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Approximately 7.4 million people in the USA have an The dimensions and levels within the EQ-5D-3L were deemed appropriate for Between September 2020 and June 2021, 64 adults with IDs from across England consented to participate. All participants = Adults with IDs and their carers/supporters have
intellectual disability (ID). (1) This population experience adults with mild to moderate IDs. Through an iterative process, consensus on were interviewed twice, online, using Zoom. Each second interview took place within four weeks. assisted in designing this modified EQ-5D-3L..
some of the greatest health inequalities, losing almost wording, structure and images was reached and the modified version of the EQ- . The modified EQ-5D-3L was well-accepted by
: : . 5D- ACCEPTABILITY
20 years of life compared to the general population. (2) ~ 5D-3L was finalised. The Modified EQ-5D-3L: Table 1: Preferred EQ-5D-3L sarticipants and  easier to  administer and
People with IDs are often excluded from research by | | No missing data were recorded from the modified EQ-5D-
Walking about Looking after myself MODIFIED STANDARD - - - understand.
design or lack of reasonable adjustments, and self- Preferred BOTH  NONE 3L. The interviewer-completed ease of completion form . . .
! Which one describes you best? Looking after myself EQ'SD'BL EQ'SD_BL . . . . . u The SUItabIIIty Of thIS mOdIerd EQ'5D'3L fOr Use by
reported health status/quality of life (QoL) questionnaires . Thinking about TODAY shows that participants experienced less difficulty for each | |
T1 820/, 9% 9% i _ i _ the target population has been demonstrated In
such as the EQ-5D are often not appropriate for this element of the EQ-5D-3L when using the modified version. . . o .
m m T2 84% 6% 6% 4% Most participants preferred answering the modified EQ-5D terms of its validity, reliability, and acceptability,
. . . 0 0 0 0 - -
population. (3) We systematically examined the EQ-5D- particip P 9 . EuwroQol has approved the content of this
: : : o 3L over the standard EQ-5D-3L.
3L (its wording, content, and format) using qualitative = = Q adaptation, classifying it as a “Modified EQ-5D”
. . | can walk about on | need help to walk | cannot walk about | can wash or dress myself | need some help washing ;0'1;::”1 |Z|tszftt;e\!5az‘zrgr VA L I D I TY : ]
methods to inform the adaption of the measure for use o i onmy oun o dessing mysef by . Assessing the extent to which valuations of health

" - Table 2: Known-groups analysis per domain, by version of EQ-5D-3L
with adults with IDs. A modified EQ-5D-3L was A logistic regression model was used to group ysis p y Q

Doing things | want to do Pain . .
developed for adults with mild to moderate IDs and then — test the construct validity of the modified MODIFIED EQ-5D-3L STANDARD EQ-5D-3L

Pain

states using a modified EQ-5D-3L correspond to the

previously established measure is necessary.

tested with the target pOpUIatlon to examine the Because of how | am TODAY.... Thinking about TODAY EQ-SD-?)L by examining ItS ablllty to DOMAINS MO | SC UA PD | AD | MO | SC UA PD | AD

= Research is underway to assess the potential use of

differentiate between known groups, i.e. |SELF-RATED

HEALTH: Y I X | V| V*| V> vV*| X | X |v*| V this modified version for economic evaluation.

Better or Worse
response option in that domain. Table 2 | ~oMORBIDITIES

v | X |V | V*|IV* V|V |V | V*|V*
e ST ||| oo thnge _— N R shows which domains were predictive of |S0me or None REFERENCES
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measure's acceptability, validity and reliability.
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the likelihood of choosing a worse

| can do the things |
want to do

Development took place over five stages. (i) Think od being in better or worse health. Table 3 Eé%-})/f\io V | VI vV* | v* Vx| x| VxR 1.dl\/lloore_CrJ]M et ﬁl, Explloriné; Differlences, N(I)t D_eficlzji_tl_s,_ in
Aloud Interviews were undertaken to explore the - - _ : : ” . Adults with Inteflectual and Developmental Disabilities
T | | - Feeling worried, sad or unhappy Adapted EQ-VAS shows the differences in utility values |Modified EQ-VAS VI v v lvelvr| e X | v | vr| v and Serious lliness (TH126A). Journal of Pain and
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: : : : - e e s . Lauer E et al., Mortality of people with intellectual an
groups validated the interpretation of interview data; (i) s e et versions. / Positive association: X Negative association : *p< 0.05 y O Peop

developmental disablilities from select US state disabillity

service systems and medical claims data. Journal of
Table 3: Comparative bar graphs of EQ-5D utility values RELIABILITY Applied Research in Intellectual Disability 2015;28:394-

using two versions of EQ-5D-3L for known groups 405.

A workshop was held with a project advisory panel

consisting of stakeholders and academics researching in
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process of discussion and image design with an NHS i i o o Mean EQ-5D Utility Values for Self Rated Health Groups Mean EQ-5D Utility Values for Comorbidity Groups tau. Table 4 shows the Strength of the agreement 3L with adults with mild to moderate Iearning disabilities
_ L | | This is a modified EQ-5D. a N between domains at timenoint 1 and fimeooint 2 within a randomized control trial: a qualitative evaluation.
intellectual dlsablllty Information deS|gner and reference © EuroQol Research Foundation. EQ-5D™ is a trade mark of the EuroQol Research Foundation. Reproduced by permission of P P ' Pilot and Feasibi”ty Studies 4. 164 (2018)
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_ _ - _ _ _ standard EQ-5D-3L. Research Fellowship programme (DRF 2017-10-159).
Think Aloud Focus Groups Staff from third-sector advocacy groups identified clients with IDs as potential ° — — o - — o | The views expressed are those of the authors and not
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advocates (n=14) advocates EQ-5D-3L twice within a four-week period, with the order of completion g in connection with the adapted EQ-5D-3L for adults
randomised. 55 = : MODIFIED STANDARD with mild to moderate intellectual disabilities are vested
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