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ABSTRACT
Objectives  To develop and validate a bilingual experience 
survey for use in any NHS healthcare setting, to support 
service improvement.
Design  A prospective mixed-methods study.
Setting  Any healthcare setting in NHS Wales including 
primary, secondary, urgent and planned care.
Participants  An opportunistic sample of people with 
experience of using local healthcare services. Qualitative 
interviews and focus groups were held to develop a draft 
survey. These were followed by online data collection from 
a wide participant sample for statistical validation. The 
tool was translated and linguistically validated following 
recognised methods. Patient engagement leads were 
involved to ensure the tool met their needs.
Results  We conducted and analysed five focus groups 
and four interviews, consisting of 33 people in total. 12 
draft questions were developed related to key aspects 
of patient experience. A series of online surveys were 
conducted to test the draft questions, with 769 responses 
received. Data were analysed to assess completion rates, 
intra-rater reliability, internal consistency and convergent 
validity. One question had both sub-par intrarater reliability 
and poor convergent validity, and despite attempts 
to improve the wording, it failed to meet minimum 
requirements of validity and was subsequently removed. 
The final validated People’s Experience Survey (PES) was 
subsequently translated into Welsh and validated with 
service users.
Conclusions  The PES is a reliable and valid tool, suitable 
for use in any healthcare setting. The robust processes 
that have been undertaken ensure that the questions 
included are available bilingually to collect reliable, 
meaningful data to support service improvement work.

INTRODUCTION
Clinical outcomes such as mortality and 
readmissions have traditionally been used to 
assess the effectiveness of healthcare interven-
tions. However, it is increasingly recognised 
that patient-reported data such as outcomes 
(PROs), experiences (PREs) and satisfaction 

can be used to assist services in meeting 
healthcare standards and are essential in 
measuring successful healthcare provision 
and effective person-centred care.1 2

While the term ‘patient-reported experi-
ence’ (PRE) is often used interchangeably 
with ‘patient satisfaction’, these are different 
constructs,3 and patient satisfaction may 
reflect a person’s expectations as much as 
the quality of care that they receive.4 Patient-
Reported Outcome Measures (PROMs) are 
validated tools, which measure a patient’s 
perceived outcome of care by collecting 
PROs, which have widely accepted quality 
standards.5 6 The validation process tests a 
tool’s ability to accurately measure what it 
is designed to measure, ensuring the collec-
tion of robust, reliable data.7 Although widely 
used, patient experience and satisfaction 
surveys, including Patient-Reported Expe-
rience Measures (PREMs), are often locally 
created for use in a particular department or 
service, and questions specific to that area are 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ Rigorous methods of validation ensure that the 
People’s Experience Survey (PES) is capable of col-
lecting meaningful, reliable data to support service 
improvements.

	⇒ A wide range of service users was included, in-
cluding groups that are traditionally hard to reach 
and those with specific healthcare needs, making it 
widely applicable.

	⇒ Ongoing involvement of key stakeholders within 
healthcare ensured that the needs and require-
ments of national and local services could be met.

	⇒ As a generic tool, the PES may be unable to pick up 
key issues for service users with specific healthcare 
requirements and may not be sensitive to condition-
specific issues.
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often included. Furthermore, often they are not validated. 
This means that there is a risk that the data they capture 
may not be generalisable across departments or hospi-
tals or accurately reflect a patient’s views, affecting their 
ability for use in informed decision-making processes. 
Increasingly, this is changing, with numerous PREMs now 
validated for use in a broad range of specific conditions 
and diseases.8 The availability of a validated and gener-
alisable PREM can facilitate high-quality data collec-
tion across services. This can support local and national 
service improvements and benchmarking by identifying 
areas with poor patient experience to facilitate improve-
ment initiatives and areas with good experience to iden-
tify learning opportunities.

Some generic tools do exist, such as the Hospital 
Consumer Assessment of Healthcare Providers and 
Systems9 used in the USA which was first implemented 
in 2006. However, this validated tool may not represent 
what is relevant to users of the varied, and free at point of 
use, healthcare settings of interest in NHS Wales. While 
the aims of the NHS Wales tool have some comparisons 
to the NHS England Friends and Family Test (FFT),10 the 
FFT collects primarily qualitative feedback and it is not 
designed to support comparison across organisations.11 
Although there is no identified evidence of service user 
involvement in its development and validation, the tool 
has been widely adopted across NHS England since 2013 
for service improvement initiatives and currently gathers 
approximately 2 million pieces of feedback a month.10

The recent international Patient-Reported Indicators 
Survey (PaRIS) initiative led by the Organisation for the 
Economic Co-operation and Development12 was devel-
oped for use in the primary care setting. Designed for 
international use, it aimed to gather patient-reported 
information on the experiences and outcomes of primary 
care, particularly in relation to understanding the needs 
of people of 45 years or over, living with chronic condi-
tions. This initiative included 19 countries (including 
Wales) that deployed the survey in 2023. While the target 
population of the PaRIS study is narrower than the NHS 
Wales programme, the widespread uptake illustrates the 
growing interest in gathering patient feedback to improve 
services.

Background
A core generalised patient experience survey was first 
launched in NHS Wales in 2013,13 to collect consistent 
service user feedback to facilitate service improvement 
initiatives. Referred to as the ‘National Core PREM’, this 
survey was not a pure PREM, including categorical PREMs 
questions and questions requiring free-text responses. It 
was not intended to cover an exhaustive list of questions 
on all aspects that may impact on a service user’s experi-
ence of care. Rather, it aimed to include questions on only 
the most relevant aspects related to a person’s experience 
of care that would apply in any healthcare setting. The 
intention was to support consistent data collection across 
departments and services, while still allowing services to 

add bespoke questions relevant to their clinical area, if 
required. Following a service user engagement exercise, 
the National Core PREM was further updated in 2018, 
resulting in 11 recommended questions.14

The impact of COVID-19 led to a change in the way 
some healthcare services provide care across Wales, and 
the Welsh Government and health boards acknowledge 
that this has impacted on the way that people access and 
use services. This, in return, may affect their experience 
of care. It was therefore important to ensure that the 
national core PREM continues to reflect the experience 
aspects that are most important across the current range 
of healthcare settings, including planned and emergency 
care, primary care, maternity and mental health services. 
Consideration of service users including children and 
adults, and those with learning and physical disabilities 
and spiritual care needs was also key.

To confirm that the core set includes the most relevant 
and appropriately worded questions, a ‘refresh’ of the 
National Core PREM was requested.

As a result, the chief nursing officer at Welsh Govern-
ment commissioned:

	► Co-production and development of a generic vali-
dated bilingual set of national core questions appli-
cable to all healthcare settings and commissioned 
services in NHS Wales.

	► A review of the current Welsh Government Frame-
work for Assuring Service User Experience in consul-
tation with NHS and wider stakeholders, to align with 
current Welsh Government policies.

This manuscript details the first of these activities.

AIM
To develop a validated People’s Experience Survey (PES) 
tool to act as a core set of PRE questions for use by people 
accessing any healthcare setting across NHS Wales.

Project outline
The project consisted of three distinct phases. Phase 
1 aimed to develop a draft, English language, PES in a 
series of engagement events, while phase 2 aimed to test 
validity and reliability. A consultation period took place 
between these phases to gather feedback from the Safety & 
Learning Service User Feedback Network, a professional 
learning network managing patient safety and experience 
in NHS Wales. This was to align the draft PES with their 
needs and ensure it was fit for purpose. To ensure that 
patient-facing documents are available in both English 
and Welsh as per Welsh language requirements,15 phase 
3 aimed to robustly translate the final English language 
PES into Welsh, while maintaining the English version’s 
validity and reliability properties.

METHODS
This project was led by a research team with experience 
in PROMs and PREMs development, with support from a 
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steering group including patient experience leads from 
NHS Wales.

Phase 1: development of a draft tool
An existing version of a national PREM developed from 
work undertaken in 2013 and subsequently updated with 
service users in 201814 was used as a template to draft a 
new PES (see online supplemental material). This phase 
aimed to confirm the draft’s content and face validity by 
engaging with service users from across Wales to:

	► Identify redundant questions.
	► Identify improvements in wording/phrasing.
	► Identify additional areas or questions for inclusion. 

Where a new question was suggested, its wording was 
developed and tested with stakeholders.

	► Finalise a draft survey for testing.
The 2018 PREMs development utilised a number of 

case studies to help stakeholders imagine what the experi-
ences of other people might be in different care settings. 
These were reused but expanded to ensure that work 
aligned with the wider Welsh Government’s Equality, 
Diversity and Inclusiveness agenda. To support this, areas 
such as maternity, mental health, children and young 
people, and spiritual care services were included. These 
were reviewed by the steering group, and the Lead Chap-
lain at a local health board as a spiritual care expert to 
ensure they were representative and inclusive.

Invitations to participate were sent out to 57 patient 
involvement and support groups, patient experience 
teams and community organisations from across Wales 
to invite them to participate in a series of focus groups 
and interviews. These were offered as both in-person and 
remote options in English or Welsh. An opportunistic 
sample of participants was included, based on the best 
availability of those participants who expressed an interest 
to take part in the focus groups, and all volunteers who 
were only available for interview. Prior to the sessions, 
attendees were provided with a participant information 
sheet and consent form. Sign language interpreters and 
support workers were included where required to facili-
tate inclusion.

A topic guide based on the existing core PREM was 
used to facilitate the discussions (see online supple-
mental material). Think-aloud techniques16 were used 
during the feedback sessions, and each question from 
the 2018 PREM was discussed in turn, and its relevance 
and wording challenged, along with question order. 
Participants were asked to reconsider the questions while 
thinking of the case studies, and whether any additional 
considerations or questions might be needed to reflect 
the needs of service users. Subsequent focus groups 
were asked to consider the relevance and wording of any 
potential additions identified by previous focus groups.

Six focus groups (one in-person, five online) and four 
interviews (three online, one in-person) were held in 
total. Each focus group lasted approximately 2 hours, 
while interviews lasted approximately 90 min and were 
led by a researcher skilled and experienced in qualitative 

research methods (KW), with a second researcher acting 
as facilitator.

All focus groups and remote interviews were video-
recorded and transcribed via Microsoft Teams. The 
in-person interview was audio-recorded and supported 
with field notes, then transcribed in an intelligent 
verbatim format. A thematic analysis was undertaken 
and emerging themes grouped together using inductive 
methods17 to identify suggested questions and wording 
for use in the draft PES.

Phase 2: validity and reliability testing
The PES was further tested via a field test for:

	► Completion rates: to test that the PES did not collect 
an abundance of missing data.

	► Convergent validity (a form of construct validity): to 
confirm that the PES could measure the underlying 
construct of ‘patient experience’.

	► Intra-rater reliability: to ensure that the PES can 
measure something rather than collecting random 
data.

Internal consistency: to ensure that the PES questions 
can collect data consistent with each other and there-
fore measure aspects of the same underlying construct. 
Completion rates were assessed by calculating the propor-
tion of responders who did not answer each question in the 
PES, while convergent validity was qualitatively estimated 
by comparing each response from a multiple-choice ques-
tion in the PES with a corresponding free-text response, 
and judging their similarity in terms of semantics. While 
convergent validity is usually carried out by comparing the 
new tool with an existing ‘gold-standard’ one, as no rele-
vant and validated alternative tools for measuring patient 
experience in NHS Wales were in existence, we propose 
that comparing to corresponding free-text responses was 
a reasonable alternative. This comparison for randomly 
selected responders was carried out by two researchers at 
Centre for Healthcare Evaluation Device Assessment and 
Research (CEDAR) followed by a reconciliation discus-
sion. Intra-rater reliability was tested using the test–retest 
method, where participants are asked to complete the 
same questions about the same event on two occasions, 
with agreement indicating good reliability. A minimum 
threshold of ≥0.75 for the standard or weighted Cohen’s 
kappa coefficient (or) ‍κw ‍

18 was considered acceptable. 
CIs19 and p values (p) were also calculated, and pairwise 
deletion was used. We considered ordinal alpha (﻿‍α‍)20 
values of ≥0.7 as a good measure of internal consistency, 
and confidence intervals calculated, and complete cases 
used.

It was not possible to test the PES’ divergent validity, 
sensitivity nor responsiveness, as no reasonable assump-
tions could be made regarding expected patient experi-
ence and collecting data before and after a known service 
change was out of scope for this work.

Data were collected via online surveys which ran from 
13 February 2024 to 25 March 2024. These included the 
draft PES questions identified in phase 1, plus additional 
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demographic and free-text qualitative questions which 
mirrored those in the PES to provide context to the 
categorical responses and facilitate convergent validity 
testing. The ‘test’ survey was the first to be sent out, and to 
support the intrarater reliability testing, the same partic-
ipants (with permission) were also asked to complete a 
second, ‘retest’ survey. Surveys were built on Microsoft 
Teams and sent to over 110 organisations and 300 indi-
viduals to complete. People were also asked to share the 
survey link with friends, colleagues and family members, 
leading to an opportunistic sample.

Phase 3: Welsh translation
Translating the final English PES into Welsh was facil-
itated by a researcher and a linguist experienced in 
translating PROMs, and by following internationally 
recognised principles of best practice.21 This consisted of 
a team of five translators, with two independent forward 
translations from English to Welsh by qualified transla-
tors, and a reconciliation of these to yield a single Welsh 
version. This was followed by two back-translations into 
English by different translators, for comparison with the 
original source. The Welsh version was then validated 
through cognitive debriefing via interviews with seven 
Welsh-speaking patients and members of the public for 
feedback on its clarity, usability and reflection of the 
English version.

RESULTS
Phase 1 results
A convenience sample of 33 people joined in the discus-
sions, with the youngest attendee aged between 18 and 
25 and the oldest aged over 70; two-thirds (n=22) were 
female). All of the participants chose to engage using 
the English language. The attendees included service 
users, advocacy group representatives (ie, from support 
groups), and patient experience team representatives. 
Groups represented included Llais, Tenovus Cancer Care, 
Cwm Taf People First, Service User Involvement Group 
for Substance Support Services, British Deaf Association 
Wales and Cardiff Lupus Group. Self-reported health 
conditions included hearing impairment, sight impair-
ment, mobility problems, issues with memory, stamina, 
dexterity and mental health.

General feedback
There were numerous discussions around the increasing 
volume of surveys currently collected both generally and 
by the NHS. In consideration of this, participants were 
keen that any request for patient-reported data should be 
kept to a minimum, with surveys kept short and concise, 
using simple language to improve readability. Accessi-
bility was also discussed in relation to survey formats such 
as easy read and British Sign Language, as well as font 
type, size and colour. Allowing people to receive assis-
tance when completing PREMs and similar surveys was 
generally seen as important, so that service users are able 

to get support from friends, family members or health-
care professionals, where required.

Good communication was acknowledged as heavily 
influencing the experience of any healthcare interaction, 
including the collection of patient-reported data such as 
experience and satisfaction. Participants provided strong 
feedback that in any data collection exercise, the intro-
duction needs to be clear and specify why the data is 
being collected, and what it will be used for. A number of 
people noted that unless this information is explicit, they 
would not respond:

I mean, I’m one of those people. I don’t fill out a 
questionnaire unless you tell me what you’re going 
to do with the data and how you’re going to improve 
things. Service user, Focus Group 1.

Having a ‘Thank You’ at the end of a survey was also 
considered as important. Some participants suggested 
that being able to receive a copy of their responses would 
encourage them to take part in data collection exercises, 
particularly where more than one point of engagement 
is anticipated. People were keen to keep the number of 
questions included in the PES relatively low and thought 
the number of questions used in the 2018 PREM was 
appropriate. This acknowledged that careful considera-
tion of questions was essential to reduce survey burden.

Themes
Existing questions
An introductory question of ‘How recent was the experi-
ence you are thinking of?’ was considered appropriate; 
however, the response options were updated to reflect the 
fact that feedback is now often collected in near real-time. 
Therefore, responses were changed to ‘in the last week’, 
‘between a week and a month ago’, ‘between 1 month 
and 6 months ago’ and ‘more than 6 months ago’.

The eight themes identified in previous work (10), and 
which corresponded to a question each in the initial survey 
(see table 3, questions 1–8) remained essential for inclu-
sion. Participants thought that the wording of the original 
questions remained appropriate for four of these: being 
listened to; feeling cared for; having things explained in 
a way that was understood; and being involved in deci-
sions about their care. However, the wording related to 
the other six themes was now considered inappropriate.

One of these questions was related to waiting times and 
read: ‘From the time you needed to use this service, was 
the time you waited’: with answer options of ‘shorter than 
expected’, ‘about right’, ‘a bit too long’ and ‘much too 
long’. The theme of waiting times was thought to be very 
important as a concept related to patient experience. 
However, it was also thought to be particularly subjec-
tive due to the variability in people’s expectations. There 
were also debates about how it is a more relevant issue 
for some services than others, such as emergency care or 
the Ambulance Service. The considerations discussed in 
relation to this theme included:
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	► The reference to a ‘service’ in the original question 
was too specific, particularly when trying to encom-
pass different healthcare settings.

	► People do not always realise that they need to use 
a service, but are referred on from elsewhere (eg, 
a general practitioner (GP) referring someone to 
secondary care).

	► People may suspect they need to use a service but 
then wait for a period of time before they try to access 
it. This was thought to be a particular issue for people 
with chronic conditions who may try to self-care.

Us people with chronic conditions, they’re saying, 
“Well, I should call my GP, but I don’t want to. I’ll 
wait a week or so to see if it gets worse or it gets bet-
ter”. So THAT’s when I realised that I needed to call 
the service, but I didn’t. Service user, Focus Group 3.

Despite its challenges, most participants wanted the 
theme of ‘waiting’ included, and the wording was subse-
quently adapted to: ‘Was the time you waited:’ with answer 
options increased from four (two negative, one neutral 
and one positive) to five to prevent bias. This led to final 
answer options of ‘much shorter than expected’, ‘a bit 
shorter than expected’, ‘about right’, ‘a bit longer than 
expected’ and ‘much longer than expected’.

Another question, ‘If you asked for assistance, did you 
get it when you needed it?’, had intended to relate to 
a broad range of help and support. However, feedback 
suggested that it was too vague to be useful, as there 
was too much room to interpret what ‘assistance’ might 
relate to, with some participants interpreting it as medical 
assistance and others seeing it as encompassing things 
like being given directions to a ward or being offered a 
wheelchair or an interpreter. ‘Support’ was offered as an 
alternative term, but this also had connotations of being 
related to something physical, like help with walking to 
the toilet. This meant that some participants would not 
have answered it in the intended way, and concerns from 
the patient experience teams around the ability to use 
this data to identify issues and improve services were seen 
as valid. Another issue with the wording was related to 
the consideration that people should not have to ask for 
assistance in all circumstances.

[should] not necessarily have to ask for it, because if 
someone has it recorded in their records, that should 
be provided as a matter of course… If someone has a 
vision impairment then you would hope that people 
would realize that before someone came in, and make 
sure that whatever reasonable adjustments needed to 
be in place were in place for them to attend. Patient 
Advocate, Focus Group 4.

While there was some dissatisfaction with the wording, 
the general consensus was that the theme should be 
included with a question worded as ‘If you needed help 
or support, did you get it when you needed it?’

‘Were you able to speak in Welsh to staff if you needed 
to?’ had been included in the 2018 tool partly to help 

measure health board adherence to the 2011 Welsh 
Language Measure.15 This is legislation which places 
an obligation to provide services in Welsh and English 
on an equal basis. Language provision was seen in the 
engagement sessions as very important, but relevant on a 
much wider scale than Welsh and English, and also wider 
than the spoken word. There was very strong support 
to include a wider range of languages including British 
Sign Language, and to extend the question to incorpo-
rate general communication. Therefore, the question was 
broken into two parts, first asking about the preferred 
language of communication, with a list of options taken 
from the most commonly used languages in Wales as 
reported in the 2021 census.22 These changes were 
discussed with health board equality teams to ensure they 
met legal requirements.

‘Did you feel you understood what was happening in 
your care?’ was considered to be very similar to ‘Were 
things explained to you in a way that you could under-
stand?’, with patient experience teams noting that if 
people responded differently to questions, they would 
find acting on this challenging. In view of this, all groups 
agreed that this question should be removed.

An interval scale to rate overall experience, ‘Using a 
scale of 0–10 where 0 is very bad and 10 is excellent, how 
would you rate your overall experience’, was included 
in the initial PREM. This concept was popular, but the 
wording of the question itself was thought to be more 
cumbersome than necessary, and the number of response 
options too large.

I do think you probably have too many options…. I 
think it needs to be reduced because if it’s a seven, it 
might just as well be an eight. Patient Advocate, Focus 
Group 1

A reduced number of response options was also thought 
to be more practical from a user perspective for viewing 
the tool on different media such as mobile phone appli-
cations, where too many options may not all be visible 
at the same time. Five answer options were suggested as 
optimum and more aligned with the rest of the survey. 
There was also a preference for having labels instead of 
numbers to help people with choosing an appropriate 
response.

Free-text questions were thought to be important to 
give service users an opportunity to provide context to 
their answers, and two questions were felt to be appro-
priate. People liked the first of the two questions: ‘Was 
there anything particularly good about your experience 
that you would like to tell us about?’, however, there was 
a negative response to the second question: ‘Was there 
anything that we could change to improve your experi-
ence?’ Almost universally, participants thought this was 
inappropriately worded and that the NHS should ‘be 
brave’ and ask people simply and directly about anything 
that had been bad about their experience. In addition, a 
number of people noted that while they might have had 
a bad experience, they may not know how it could have 
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been improved, and indeed, that making suggestions for 
improvement was not their responsibility.

Additional questions
Participants were very keen to keep the survey short to 
reduce survey fatigue. However, a number of new themes 
were suggested for inclusion, such as signposting to 
support services, accessibility, being supported in self-
management and addressing concerns. While many of 
these were seen as important, they were not considered 
appropriate to include in a generic experience survey, as 
they were either not relevant in all care settings or were 
thought to be too similar in concept to existing questions. 
Reoccurring themes that were considered important 
across all focus groups and interviews were related to 
being treated with kindness, compassion, dignity and 
respect. An additional question of ‘Were you treated with 
dignity and respect’ was strongly supported by almost all 
participants as a means of measuring high-quality care, 
particularly in a landscape where NHS staff are under 
significant ongoing pressure.

things like dignity and respect, kindness, being lis-
tened to, assistance. You know, those are your head-
liners……. I definitely think the dignity and respect 
one is really important. Patient Experience staff, 
Focus Group 3.

The questions were ordered based on feedback and 
appropriate headings agreed. This led to the production 
of a draft survey which was suitable for use in validity 
testing.

Phase 2 results
362 completed ‘test’ surveys were initially received, with 
responses from every county in Wales and represen-
tation from every demographic category (age group, 
gender and ethnicity). ‘Retest’ responses were received 
from 93 people, and of these, 65 could be linked back to 
their original ‘test’ response. The median time between 
test and retest responses was 7 days (range=5–21 days). 
Figure  1 illustrates the number of responders, linkage 
and the cohorts of responders used for testing. Partici-
pant demographics are available in the online supple-
mental material. Due to the recruitment methods of 

blanket invitations and snowballing (ie, asking people to 
share the invitation), it was not possible to identify how 
many people had received the invitation to participate, 
and therefore response rates could not be calculated.

Completion rates across all cohorts were high, with 
the highest proportion of missing data equal to 4% in 
cohort 3, question 6, as detailed in table 1, which details 
the number and percentage of each response option 
answered for every question by each cohort.

Convergent validity results were good, with most 
multiple-choice PES question responses matching their 
corresponding qualitative free-text response on the same 
theme (ie, a positive multiple-choice response matched a 
positive corresponding free text description). The excep-
tion was question 8, which did not show consistent results 
and was deemed unacceptable by the two qualitative 
researchers.

Inter-rater reliability was acceptable (﻿‍κ‍ or ‍κw ≥ 0.75‍)for 
all questions other than question 8, which had a ‍kw ‍ of 0.63 
(see table 2, which shows the intrarater reliability of each 
question, measured via Cohen’s kappa (﻿‍κ‍) or weighted 
Cohen’s kappa coefficient (‍κw ‍) as appropriate). This ques-
tion was subsequently discussed with the steering group 
and a small sample of service users, and it was agreed to 
attempt to adapt the wording of the question. It was split 
into two parts, with question 8a asking ‘Did you need any 
help or support?’, with answer options of ‘Yes’ or ‘No’. If 
responders answered ‘Yes’, this was followed by question 
8b: ‘Did you get help and support when you needed it?”, 
with answer options of ‘always’, ‘usually’, ‘sometimes’ and 
‘never’. This question was once again tested and retested 
with a new cohort of participants, and the intrarater reli-
ability was subsequently recalculated using data from 81 
responders, yielding a ‍k ‍, of 0.37 (0.16,0.59) for question 
8a, which still did not meet the minimum acceptable 
threshold. Due to its poor convergent validity and intr-
arater reliability performance, it was decided to remove 
this question from the PES.

Internal consistency testing was subsequently carried 
out on all questions except question 8. This produced 
an ordinal alpha, α, value of 0.92, with a 95% CI of 0.78 
to 0.98, well above the accepted reliability threshold of 
0.7.

Figure 1  Respondent cohorts.
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Table 1  Completion rates

Item Answer options
Cohort 1 
(n=362)

Cohort 2 (n=65)
TEST

Cohort 2 (n=65)
RETEST

Cohort 3 
(n=100)

Cohort 4 
(n=342)

Question 1: Was the 
time you waited:

Much shorter than expected 53 (14.6%) 16 (24.6%) 16 (24.6%) 16 (16.0%) 49 (14.3%)

A bit shorter than expected 42 (11.6%) 10 (15.4%) 13 (20.0%) 12 (12.0%) 40 (11.7%)

About right 117 (32.3%) 22 (33.8%) 19 (29.2%) 26 (26.0%) 112 (32.7%)

A bit longer than expected 82 (22.7%) 9 (13.8%) 11 (16.9%) 26 (26.0%) 81 (23.7%)

Much longer than expected 64 (17.7%) 8 (12.3%) 6 (9.2%) 18 (18.0%) 60 (17.5%)

Unanswered 4 (1.1%) 0 (0%.0) 0 (0.0%) 2 (2.0%) 0 (0.0%)

Question 2: Did you 
feel well cared for?

Always 158 (43.6%) 41 (63.1%) 42 (64.6%) 52 (52.0%) 148 (43.3%)

Usually 113 (31.2%) 16 (24.6%) 16 (24.6%) 19 (19.0%) 112 (32.7%)

Sometimes 77 (21.3%) 8 (12.3%) 6 (9.2%) 25 (25.0%) 71 (20.8%)

Never 11 (3.0%) 0 (0.0%) 0 (0.0%) 3 (3.0%) 11 (3.2%)

Unanswered 3 (0.8%) 0 (0.0%) 1 (1.5%) 1 (1.0%) 0 (0.0%)

Question 3: Were you 
treated with dignity 
and respect?

Always 219 (60.5%) 52 (80.0%) 52 (80.0%) 59 (59.0%) 208 (60.8%)

Usually 92 (25.4%) 10 (15.4%) 7 (10.8%) 21 (21.0%) 89 (26.0%)

Sometimes 40 (11.0%) 3 (4.6%) 6 (9.2%) 17 (17.0%) 37 (10.8%)

Never 8 (2.2%) 0 (0.0%) 0 (0.0%) 1 (1.0%) 8 (2.3%)

Unanswered 3 (0.8%) 0 (0.0%) 0 (0.0%) 2 (2.0%) 0 (0.0%)

Question 4a: Were you 
able to communicate 
in your preferred 
language?

Always 327 (90.3%) 63 (96.9%) 62 (95.4%) 89 (89.0%) 312 (91.2%)

Usually 13 (3.6%) 1 (1.5%) 2 (3.1%) 3 (3.0%) 12 (3.5%)

Sometimes 12 (3.3%) 1 (1.5%) 1 (1.5%) 3 (3.0%) 12 (3.5%)

Never 7 (1.9%) 0 (0.0%) 0 (0.0%) 2 (2.0%) 6 (1.8%)

Unanswered 3 (0.8%) 0 (0.0%) 0 (0.0%) 3 (3.0%) 0 (0.0%)

Question 4b: Which 
language would you 
prefer to communicate 
in?

Welsh 22 (6.1%) 3 (4.6%) 2 (3.1%) 4 (4.0%) 21 (6.1%)

English 332 (91.7%) 62 (95.4%) 63 (96.9%) 92 (92.0%) 315 (92.1%)

Polish 1 (0.3%) 0 (0.0%) 0 (0.0%) 0 (0.0%) 1 (0.3%)

Arabic 1 (0.3%) 0 (0.0%) 0 (0.0%) 1 (1.0%) 1 (0.3%)

British Sign Language 3 (0.8%) 0 (0.0%) 0 (0.0%) 2 (2.0%) 2 (0.6%)

Other 2 (0.6%) 0 (0.0%) 0 (0.0%) 0 (0.0%) 2 (0.6%)

Unanswered 1 (0.3%) 0 (0.0%) 0 (0.0%) 1 (1.0%) 0 (0.0%)

Question 5: Did you 
feel that you were 
listened to?

Always 183 (50.6%) 43 (66.2%) 43 (66.2%) 50 (50.0%) 176 (51.5%)

Usually 111 (30.7%) 16 (24.6%) 13 (20.0%) 29 (29.0%) 106 (31.0%)

Sometimes 54 (14.9%) 5 (7.7%) 9 (13.8%) 17 (17.0%) 53 (15.5%)

Never 8 (2.2%) 0 (0.0%) 0 (0.0%) 2 (2.0%) 7 (2.0%)

Unanswered 6 (1.7%) 1 (1.5%) 0 (0.0%) 2 (2.0%) 0 (0.0%)

Question 6: Were you 
involved as much as 
you wanted to be in 
decisions about your 
care?

Always 189 (52.2%) 45 (69.2%) 46 (70.8%) 52 (52.0%) 181 (52.9%)

Usually 106 (29.3%) 13 (20.0%) 13 (20.0%) 29 (29.0%) 103 (30.1%)

Sometimes 51 (14.1%) 5 (7.7%) 5 (7.7%) 13 (13.0%) 47 (13.7%)

Never 12 (3.3%) 2 (3.1%) 1 (1.5%) 2 (2.0%) 11 (3.2%)

Unanswered 4 (1.1%) 0 (0.0%) 0 (0.0%) 4 (4.0%) 0 (0.0%)

Question 7: Were 
things explained to you 
in a way that you could 
understand?

Always 218 (60.2%) 52 (80.0%) 51 (78.5%) 58 (58.0%) 210 (61.4%)

Usually 99 (27.3%) 10 (15.4%) 8 (12.3%) 25 (25.0%) 95 (27.8%)

Sometimes 33 (9.1%) 2 (3.1%) 6 (9.2%) 13 (13.0%) 30 (8.8%)

Never 7 (1.9%) 1 (1.5%) 0 (0.0%) 1 (1.0%) 7 (2.0%)

Unanswered 5 (1.4%) 0 (0.0%) 0 (0.0%) 3 (3.0%) 0 (0.0%)

Continued
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Welsh language
Towards the end of phase 2, feedback was received from 
health board Welsh language teams to request that ques-
tions 4a and 4b (‘Were you able to communicate in your 
preferred language?’ and ‘Which language would you 
prefer to communicate in?’) should be reversed. It was 
suggested that this would support equality monitoring. As 
this did not affect the statistical validity, it was feasible and 
changes were made, with face validity tested in a small 
number of service users and patient experience experts. 
This change was included in a final version of the PES.

Phase 3 results
Following internationally recognised guidelines,21 
multiple forward-translations, reconciliation and 

back-translations were carried out with no alterations. 
This was followed by cognitive debriefing with seven 
members of the Welsh-speaking public, where eight neces-
sary alterations were identified to the reconciled version. 
These included using less formal sentence structures 
and simplifying long-winded and complicated sentences, 
using more common variants of spelling in Welsh, and 
changing the translation to match the English wording 
more closely.

DISCUSSION
Over 400 organisations and individuals from across Wales 
were contacted to take part in this project, with 33 people 

Item Answer options
Cohort 1 
(n=362)

Cohort 2 (n=65)
TEST

Cohort 2 (n=65)
RETEST

Cohort 3 
(n=100)

Cohort 4 
(n=342)

Question 8: If you 
needed help or 
support, did you get it 
when you needed it?

Always 132 (36.5%) 32 (49.2%) 32 (49.2%) 38 (38.0%) 124 (36.3%)

Usually 90 (24.9%) 13 (20.0%) 9 (13.8%) 22 (22.0%) 87 (25.4%)

Sometimes 67 (18.5%) 6 (9.2%) 7 (10.8%) 17 (17.0%) 63 (18.4%)

Never 13 (3.6%) 1 (1.5%) 1 (1.5%) 4 (4.0%) 13 (3.8%)

Not applicable 56 (15.5%) 13 (20.0%) 16 (24.6%) 16 (16.0%) 54 (15.8%)

Unanswered 4 (1.1%) 0 (0.0%) 0 (0.0%) 3 (3.0%) 0 (0.0%)

Question 9: How would 
you rate your overall 
experience?

Very poor 10 (2.8%) 0 (0.0%) 1 (1.5%) 3 (3.0%) 10 (2.9%)

Poor 31 (8.6%) 4 (6.2%) 4 (6.2%) 8 (8.0%) 30 (8.8%)

Neither good nor poor 52 (14.4%) 2 (3.1%) 1 (1.5%) 20 (20.0%) 48 (14.0%)

Good 140 (38.7%) 22 (33.8%) 17 (26.2%) 29 (29.0%) 136 (39.8%)

Very good 128 (35.4%) 37 (56.9%) 42 (64.6%) 39 (39.0%) 118 (34.5%)

Unanswered 1 (0.3%) 0 (0.0%) 0 (0.0%) 1 (1.0%) 0 (0.0%)

Table 1  Continued

Table 2  Intra-rater reliability

Item Data type N Metric type
Metric value
(95% CI) P

Item 1: Was the time you waited: Ordinal 65 ‍kw ‍ 0.78 (0.54 to 1.00) ≤0.005

Item 2: Did you feel well cared for? Ordinal 64 ‍kw ‍ 0.83 (0.59 to 1.00) ≤0.005

Item 3: Were you treated with dignity and respect? Ordinal 65 ‍kw ‍ 0.79 (0.56 to 1.00) ≤0.005

Item 4a: Were you able to communicate in your 
preferred language?

Ordinal 65 ‍kw ‍ 0.91 (0.66 to 1.00) ≤0.005

Item 4b: Which language would you prefer to 
communicate in?

Categorical 65 ‍k ‍ 0.79 (0.56 to 1.00) ≤0.005

Item 5: Did you feel that you were listened to? Ordinal 64 ‍kw ‍ 0.84 (0.60 to 1.00) ≤0.005

Item 6: Were you involved as much as you wanted to 
be in decisions about your care?

Ordinal 65 ‍kw ‍ 0.76 (0.52 to 0.99) ≤0.005

Item 7: Were things explained to you in a way that you 
could understand?

Ordinal 65 ‍kw ‍ 0.77 (0.53 to 1.00) ≤0.005

Item 8: If you needed help or support, did you get it 
when you needed it?

Ordinal (including 
a categorical ‘not 
applicable’ option)

65 ‍kw ‍
(with modified 
quadratic weights)

0.63 (0.44 to 0.83) ≤0.005

Item 9: How would you rate your overall experience? Ordinal 65 ‍kw ‍ 0.87 (0.63 to 1.00) ≤0.005
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taking part in phase 1 and over 769 responses received in 
phase 2. This, along with the methodological rigour, was 
a strength of our study, with responders from different 
groups with participants from all ages, ethnicities and 
counties across Wales represented. Involvement of a wide 
range of stakeholders, including service users, patient 
advocates and patient experience teams has ensured that 
the included questions represent the domains that are 
most important to service users in Wales.

After discussing a number of new and existing themes, 
thirteen questions were agreed, and these were tested in 

a wide population. Of these, 9 of the 10 multiple-choice 
questions were found to be valid and reliable, and these, 
along with the introductory question and two free-text 
questions, were included in a final version PES for Wales 
(see online supplemental material). The validated ques-
tions are available in table 3, which illustrates the question 
and answer options for both the 2018 Universal PREM set 
and the 2024 Patient Experience Survey.

The question which failed validation had been adapted 
from the 2018 PREM and had been subject to some discus-
sion in the focus groups, as some participants questioned 

Table 3  Comparison of 2018 and 2024 experience questions

2018 Universal PREMs questions 2024 patient experience survey

Question Answers Question Answers

1 Did you feel that you were 
listened to?

Always, usually, 
sometimes, never

1 Was the time you waited: Much shorter than expected, a 
bit shorter than expected, about 
right, a bit longer than expected, 
much longer than expected

2 Did you feel well cared for? Always, usually, 
sometimes, never

2 Did you feel well cared for? Always, usually, sometimes, never

3 From the time you realised 
you needed to use this 
service, was the time you 
waited:

Shorter than 
expected, about 
right, a bit too long, 
much too long

3 Were you treated with 
dignity and respect?

Always, usually, sometimes, never

4 If you asked for assistance, 
did you get it when you 
needed it?

Always, usually, 
sometimes, never, 
not applicable

4a Which language would you 
prefer to communicate in?

Welsh, English, Polish, Romanian, 
Panjabi, Urdu, Portuguese, 
Spanish, Arabic, Bengali, Gujarati, 
Italian, British Sign Language, 
other—please specify

5 Did you feel you understood 
what was happening in your 
care?

Always, usually, 
sometimes, never

4b Were you able to 
communicate in your 
preferred language?

Always, usually, sometimes, never

6 Were things explained to 
you in a way that you could 
understand?

Always, usually, 
sometimes, never

5 Did you feel that you were 
listened to?

Always, usually, sometimes, never

7 Were you involved as much 
as you wanted to be in 
decisions about your care?

Always, usually, 
sometimes, never

6 Were you involved as much 
as you wanted to be in 
decisions about your care?

Always, usually, sometimes, never

8 Were you able to speak in 
Welsh to staff if you needed 
to?

Always, usually, 
sometimes, never, 
not applicable

7 Were things explained to 
you in a way that you could 
understand?

Always, usually, sometimes, never

9 Using a scale of 1–10, 
where 0 is very bad and 
10 is excellent, how would 
you rate your overall 
experience?

1, 2, 3, 4, 5, 6, 7, 8, 
9, 10

8 How would you rate your 
overall experience?

Very poor, poor, neither good nor 
poor, good, very good

10 Was there anything 
particularly good about your 
experience you would like 
to tell us about?

9 Was there anything 
particularly good about 
your experience you would 
like to tell us about?

11 Was there anything that we 
could change to improve 
your experience?

10 Was there anything 
particularly bad about your 
experience you would like 
to tell us about?

PREMs, Patient-Reported Experience Measures.

P
ro

tected
 b

y co
p

yrig
h

t, in
clu

d
in

g
 fo

r u
ses related

 to
 text an

d
 d

ata m
in

in
g

, A
I train

in
g

, an
d

 sim
ilar tech

n
o

lo
g

ies.
 . 

b
y g

u
est

 
o

n
 D

ecem
b

er 1, 2025
 

h
ttp

://b
m

jo
p

en
.b

m
j.co

m
/

D
o

w
n

lo
ad

ed
 fro

m
 

16 N
o

vem
b

er 2025. 
10.1136/b

m
jo

p
en

-2025-100201 o
n

 
B

M
J O

p
en

: first p
u

b
lish

ed
 as 

https://dx.doi.org/10.1136/bmjopen-2025-100201
http://bmjopen.bmj.com/


10 Withers K, et al. BMJ Open 2025;15:e100201. doi:10.1136/bmjopen-2025-100201

Open access�

its ability to collect meaningful data due to its perceived 
lack of clarity. Indeed, the validation process proved this 
to be a relevant concern, due to the question’s lack of 
both intrarater reliability and convergent validity, leading 
to its removal from the set. The identification and subse-
quent removal of this unreliable question illustrates the 
benefit of carrying out robust validation processes.

While validation within the field of PROMs is common, 
PREMs and Patient Experience tools are often developed 
locally with little or no validation undertaken. This was 
highlighted in a 2019 systematic review, which found that 
of 88 identified PREMs tools, only 20.5% had undergone 
appropriate reliability testing, and 3.4% had met accepted 
standards for criteria validity.8

While it is not possible to say that any tool is completely 
reliable or valid,23 our study included numerous processes 
of evaluation which increase confidence that it is accu-
rately measuring people’s experience of care. However, 
despite the robust processes used in this study, several 
limitations remain. These include the potential biases in 
the sample population which consisted of a high number 
of people from patient groups and networks. While this 
was partially mitigated by inviting people from general 
community groups including substance support groups 
and third sector council members, the self-selecting 
nature of the project means that participants are likely 
to have been more engaged, and it is possible that we 
may not have captured views from people with a range 
of experiences. The recruitment method was chosen as it 
was considered to be the most effective way of engaging 
with a large volume of participants from a diverse 
network. However, this did prevent response rates from 
being calculated and also impacts on the ability to infer 
how many people will be likely to complete the PES while 
it is in use. Additionally, the nature and design of the 
study meant that it was not possible to assess the divergent 
validity, sensitivity or responsiveness of the tool.

While efforts were made to ensure that the PES is suit-
able for use in any healthcare setting, it is possible that 
it will lack sensitivity in its ability to identify challenges 
for some service users. Mental health service users, mater-
nity service users and those with chronic conditions, 
for example, have very different needs, and access to 
care varies widely. There may also be challenges around 
ensuring that all service users are able to physically or 
remotely access the PES to provide feedback. While the 
aim of the PES is for clinical teams to use it as a basis with 
additional specific questions where appropriate, the core 
questions themselves may be less relevant to some patient 
groups.

While the PES is available bilingually, the popula-
tion of Wales is diverse, and these languages may not 
represent all user needs. However, since the release of 
the PES, numerous additional translations have been 
completed, and the tool is available in all of the thirteen 
language options specified in the PES, including British 
Sign Language, and easy read options are also available. 
Different methods of dissemination/completion have 

also been implemented to improve accessibility. These 
include the use of SMS text messaging, paper versions, 
QR codes, online format and the use of kiosks/tablets, 
with SMS being the most effective form of method 
delivery across all age groups to date. This work supports 
inclusivity, with additional efforts underway to develop 
child-friendly versions of the tool and identify how hard-
to-reach groups can be further engaged.

Despite the potential for challenges in implementing 
the PES across diverse settings, significant engagement 
with patient experience teams both during the develop-
ment of the PES and since its launch has led to a strong 
uptake of the tool. It is now being used in all Health Boards 
and Trusts in Wales to support benchmarking initiatives. 
Currently, its use is primarily limited to secondary care, 
and further engagement work is required to improve its 
reach into primary and community services. Despite its 
wide dissemination, it remains to be confirmed whether 
the people who complete the tool will be representative 
of the population of Wales, and how effective it will be in 
facilitating service improvement initiatives.

Despite the ongoing challenges, over 70 000 responses 
have been collected in the first 5 months of implemen-
tation, and the survey is already emphasising the impor-
tance of analysing patient experience data through the 
lens of protected characteristics, particularly ethnicity. 
Health boards will use this data to inform targeted 
improvements. Thematic analysis of patient comments 
will enable health boards to identify disparities in areas 
like staff-patient relationships and care coordination. 
These efforts aim to embed equality monitoring and drive 
person-centred improvements across Welsh healthcare.

CONCLUSIONS
Gathering feedback from people about their experience 
of healthcare is an essential part of the quality improve-
ment process; however, the usefulness of patient-reported 
data is limited by the quality of the data received. This 
project has developed and validated a set of experience 
questions which will facilitate the collection of mean-
ingful, reliable patient-reported data. Use of the PES will 
be encouraged by Welsh Government. It will be used by 
NHS Wales as the primary means of collecting real-time 
experience data to drive service change to deliver equi-
table and quality services for our communities, with find-
ings available to the population of Wales.
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