previous week)

Administer the VAS

Any questions

Identify contact details on information sheet

Fill in contact summary sheet (after leaving the house)

Label both tapes and place in interview packs.


Additional tests used for work package 3 (UNN)

1. CANTAB 

Motor Screening- introduces participants to the touch screen format

Stockings of Cambridge- attention and working memory/planning ability (10-15 minutes)

Spatial Span- necessary to determine whether any difficulties with the SOC task are down to slave system/ passive storage problems or higher order cognitive processes (5 minutes)

Paired Associate Learning- attention and visual memory (15 minutes)

Intra/Extra Dimensional Shift- set shifting, attention and visual memory (10 minutes)

Matching to Sample Visual Search- necessary to determine whether any ID/ED shift is due to visual search problems (10 minutes)

Spatial Working Memory- working memory spatial slave system function and executive processing (10 minutes)

Pattern and Spatial Recognition memory tasks (5 minutes each)

Length of entire battery is 75 minutes.
CANTAB Outcome Measures

Stockings of Cambridge 

1. Time taken to complete the pattern.

2. Number of moves required

(nos. 1&2 taken together give planning ability measure)

3. Time taken to initiate sequence- this cancels out the motor time and thinking time.

Spatial Span 

1. Max number of squares touched in correct serial order

Paired Associate Learning

1. Trials; total number of presentations required (max of 10 per trial) over 8 trials

2. Errors; total number of errors over 8 stages

3. First trial correct memory score; total no of patterns correctly located after the first presentation over 8 stages (max 26)

Intra/Extra Dimensional Shift 
1. Number of trials to determine criterion.

2. Failure /success at each stage

3. Latency to respond

4. Repeats to specific exemplars 

5. Calculated conditional probabilities of immediately repeating either previous correct or incorrect response


Matching to Sample Visual Search 
1. Errors

2. Time for visual search

Spatial Working Memory 
1. Errors; number of occasions on which a subject returned to a box.

2. Performance index; total number of errors over twelve trials

Pattern and Spatial Recognition 

Percentage correct scores out of 24 and 20 respectively
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3. Sahakian BJ, Owen AM. Computerised assessment in Neuropsychiatry using CANTAB. J R Soc Med 1992; 85:399-402.

2. Cognitive Drug Research Computerised Assessment Battery

Immediate Word Recall- Memory and attention.

Simple Reaction time- Attention.

Digit Vigilance- Visual working memory and attention.

Choice Reaction time- Attention.

Spatial Working memory- Working memory and attention

Delayed Word Recall- Long term memory.

Delay Word Recognition – Long term memory for words

Picture Recognition – Long term memory for pictures

Length of entire battery is 20 minutes.

CDR Outcome Measures

Immediate Word Recall

1. Number correct (%).

2. Errors

3. Intrusions (not in original list).

Simple Reaction Time

1. Reaction time (msec)

Digit Vigilance

1. Accuracy (%)

2. Reaction time (msec)

3. False alarms (no.)

Choice Reaction Time
1. Reaction time (msec)

2. Accuracy (%)

Spatial Working Memory

1. Reaction time (msec)

2. Accuracy of original stimuli (%)

3. Accuracy of new stimuli (%)

NWM- 3 indices;

1. Reaction time (msec)

2. Accuracy of original stimuli (%)

3. Accuracy of new stimuli (%)

Delayed Word Recall

1. Number correct (%)

2. Errors (number)

3. Intrusions (number)

Delayed Word Recognition

1. Reaction time (msec)

2. Accuracy original stimuli (%)

3. Accuracy of new stimuli (%)

Delayed Picture Recognition

1. Reaction time (msec)

2. Accuracy original stimuli (%)

4. Accuracy of new stimuli (%)
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3. Hayling and Brixton Tests 

Paper and pencil tests of executive function.  Widely used in clinical settings.  

Hayling: Sentence completion task, tapping verbal fluency and retrieval of information from long term memory

Brixton: Spatial anticipation task, tapping inhibition and set shifting

Time taken to complete: 15 minutes

Hayling and Brixton Outcome Measures

Executive function, as indicated by Verbal Fluency and Inhibition 

References
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4. National Adult Reading Test

Widely used in clinical settings to estimate pre-morbid IQ.  Scores on the NART  correlate with scores on the Weschler Adult Intelligence Scale.

Time taken to complete: 3 minutes.

National Adult Reading Test Outcome Measure

An estimated pre-morbid IQ score

References
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5. Miller Behavioural Scale
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2. Miller,S.M.,Mangan,C.E. (1983) The interacting effects of information and coping style in adapting to gynaecological stress: Should the doctor tell all? Journal of Personality, and Social Psychology, 1983; 45,223-236.

6. 
Rational-Experiential Inventory

Task: 31-item questionnaire, 19 items are from NFC scale (need for cognition scale), assessing to what extent a person actively engages/ enjoys cognitive activities; this taps rational/analytic aspect of processing. The other 12 items are from the FI scale (faith in intuition scale), assesses a person’s belief in their intuition; this taps experiential aspects of processing.

REI Outcome Measures:
Scoring: 2 final scores are produced.

1. Add together all the positively worded items on NFC scale questions. Then add all negatively worded items, when combined this gives a rationality measure. 

2. Add all the FI scale scores; this gives an experiential measure.

Once this is done calc. mean and standard deviations for each score, these are then compared against scaled scores.

Length of task: 5-10 minutes. 
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Test used for Work Package 5 (UNA)

Dutch version Barthel Index (BI) – validated translation
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Section IV

Overview of scales and tests used

for the various workpackages

University of Northumbria (UNN)

Katholieke Universiteit Leuven (UNL)

Vrije Universiteit Amsterdam (UNA)


Tests used at UNN

Work package 2

	Cueing/fatigue/cognition study

	Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini mental state examination (MMSE)

· Hospital Anxiety Depression Scale (HADS) 

· Multi Dimensional Fatigue Inventory (MFI)



	II. Activity limitation
	· Freezing of gait questionnaire (FOGQ)
· Unified Parkinson Disease Rating Scale (UPDRS)

· Modified Dyskinesia Scale (MDS)



	Outcome Measures



	II. Activity limitation
	· Berg Balance scale (BBS)

· Ambulatory monitoring (AM)

· Visual analogue fatigue recordings (VAS)

· Participant diary (Medication, activity, cueing and 
well-being)

· NASA Task Load Index 

· Structured, open ended questionnaire



	
	



Work package 3

	Cognitive study
	
Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini mental state examination (MMSE)

· Hospital Anxiety Depression Scale (HADS)

· CANTAB

· Motor screening

· Stockings of Cambridge

· Spatial span

· Paired associate learning

· Intra/extra dimensional shift

· Matching to sample visual search

· Spatial working memory

· Pattern and spatial recognition

· Cognitive Drug Research Computerised Assessment Battery (CDR)

· Immediate word recall

· Simple reaction time

· Digit vigilance

· Choice reaction time

· Spatial working memory

· Delayed word recall

· Delayed word recognition 

· Picture recognition

· Hayling and Brixton tests

· National Adult Reading test

· Miller Behavioural Scale

· Rational-Experiential Inventory



	II. Activity limitation
	· Freezing of gait questionnaire (FOGQ)
· Unified Parkinson Disease Rating Scale (UPDRS) 

· Modified Dyskinesia Scale (MDS)

· Visual analogue fatigue recordings (VAS)





Tests used at UNL

Work package 4

	Gait Study 
	
Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini Mental State Examination (MMSE)

· Visual analogue on stability of drug effectiveness


	II. Activity limitation
	· Freezing of gait questionnaire (FOGQ)
· Unified Parkinson Disease RatingsScale (UPDRS)

· Modified Dyskinesia Scale (MDS)



	Outcome Measures



	I. Impairment
	· Spatiotemporal, kinematics, kinetics and EMG parameters as measured with the Vicon system.

· Visual analogue on effectiveness of cueing





Tests used at UNA

Work package 5

	Gait Study 
	
Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini Mental State Examination (MMSE)



	II. Activity limitation
	· Berg Balance Scale (BBS)
· Freezing of gait questionnaire (FOGQ)
· Unified Parkinson Disease Rating Scale (UPDRS)

· Modified Dyskinesia Scale (MDS)

· Barthel Index



	Outcome Measures



	I. Impairment
	· Spatiotemporal, kinematics as measured with the Optotrak system

·  Ambulatory Monitoring (AM)





Work package 9

	Validity and reliability study
	Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini Mental State Examination (MMSE)

· Multi Dimensional Fatigue Inventory (MFI) 

· Hospital Anxiety Depression Scale (HADS)



	II. Activity limitation
	· Unified Parkinson Disease Rating Scale (UPDRS)

· Modified Dyskinesia Scale (MDS)



	Outcome Measures 



	II. Activity limitation
	· Berg Balance Scale (BBS)

· UPDRS (Posture & Gait score)

· Timed 10 m walk test 

· Timed Get up & Go Test (TUG)

· Freezing of gait questionnaire (FOGQ)

· Nottingham extended ADL Index (NEADLI)

· Falls Efficacy Scale (FES)



	III. Participation restriction
	· Parkinson’s disease quality of life questionnaire (PDQ-39)

· Carer’s Strain Index (CSI)





Tests used by all centres

Work package 11: RCT

	RCT
	Test

	Descriptors



	I. Impairment
	· Modified Hoehn & Yahr Scale (H&Y)

· Mini Mental State Examination (MMSE)

· Multi Dimensional Fatigue Inventory (MFI) 

· Hospital Anxiety Depression Scale (HADS)



	II. Activity limitation
	· Unified Parkinson Disease Rating Scale (UPDRS)

· Modified Dyskinesia Scale (MDS)



	Outcome Measures 



	II. Activity limitation
	· Berg Balance Scale (BBS)

· UPDRS (gait & posture score)

· Timed 10 m walk test 

· Timed Get up & Go Test (TUG)

· Freezing of gait questionnaire (FOGQ)

· Nottingham extended ADL Index (NEADLI)

· Falls Efficacy Scale (FES)

· Fall Diary

· 24 Activity Monitoring VITAPORT (AM)



	III. Participation restriction
	· Parkinson’s disease quality of life questionnaire (PDQ-39)

· Carer’s Strain Index (CSI)
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