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Supporting Patient Choice: Design

Decision Aids or Design a Service

Richard Lilford, ARC WM Director & Midlands PSRC Co-Director;

Pamela Nayyar, Research Project Manager; Saba Tariq, Post-doctoral Fellow

The Problem

ost work concerning methods to
support patient choice concerns
decision aids.[1, 2] A decision aid is

a tool to help people make informed choices
among healthcare options. It provides evidence-
based information about the potential risks and
benefits of different interventions and helps
clarify what matters most to patients. Within
the NTHR Midlands PSRC, we are reviewing the
literature on decision aids to inform choice in
pregnancy. We have found 18 studies comparing
decision aids with care as usual. These studies
cover various choice scenarios, such as planned
caesarean section vs planned vaginal delivery
after a previous caesarean, and choice of birth
for a large baby.

All studies showed benefits for the decision
aids compared to care not supported by the
decision aids, over various scaled outcomes,
such as knowledge, satisfaction with care, and
satisfaction with the decision made. Whilst the
studies described the interventions in detail,
accessing the decision aids proved challenging
due to a lack of relevant permissions required for
access and inactive links to websites where the
information was originally available. While a few
studies (e.g. Kuppermann, et al. [3]) included
the decision aid in the Supplementary Material,
we can find no evidence that the decision aids
that were the topic of enquiry in the various
studies have been sustained in practice.

Furthermore, a decision aid does not function
in isolation from the service — staff have a
role in providing psychological support and in
answering questions, no matter how good the
decision aid artefact may be. Clinical staff have
a duty to inform people of their options, and
then they are responsible for carrying through
the selected management plan. Yet there is more
literature on decision aids as an artefact than
on staff education to support patient choice,
irrespective of whether a decision aid was or was
not deployed. A rare exception is an education
package to improve decision support in the field
of cardiovascular medicine. [4, 5]

All of the above considerations lead to a
conclusion that what is needed is service design
to support patient choice by providing a complete
package of structures and processes to support
choice, and to integrate decision aids into a
coherent package. So, what are the elements
that should be included and how should they be
integrated? To make our task tractable, we will
situate our endeavour in the context of common
option sets that arise in the third trimester of
pregnancy.

A Service to Support Patient Choice in

the Third Trimester of Pregnancy

The components of an integrated choice support
service are represented in the Figure on the next
page. These components consist of the following:
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Figure: Representation of a Choice Support Service

1. Decision Aids

Given that decision aids are effective, their use
should be supported by the service. Services
should therefore select a set of evidence-based
and institutionally-endorsed decision aids. The
set should include aids dealing with common
decision scenarios, such as mode of delivery (e.g.
for persistent breech presentation, putatively
large baby, previous caesarean section) and
place of delivery (e.g. home vs midwife unit vs
obstetric unit). Ideally, the decision aids should
conform to the International Patient Decision
Aid Standards (IPDAS), which cover issues such
as the optimal method of presenting probabilistic
information.

2, Selection of Decision Aids

Many of the above choices are catered for by
existing decision aids. However, knowledge
evolves, and decision aids may therefore become
obsolete. The corollary is that the service needs
to implement some type of standing committee
or management structure to ensure that a

selection is made from those available (ideally
from professional societies or official bodies
such as NICE in England). The service should be
free to make justified amendments to these aids
and to participate in national or international
endeavours to produce or update decision aids.

3. Curation of Decision Aids

The above cannot be a one-off exercise but must
berepeated and updated at regular intervals. The
selection and maintenance of the decision aid
library should be a service function, analogous
to the maintenance of the pharmaceutical
inventory. Thus, a member of staff should
assume overall responsibility for the service and
should be assisted by an advisory committee.

4. Ensuring Availability of
Decision Aids

As stated above, decision aids, like clinical
guidelines, are ephemeral in the sense that they
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tend to disappear and become inaccessible.
This problem can be easily solved now that the
services are replete with electronic notes. Thus,
decision aids should be incorporated in the
notes so that they are ‘prescribable’ when the
need arises. Again, the management structure
suggested above could be responsible for
selection, maintenance and incorporation of
decision aids.

5. Staff Education

Offering patient choice is not a simple or
straightforward matter since it is time-
constrained, must balance information volume
with overload, and cater for different levels
of health literacy (see the following article).
[6] Thus, staff training should be encouraged
as a crucial part of Continuing Professional
Development. Such training may benefit from
role-play and/or video-presentations of choice
scenarios under different constraints. Such role-
play can introduce strategies for coping with
challenges, such as time constraints or a situation
where the decision-makers feel overwhelmed.
For example, the strategy of offering a further
appointment where the decision-maker is
invited to bring a relative or friend, or when an
interpreter may be present.

6. Advance Notice

While simulating choice scenarios in our work
programme, it became apparent that there
are several choice scenarios to which a sizable
proportion of the pregnant population will be
exposed. For example, some services set the
definition of a predicted large baby at the 9oth
centile, meaning that approaching 10% of the
population, for whom an intervention is not
otherwise indicated, will be offered a choice of
birth method. Some may argue that the choice of
analternative birth method should be offered (not
just open) to all women. These considerations

invite the question ‘why wait until the scan
has shown a large baby before introducing the
choice?” Therefore, we would invite readers to
consider the idea that all pregnant women should
have some advance warning of choices that often
arise closer to the time of birth, and of some of
the benefits and risks of alternatives — sources
of further information could be made available
at this time. At least we think that the option of
‘advance notice’ should be discussed with service
users. Such a service may be particularly useful
for people with special needs.

7. Managerial Oversight
and Governance

One member of staff — such as a specialist
obstetrician or consultant midwife — should
be designated to assume overall responsibility
for the patient information service. This
person should report to the board through the
institution’s overall governance structure.

Conclusion

In this article we advance the argument that
offering choice is a subtle art that needs to be
built into the overall design of maternity services.
Our proposed service design is represented in
the above figure. Safety has a nuanced meaning
in the context of choice — safety is not simply a
question of minimising risk. It is a question of
selecting the option that minimises the overall
risk arising from each individual risk weighted
by its preference.[7] Offering choice in a non-
directive emotionally supportive way is one of
the most difficult parts of practice. It is a task
that should be supported in the way services are
designed.
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Coaching Intervention to Improve Cardiologist

Quiz

What is the name of the mosquito that has recently evolved
in the horn of Africa and which: 1) bites in day time; 2) lives
mostly in cities; and 3) is resistant to insecticides?

email your answer to: arcvm@contacts.bham.ac.uk

Answer to previous quiz: The Apgar score takes its name from the original developer

Dr Virginia Apgar. The list of criteria is now a backronym of her surname - Appearance,
Pulse, Grimace, Activity and Respiratory effort.

Congratulations to Alan Cohen who was first to answer correctly.
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The Three Musketeers of Patient Decision

Aids: Time Constraints, Health Literacy,

and Information Overload

Saba Tariq, Post-doctoral Fellow, University of Birmingham

aking a balanced decision in every
M situation is an art, and when it comes

to our health, it becomes very difficult
because multiple factors are involved. Like any
other situation, some aspects are within our
control, while others are external and beyond our
influence. Interplaying with these factors and
effectively using them can assist both healthcare
professionals and patients to make sound
decisions. Lilford, et al. have previously discussed
the significance of decision aids in maternity
care, emphasising their role in improving patient
satisfaction and reducing decisional conflict.
[1, 2] Their work also explored how one-to-one
coaching enhances communication styles among
healthcare professionals. Additionally, the
paradox of non-directive counselling highlighted
challenges in providing unbiased information
while ensuring informed decision making. In
this blog, I will discuss three important factors
in patient decision-making that, if balanced
correctly, can lead to better outcomes.

The First Musketeer: Time Constraint

(Athos, the Wise but Limited Leader)

Time constraints in clinical settings often impede
comprehensive patient discussions. Healthcare
professionals have little time to explain options,
whichleavespatientsstrugglingtomakeinformed
decisions. When time is limited, people often
amplifythe framing effect, becoming more willing
to take risks in loss frames and more cautious
in gain frames. Shorter deadlines increase the
chances of making impulsive decisions based on
how options are framed. When individuals face

Time
Constraint

Decision
Viaking

Literacy

Information
Overload

higher pressure to make a decision quickly, they
rely more on their initial instincts rather than
rational analysis.[3] Therefore, neutral framing
of time is very important. The maternity theme
of the NIHR Midlands PSRC is working on a
project to help patients make optimal decisions,
and there is a need to use neutral framing in this
context to avoid influencing decisions based on
fear or urgency.

For example, instead of saying, “if you wait, then
your baby may grow too big, increasing risks,”
re-frame it as “early decision-making allows for
more options and better preparation.”

Primary care physicians frequently feel that
time constraints hinder their ability to engage in
thorough shared decision-making with patients.
[4] It creates pressure in the decision-making
process, particularly in healthcare settings where
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patients and clinicians need to make informed
choices quickly. Using a multi-modal approach
that combines verbal discussions with written
leaflets, infographics, and digital resources
is essential. These methods can significantly
improve the decision-making process. We
should guide patients through all these options,
as leaflets and infographics provide visual
representation of key information that patients
can easily digest. Additionally, we can reschedule
appointments and suggest credible web pages,
allowing patients to explore the information at
their own pace, without feeling rushed, enabling
them to make better decisions.[5]

The Second Musketeer: Health Literacy

(Porthos - The Strong but Needs Clarity)

Patients with low health literacy may struggle
to understand complex medical information,
which hinders their ability to comprehend the
details, risks, and associated benefits, leading
to suboptimal decisions. McCaffery, et al.
recommended in their research that patient
decision aids should be developed to cater to
patients with different health literacy needs.[6]
They suggested incorporating plain language,
visual aids, and interactive elements can enhance
comprehension and usability for patients with
limited health literacy. Ensure that the language
used in the patient decision aid is suitable for
the comprehension levels of the majority of the
target audience by employing a quantifiable
strategy (e.g., Flesch-Kincaid, Simple Measure of
Gobbledegook (SMOG), Fry Readability Formula
(or Fry Readability Graph), or other recognised
methods).[7] These tools offer a quantifiable
means to align the material’s complexity with
the reading abilities of the intended audience.
Nevertheless, it’s crucial to recognise that while
these formulas provide valuable insights, they
have limitations. In short, we can tackle health
literacy by simplifying the information for the
patient, ensuring that we explain it in an easy-
to-understand language. After explaining, we
should check their understanding by asking,

“What did you understand from this?” or “Is
there anything you would like me to explain
again?”

Additionally, we can schedule follow-up
appointments to give them time to process the
information and return with any questions. We
can also suggest they bring a family member or
someone knowledgeable about these matters
for support. Furthermore, we can send them
an email summarising the key points and
inviting them to reach out if they need further
clarification.

It is important to present health information in
a way that most adults can read, comprehend,
and make informed decisions.

Information Overload (Aramis - The

Idealist, but Overwhelmed by Choices)

Excessive data can confuse rather than clarify,
making decision-making overwhelming instead
of empowering. The information doctors
provide isn’t always equally important for
every patient. One type of information may be
crucial for one set of patients but not for others
because their circumstances differ. Providing
too much information can overwhelm patients,
making it difficult for them to make decisions.
So it’s essential to tailor the tone, type of
information, and context to each patient’s
unique circumstances.[8]

We can adopt strategies to avoid information
overload, helping patients make better decisions.
It’s crucial to provide a clear, balanced, and
neutral presentation with objective, complete,
and evidence-based information. Highlight key
features and present information side by side
to allow patients to compare benefits and risks
easily. Mixed media, like videos, can be more
engaging and unbiased. Using pictographs and




numerical formats helps patients make better
decisions. Avoid words that favour one option
over another and present positive and negative
aspects equally. Chunk the information into
layers to prevent overload and offer progressive
disclosure for step-by-step details. Tailor the
information to the patient’s health literacy level,
ensuring it’s digestible for them.[9]

These decision aids are vital tools that bridge
the gap between patient empowerment and
medical knowledge. Their effectiveness relies on
addressing three key aspects: time constraints,
health literacy, and information overload. By
effectively addressing these, we can streamline
decision-making through clear, accessible
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Slow Recovery of Surgical Volumes
Post-COVID: Perhaps Time to
Stop Beating the Horse!

Richard Lilford, ARC WM Director & Midlands PSRC Co-Director

e have conducted recent studies
that have shown only very gradual
recovery of surgical volumes

following the COVID-19 pandemic in the UK.
Our findings can be interpreted as showing that,
while the NHS has been able to recover, this has
taken place gradually over four years — there has
been a ‘hang-over effect’ from COVID.

Speculation on the underlying

reasons for the sluggish recovery

The three classical supply-side factors of
production are plant and equipment, human
resources, and materials (such as medicines
and reagents). These have all remained in place
over the pandemic. However, there is a fourth,
elusive factor — how these three factors are
brought together. Here we offer a theory (albeit
with little evidence to confirm it!).

The NHSlacks marketincentives. Thisisarguably
a good thing, given endemic market failure in
healthcare services.[1,2] However, successive
governments have tried to compensate for
this by top-down performance management
and inspections replete with performance
targets, sacking of chief executives, financial
incentives and so on. However, this has been
excessive, leading to all manner of gaming — the
latter showing up again and again in massive
bunching of organisations that met the target
only by a whisper.[3-6] Meanwhile, excessive
medical autonomy has been over-corrected
with disbandment of medical teams and rigid
job plans that displace intrinsic motivation
with extrinsic motivation. The Secretary of
State in England has recently doubled-down
on performance management to reward or sack
hospital chief executives.[7] Perhaps this is
the wrong direction of travel; perhaps the time
has come for a less strident, more ‘emotionally
intelligent’ form of leadership that empowers
local services in the manner that is thought
to have transformed the US Veterans Health
Administration hospitals under the leadership
of Kenneth Kizer.[8]
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Maternal Mortality at Midlands PSRC

Richard Lilford, ARC WM Director & Midlands PSRC Co-Director

y background is in obstetrics and

gynaecology. It has been great fun,

since taking over leadership of the
Maternity theme in the Midlands PSRC, getting
up-to-date.

A maternal death is a death that occurs during
pregnancy, or within 42 days of the end of
a pregnancy, and which resulted from the
pregnancy. This last criterion is open to some
differences in interpretation. However, this
could not fully account for the differences in
mortality rates seen between countries, ranging
from about two per 100,000 pregnancies in
Norway and Poland, to about four times that in
France, Britain and Canada, and over eight times
that in the USA.

It is difficult to know how much of these
differences are due to the underlying health in the
population versus the quality of healthcare. The
ratio of stillbirths to maternal deaths increases
as the maternal risk decreases across countries.
It seems to be easier to bring down the maternal
death rate than the stillbirth rate. Nevertheless,
across all countries (Figure 1), including high-
income countries (Figure 2), there is a very good
correlation between stillbirth rates and maternal
death rates.
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Figure 1: Maternal mortality per 100,000 live
births and stillbirths plus neonatal mortality
per 1000 births for 151 countries.

Data based on UN mortality estimates for 151
countries in 2020. Reproduced under CC-BY
license.[1]

Figure 2: Maternal mortality per 100,000
live births and stillbirths per 1000 births for 9
high-income countries (2023).

Data taken from UNICEF Data Warehouse.
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Festival of Dementia Research Event:

Capturing Public Discussion of Dementia

Research Through the Medium of Film

and the Cinema Experience

ARC WM DEM-COMM Research Fellows and Affiliates:
Sue Molesworth (Keele University), Subhashisa Swain (Keele and Oxford Universities),
Chris Poyner (University of Birmingham), Angela Clifford (Keele University),
Paul Campbell (Keele University and Midlands Partnership University NHS Foundation Trust).

Report of the Festival of Dementia Research Event, held on 20" May 2025 at the Wade Conference

Centre in Stoke-on-Trent

Event Preparation

May 19" -23" marked the Alzheimer’s Society

“Dementia Action Week”. The NIHR DEM
COMM programme had tasked all involved
ARCs to create public-facing research “festival
events” during this week. Several options were
considered, including the traditional Powerpoint
“show and tell”, however our ARC WM team
agreed to take a more creative approach
reflecting the “festival” spirit. Subhashisa Swain
mentioned a documentary film that he was
developing about cross-cultural experiences of
dementia titled “Life in Embrace” and we all
agreed that a film was an ideal event centrepiece.
As Subhashisa progressed filming (across India
and the UK!), the group linked with a Stoke-
on-Trent film theatre to premiere the film. To
create a space for discussion about the film
and dementia research, a post-show Tea and
Cake party was arranged, including research
poster displays and a stand for the Alzheimer’s
Society. The event was promoted through our
networks (local charities, VCSOs, NHS trusts,
GPs, academics) plus a special invitation to our
dementia PPIE group (a fantastic group set up
and coordinated by Chris).

»ElFE
IN

EMBRAGE

memories fade, love enduzes.

a documentary movi

Showtime!

Our day arrived and the film was passed to the
projectionist in readiness for a 1pm showing.
Our audience took their seats, the lights dimmed
and the film began. The documentary showed
the experiences of several families (within India
and the UK) where a family member lives with
dementia. Families told their stories from the
first notice of symptoms, witnessing changes
over time, and plans for care in the advanced
stages, and the film ended with a poem written
by one of the family members in an Indian
language (Odia). A warm round of applause
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ARC WM DEMCARE:Cinema Event:
People taking their seats for the
start of the documentary film "Life
in Embrace"

began as the lights came on at the end of the film.
A question-and-answer session was facilitated
by Subhashisa, generating thought provoking
questions and reflections. One comment
highlighted how the portrayal of the experiences
of families had captured the “reality” of living
with or alongside dementia regardless of any
cultural differences. Another praised the film
for its positive tone and for avoiding narratives
of ‘social death’ that are sometimes applied to
people living with dementia. Moving back into
the foyer, everyone was invited for tea and cake
and for the next hour there was lively discussion
about the film, dementia experiences, and the
research by the Fellows.

Reflections

As a group we reflected on the event, especially
in the context of our experiences of other
research events using traditional approaches
(e.g. presenter to audience). An evident point

of difference was that the film created a space
for dementia to be seen as it is, rather than as a
research topic, it effectively “brought dementia
in”. We feel this changed the audience dynamic,
people were more energized, and conversations
flowed about the film, people’s own experience of
dementia, and about research to address current
challenges. Whilst it would be impractical to
create a documentary for every research event,
we feel that something similar would enable this
deeper and richer engagement. It may be that
an existing documentary, dementia-based art,
literature, or poetry, could be used to facilitate a
similar shared experience.

WM ARC DEMCARE Cinema Event: A chance to meet some of our DEMCARE PPIE Group,
Pictured left to right: Massod Ahmed Qureshi (PPIE), Chris Poyner (Fellow), Val Ganderton
(PPIE), Rupi Kaur (PPIE), Paul Campbell (Fellow), Terry Blatter (PPIE), Sue Molesworth

(Fellow).




Latest News and Events

ARC WM & Midlands PSRC Seminar Series

Our next seminar will take place on 4 July
2025, 11-12pm with a presentation by Hayley
Crawford: ‘Thinking differently about behaviour
that challenges in children with an intellectual
disability: Introducing the Behaviour Checklist.’

Hayley’s research focusses on characterising
behavioural and mental health outcomes in
individuals with neurodevelopmental disorders
associated with intellectual disability. Her work
to date has primarily focussed on understanding
autism, anxiety, ADHD and behaviours that
challenge in children and adults with rare genetic
syndromes through describing behavioural
profiles, developmental trajectories, risk
markers, and mechanistic underpinnings.

Upcoming Seminars:

» 24 September 2025, 12pm-1pm, Dr Julia
Gauly - The usage, experiences and impact
of the QI Notify-EmLap mobile app.

« 6 November 2025, 10am-11am

» 9 December 2025, ipm-2pm, Dr Kiyah
Hurley

Further information will be publicised nearer
the dates.

For details on how to attend, please contact:
arcwm@contacts.bham.ac.uk

Implementation Science Masterclasses

This masterclass series sees renowned experts
showcasing varied case studies on applying
implementation science in fields such as health
service research, global health and use of Al

Upcoming Masterclasses:

e 16 July 2025, 1-2pm, Dr Jeffry Hogg - Al
implementation in NHS ophthalmology
services.

« 22 October 2025, 1-2pm, Prof Graeme
Currie - Organisational factors

« 11 November 2025, 1-2pm, Prof Iestyn
Williams - De-implementation

« 2 December 2025, 1-2pm, Prof Robin Miller
- Understanding process.

For further details and to register to attend,
please visit: https://implementationscience.
wordpress.com/

e 26 September 2025, 1ipm-2pm, Prof Roman
Xu - Hybrid Type 2 Trials and AI for
diabetes management.

Latest National NIHR ARC Newsletter

The June issue of the NIHR ARCs Newsletter is
now available at: http://eepurl.com/jfJ2U-/. It
features events to mark Dementia Action week;
national recommendations to transform mental
health support for children and teens; and an
antibiotics pathway to reduce hospital stays for
newborns.

To subscribe to future issues, please visit:
https://tinyurl.com/ARCsnewsletter.

National Institute for
Health and Care Research

NIHR

Subscribe to the

NIHR ARCs
newsletter
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Red for Research

On Friday 20 June the NIHR are recognising all
those who participate in, support and undertake
research, both on the front line and behind the
scenes with their #Red4qResearch campaign.

This campaign aims to get as many people
as possible wearing red to demonstrate their
support and appreciation for all those involved
in research. It is an opportunity to showcase and
celebrate the phenomenal work, learning legacy
and innovative treatments/systems/techniques
that have arisen from R&D.

NIHR colleagues will be wearing red and sharing
their photos via social media with the hashtag
#Red4Research.

#Red4Research 2025

= Save the nimh

|CIC26: International Conference on Integrated Care

The 26th International Conference on
Integrated Care will take place on 13-15 April
2026 in Birmingham, in partnership with the
International Journal of Integrated Care and the
University of Birmingham.

The conference will bring together researchers,
practitioners, people with lived experience,
clinicians and managers from the UK around
the world who are engaged in the design and
delivery of integrated health and social care. They
will explore how integrated care can respond to
the needs of diverse people and communities,
embrace the skills and knowledge of diverse
professionals and practitioners, and develop
diverse and innovative interventions which
build on the strengths of people and technology.

For more information, please visit: https://
integratedcarefoundation.org/events/icic26-

26th-international-conference-on-integrated-
care

1315 April 2026
Birmingham, UK

NIHR Pre-Application Support Funding

NIHR ARC West Midlands have pre-application
support funding available for individuals to
enhance their chances of making a successful
application to a future NIHR career development
scheme.

The deadline for applications is 30 June 2025.
Applicants must be able to complete their award
by March 31st 2026.

For more information, and how to apply, please

visit: arc-wm.nihr.ac.uk/research-capacity-

development/nihr-pre-application-support-

funding/
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INSIGHT: Inspiring Students into Research - West Midlands

The deadline for applications for the NIHR
INSIGHT for West Midlands scheme has been
extended until 24 June 2025.

This scheme is for early career registered
healthcare, social work or public health
professionals interested in postgraduate
research. Both full- and part-time studentships

are available, with masters programmes at
various West Midlands universities, and tuition
fees and a stipend provided.

For more information, and how to apply,

please visit: arc-wm.nihr.ac.uk/insight-west-
midlands/

NIHR ARC Seminar Series - Creative Arts & Dementia

The latest NIHR ARC Seminar Series will be
held online on Wednesday 9 July 2025, 1-2pm
looking at the use of creative arts for people with
dementia. Speakers will discuss music therapy,
singing and dancing interventions, and using

creative arts, followed by a chance for questions.

For further information, and to book, please
visit: eventbrite.co.uk/e/creative-arts-for-
dementia-tickets-1248698794709

Implementation Conference 2026

Save the date for the next Implementation
Conference, which will be held on 25-26 June
2026 in Bristol.

This conference will be focussed on Inclusive
Implementation - making it happen, and run by
ARC West and ARC South West Peninsula, with
support from the UK Implementation Society.

National Institute for
Health and Care Research

NIHR

= Join the NIHR Applied Research Collaborations (ARCs)
. West and South West Peninsula for... g

_. The Implementation Conference 2026
Inclusive implementation - making it happen

Save the date! 25-26 June 2026 | Bristol,, UK

Supported by the UK Implementation Society
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