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Individualised, condition-specific measures of quality of life, designed using a
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BACKGROUND RESULTS

The Audit of Diabetes Dependent Quality of Life (ADDQol) is an individualised questionnaire

measuring generic QoL (single item) and diabetes-specific QoL (19 item pairs measuring impact of

. . . . Anxiety
diabetes on 19 aspects of life, and the importance of each aspect for QolL).%? The ADDQol is
: P : : : _ : Depend on others
linguistically validated into 84 languages and provides a template for new —DQol instruments.
Journeys
Bank Iltems
: : _ : . Holidays
11(a) | If I did not have diabetes, my self-confidence would be: AneurysmDQoL _
Do Physically
Finance
. - Friendships/social life
very much better much better a little better the same worse e
_ . Work Close personal relationship
(b) | My self-confidence is: - —— Sex life e & abo
Amount of energy o Do things for others
_ —— _ — — — Items Others fuss or worry + 9
very important Important somewhat important ~ not at all important Enjoy food ——— Household tasks
eelings abou e Tuture
Figure 1: Example item from the ADDQolL Physical discomfort
Health

To date this includes —-DQols for retinopathy,® kidney disease, macular degeneration,’

Ability to think clearly, concentrate and/or remember things

hypothyroidism,®* growth hormone deficiency,” abdominal aortic aneurysms,® general eye
Figure 2a: Diagram of item included in the AneurysmDQoL

conditions® and HIV.19 These in turn have contributed to an item bank of 60 items used to create

new draft —DQolLs.

Go on dates

An ongoing research programme Study of Hallucinations in Parkinson’s, Eye disease and Dementia Having children (or more children)
(SHAPED), provides an opportunity to compare QoL across conditions using different condition- o conceal
Stigma

specific -DQolLs.

METHOD Bank Items i
Confidence
i iti i : Do Physicall
Design: Initial drafts of the AneurysmDQol, HIVDQol , Parkinson’sDQolL and MemoryDQolL were Finance L
Appearance Sleep Friendships/social life
constructed using existing bank items, chosen following a review of relevant research and specialist ———— || —
Long distance journeys

websites and consultations with specialist clinicians. Drafts were refined through patient interviews. Modified

Items

Getting out & about

Work

Holidays

Depend on others

Procedure: For the AneurysmDQol, nine focus groups and 13 one-to-one interviews were conducted

Others fuss or worry

in the UK. For the HIVDQol, 25 one-to-one interviews were conducted, 14 with UK participants and -2 Motivation

Freedom to drink as | wish

Close personal relationship

11 in the USA. UK interviews with 19 patients were conducted for the Parkinson’sDQoL.. Fifteen Spiritualireligious life | | Feelings about the past

patients with dementia and their carers were interviewed for the MemoryDQol. Interviews were
Figure 2b: Diagram of items included in the HIVDQolL

conducted in batches, and questionnaires refined between batches, until no further modifications

were requ ired. Making myself understood

Taking care of my health

R E S U LTS (dental, eye care, other medical conditions)

The new AneurysmDQol has 22 domains (16 existing bank items, 5 modified bank items, 1 new item)

Interests/pastimes

identified as impacting on the QoL of patients with, or following repair of, an abdominal aortic

—— Parkinson'sDQolL Bank Items Holidays
. . . . o o . etiing ou anou
aneurysm. The HIVDQolL required 26 domains (10 existing, 12 modified and 4 new items). The E Do Physically
. ) . . . e ) Motivation Friendships/social life

Parkinson’sDQoL has 23 domains (15 existing, 6 modified & 2 new items). The MemoryDQolL has 17 Stesk

Enjoy food Confidence Close personal relationship
domains (11 existing, 5 modified, and 1 new item). See Figure 2a,b,c,d for details. Though often few in — Modified Famity | y | [ Work Feelings about the future

Items
. o, . . H - A
number, the importance of the new additional items is demonstrated by the HIVDQoL, where the new e PothinueINISN| y | Sexiig o
; J:b"_it!f to think clel:i:rly,h' Time it takes me to do things

items were rated as more important for QoL and detected more negative impact than Coping with stress T S

existi ng/m odified items. Handle personal affairs (correspondence, bills)

CONCLUSIONS Figure 2c: Diagram of items included in the Parkinson’sDQolL

Design of new condition-specific -DQolLs is expedited by using the existing template and item banks

with minimal, but important, additions needed. During SHAPED we will be comparing across New lient Making and/or keeping to an arrangement or plan

different condition-specific -DQolLs when evaluating the impact of interventions to prevent

hallucinations. Interests/pastimes
Bank Items Holiday=
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