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IPOS in the UK and Germany:
How Interviewing Patients Can Shape Research
New findings from research at the Cicely Saunders Institute, King’s College London
• In response to patient and clinician demands, we have developed the IPOS (Integrated Palliative care Outcome Scale)
measure, which has been shaped to reflect the main symptoms and concerns of people with advanced illness.
• This study demonstrates the importance of interviewing people with advanced illness about the measures which are
being used to assess and review their individual symptoms and concerns.
• The use of interviewing in two languages – for the first time in palliative care – provided important additional
information. This enabled our team to create a measure which was as relevant and useful as possible for people with
advanced illness, and for the professionals caring for them.
Summary of policy recommendations
• IPOS is now available for clinical use; it is one of the few brief measures tested in this population that covers all relevant
areas.
• The refined version of the IPOS is currently undergoing further testing to ensure it works well.
• The use of cognitive interviewing is a crucial part of refining measures in order to gather a wide range of perspectives
from those with advanced illness themselves. Conducting interviews in two languages deepens this understanding.
• People with advanced illness did not find it distressing or burdensome to complete the questionnaire.
Introduction
Outcome measures are a vital part of ensuring that patients’
symptoms and concerns are being considered and treated by
clinical teams1. It is important that these meaures are
specifically developed in palliative care to reflect the concerns
of patients with advanced illness. These tools must also be brief
to minimise the burden of completing the measures.

and Germany showed that most of the IPOS questions worked
very well and accurately reflected symptoms and concerns.
People with advanced illness did not find it distressing or
burdensome to complete the questionnaire, and wanted to
retain all the questions. Some patients suggested a longer time
frame, so both a 3-day and a 7-day version of IPOS are also now
available.

Summary of Research
The IPOS consists of 10 questions which cover patients’ main
concerns, common symptoms, patient and family distress,
well-being, sharing feelings with family, information received
and other practical concerns. The IPOS measure was tested
with people in advanced illness to see if it was understandable
and relevant to them and their needs, and as a result it was
refined further.

‘Well I think it’s a good questionnaire I really do... staff [have]
only got to look at it and they know how you feel.’ (Female
aged 74 years, UK)

We interviewed 25 people with advanced illness from palliative
care units, general hospital wards and in the community. The
study used ‘think aloud’ and probing techniques to encourage
people to share their opinions on the measure as freely as
possible2. These methods allow different cultural contexts of
patients to be explained and ensure in-depth investigation into
the effectiveness of the measure3.

Although any questionnaire is only one part of a clinical
assessment4, research shows the clear benefits of outcome
measures for patient welfare and well-being.

Research Findings
The cognitive interviews conducted simultaneously in the UK

Some difficulties with the wording and comprehension of the
questions were identified in both countries and, as a result,
questions were amended to ensure the most concise and clear
phrasing in both languages.

Cognitive interviewing of people with advanced illness helped to
ensure that IPOS is a valid and reliable tool in the palliative care
setting and captures the most relevant issues. A limitation of this
study is its relatively small sample size and a future study could
involve a larger sample of people with advanced illness with a
more diverse range of conditions.3

Policy Recommendations
In order to ensure that the most effective care is provided to people with advanced illness, and that these people and their
families feel listened to, we recommend that policymakers ensure:
1) Training and resources for routine use of IPOS are provided
IPOS has been developed in response to patient and clinician recommendations, and is now available for clinical teams to
implement into routine practice. The relevant training, resources and support for staff should be provided to maximise the
use of the measures to their full potential.
2) Patient involvement to guide research is encouraged
This study shows that palliative care patients did not find it distressing or burdensome to complete the questionnaire.
They wanted to retain all of the content because they felt that the questions were important in capturing their main
concerns. It is important to consider the perspectives of people with advanced illness when producing guidelines and
resources which are designed to improve care.
3) The use of interviewing in multiple languages is supported
Interviewing in two languages has not often been used in palliative care research but this study proves it is a useful way to
capture patient needs and concerns from a range of cultural backgrounds. How to word the questionnaires used by
patients requires careful consideration to ensure that they are as acceptable and understandable as possible for people
with advanced illness. Using the findings from interviews in two languages made the acceptability and comprehensibility
better overall.
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