Design of three new condition-specific questionnaires to assess quality of life, symptoms
and treatment satisfaction of patients with abdominal aortic aneurysms:
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An abdominal aortic aneurysm (AAA) occurs when the aortic wall weakens and dilates:! see The Aneurysm-DQoL has 23 life The Aneurysm-TSQ has 11 items (2 bank,
Figure 1. In the UK, AAAs affect 5-10% of men and 1.5% of women between the ages of 65 and domains (16 bank, 5 modified, 2 new 6 modified, 3 new items): 7 are suitable pre-
79 and constitute a significant cause of mortality amongst this population.? items) identified as being important to the and post-intervention and 4 are suitable
There are currently two QoL of patients with AAA: see Figure 4. post-intervention only: see Figure 5.
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Despite AAA being a diagnosis that may seriously affect patients’ lives,* a lack of any condition
specific patient reported outcome measures (PROMs) has meant very little is known about the The Aneurysm-SRQ is a 44-ltem measure, which assesses a wide range of physical and
overall impact of AAA or AAA repair on quality of life (QolL) from the perspective of the patient. psychological symptoms (16 bank, 14 modified, 14 new items): see Figure 6 below.
Additionally, very little is known about symptoms experienced or treatment satisfaction in this
patient group.5 _ _ Heaviness in legs
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The present work aimed to design three AAA-specific questionnaires: the Aneurysm-Dependent Lost weight :
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. . . . Headaches
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Back pain
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Forty-one patients with AAA from five NHS Trusts participated in focus group discussions of e Bank ltems Difficulty concentrating
experiences of AAA. This information guided inclusion of items in the questionnaires, — Difficulty thinking
su!op.orted by ’Fhe cll.nlcal experience of vascular surgeon co-authors and a If)z.:mk of items fr.o.m ———— Mﬁ:rl::d T
existing questionnaires developed by CB and colleagues for other conditions. © 7 8 Initial Difficulty urinating —
. . . . . . . . . . . . Trembling limbs
guestionnaire drafts were refined using 13 in-depth interviews with individual patients. Constipation
RESULTS ‘ Swollen legs Bloated Poor appetite
Too hot / too cold Dizzy Gained weight
Table 1: Focus Group Participant Details
. P P . i L Indigestion / heartburn
Details Operation Type Total _ : .
— Flatulence / belching Figure 6: Aneurysm-SRQ
OR EVAR Monitoring
Number of focus groups 2 6 1 9
. . Mal F I Mal F I Mal F I
Number of participants: Focus groups 2 ° err2|a © ;Se enIa © Ze en(1)a € 41 CONCLUSIONS

The detailed development process confirmed that the new tools have good face and content
Number of participants: Interviews 3 0 6 0 4 0 13 validity for patients with AAA. ltem banks were valuable; few new items were needed for
Aneurysm-DQolL and Aneurysm-TSQ. Psychometric analyses are reported elsewhere.® The
guestionnaires are ready for wider clinical use and further validation.

The qualitative work revealed several previously unrecognised issues for patients with AAA,
confirming the importance of AAA-specific PROMs. These included the impact on QoL of self-
imposed restrictions on activity, notably patients’ avoidance of sexual activity (rather than poor REFERENCES
sexual function). Also, follow-up scans were reassuring rather than worrying for patients.
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