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BACKGROUND RESULTS

Parkinson’s disease is a chronic, neurodegenerative disorder affecting around 145,000 o ,
Participants included 8 women and 11 men (M=73.17 years, SD=6.97, range=64-83): 3 were

people in the UK. Quality of life (QolL) and treatment satisfaction questionnaires were , , , _ , _ _ ,
single, 16 married. The 23-item Parkinson’sDQoL (see Figure 3) includes 15 items unchanged

needed for a research programme on visual hallucination in people with Parkinson’s, . , , , ,
and 6 modified from the -DQol library, and 2 new items (making myself understood and taking

dementia, or eye disease (SHAPED-TF ID: ISRCTN14435750). Although individualised eye- , , , _ _ _
care of my health). The Parkinson’sTSQ (Figure 4) has 11 items, all from the -TSQ library with

condition specific QoL and eye treatment satisfaction questionnaires were already available, o
no modifications.

no such measures were available for Parkinson’s! or dementia.? Comparable measures were

Taking care of my health and other medical conditions

needed to allow the three patient groups to be combined and compared. This poster

describes the design of the individualised Parkinson’s Dependent Quality of life | Making myself understood
New items

(Parkinson’sDQol) and the Parkinson’s Treatment Satisfaction Questionnaire

(Parkinson’sTSQ).

METHOD Parkinson'sDQoL
Participants Nineteen people with Parkinson’s disease, recruited from Cambridge and

Motivation to do things S0
Newcastle services, were interviewed about the impact of Parkinson’s on their QoL and their ¢ i el
Gefting out and about

experience of treatment to inform the design of the two new questionnaires.

/ Work
Parkinson’sDQoL A draft Parkinson’sDQolL was modelled on the questionnaire template Enjoy food/meals Modified items Holidays

from the Audit of Diabetes Dependent Quality of Life (ADDQol).>* The ADDQol is a disease- Library items

Ability to drink as | wish

specific, individualised measure of the impact of diabetes on Qol, linguistically validated into

: : : Coping with stress/hassles Physical abilit
84 languages. The ADDQol provides a template for new -DQoL instruments in numerous ik . _
conditions, including the EyeDQol used in SHAPED. Other -DQols include those for aortic Handle pesonal affairs eep Family/relatives
aneurysm,’ kidney disease,® macular degeneration,’ general eye conditions®and HIV.? These » , *

Ability to do things myself Interests and pastimes
in turn have contributed to an item library of 60 items used to create new draft -DQols. The *
initial draft Parkinson’sDQolL included items selected from the item library, guided by the Time it takes to do things =086 personal ISl a oS
iterature on the effects of Parkinson’s on QolL.
Self-confidence Friendships and social Ifie
16 (a) | If | did not have Parkinson’s, | would be able to do things for myself:
[] [ [ [ [ Physical appearance Feelings about the future

very much more much more a little more the same less
(b) | For my quality of life, my ability to do things for myself is: Ability to think clearly/make decisions/remember things
very important important somewhat important not at all important

Figure 3: Diagram of items included in the Parkinson’sDQoL

Figure 1: Example item from the draft Parkinson’sQolL

Parkinson’sTSQ The Parkinson’sTSQ was modelled on a template from the Diabetes
Treatment Satisfaction Questionnaire (DTSQ)!° and library of items from all condition- ParklnSOn STSQ

specific -TSQs. The DTSQ was developed to assess satisfaction with diabetes treatment, and has

Overall satisfaction |

Control |

been used as a template to develop other measures of treatment satisfaction in other &

conditions, including renal conditions,!! aortic aneurysms- and HIV.*?
Easy/difficult|

Library items

1. How satisfied are you with your current treatment for Parkinson’'s? C :
onvenient |

very satisfied 6 3 4 3 2 1 0 | very dissatisfied

Flexible |

Figure 2: Example item from the draft Parkinson’sTSQ ‘Satisfied to continue treatment

Side effects|

Procedure Participants were asked to complete draft versions of the Parkinson’sDQoL and

‘ Amount of discomfort or plain

|Understanding of Parkinson's/treatment

Parkinson’sTSQ. They were asked to ‘think aloud’ and were encouraged to make any suggestions v
for changes to the questionnaires.! Draft items were modified, removed and added as needed |Speak well of treatment to others]
within and between interviews until no further changes were required. Figure 4: Diagram of items included in the Parkinson’sTSQ
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