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Brighton, Southeast England 
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“5.1+ million de-identified 
pat ient  records from some 
of the largest  mental 
health providers in the 
UK”.

https://akriviahealth.com/


Who are Akrivia?
They are a company that works with NHS trusts 
specialising in mental health and dementia care.

Starting as a grant-funded organisation in 2009, 
Akrivia spun out from the University of Oxford in 
2019 with support from the National Institute for 
Health Research.

Akrivia’s mission is to improve patients’ lives by 
changing the trajectory of mental health and 
dementia research, so we can better understand 
these conditions and provide better care.



What do they do? Using Natural Language 
Processing to Structure Mental Health Clinic Data

Select informative 
clinical notes

Annotate clinical 
notes

Train and fine 
tune AI model Structured data Analysis of data



How Akrivia Supports Research with Sensitive Data 

YES

NO

Audit  
process

Akrivia 
database

Search 
within 
de-
identified 
data
Authorised 
project team can 
search approved 
NHS trust’s de-
identified data

5

Project  idea 
conceived
Researchers 
collaborate to 
discuss potential 
project

1

Project  
proposal 
created 
Project scope, 
design and 
method defined

2

Project  
proposal 
reviewed
Local oversight 
committee at 
NHS trust 
approve or reject 
the project 
proposal

3

Project  
authorisa-
t ion entered
Access enabled 
to each 
approved

4

Data 
Analysed
Analysis 
conducted on 
selected
de-identified 
data which may 
lead to research 
publication

6



How can we make Akrivia’s research more OPEN? 

Aims Consultation on content and layout of 
webpage

Coproduction of an infographic 

Tailor information to patients, public and 
NHS staff



Our Approach: Participatory Co-Design 

Without making assumptions in advance:
• We invited 6 patient representatives from 

Southeast England to 2 sessions.
• Participants included people who were: 

deaf, dyslexic, autistic, had anxiety and 
chronic pain. 

1. 2-hour Online Pre-Workshop Information-
Giving Session 

2. Face to Face day-long Workshop to design 
information materials 
• In London 
• Catering provided
• Participants paid £25 per hour, travel 

expenses paid



Pre-workshop session: 
- Aims and ways of working together
- Who are Akrivia 
- Understanding Akrivia’s Data 
- What is done with the data?
- What are the benefits of what Akrivia 

does?
- Reading through the current website 

content and discussing. 

Workshop content 

In-person workshop: 
- Aims and ways of working together
- Recap
- Further discussion of website 
- Design Infographic content and 

sharing:
- What? Content
- How? Format and visuals 
- Where? How to share it

- Infographic mock up and review





01 02

03 04
Discussion

15 mins per task
As a group we will then discuss and 
elaborate on the ideas, including 

grouping them together. 

Sharing
10 mins per task

The facilitators will then share the ideas 
with the group. 

Generation 
5 mins per task

After presenting each question, we will 
individually generate ideas on post-it 

notes.

Prioritisation
5 mins per task

You will each get 5 points which you 
can award to ideas which you think 

are the most important. You can 
award multiple points to one idea.

Task overview
For each task we will do the following four activities:



What participants said should 
be included in the infographic

Tell me 
about…

Privacy/ 
anonymity

Security

Data 
Quality 

How data 
is 

processed

Are you 
selling my 

data?
Why do it? What 

problem does it fix?
How does research 

improve patient care? 

What types of health 
conditions are 

studied? 

How will you address 
higher prevalence of 

problems for 
minorities?

NHS / Public Benefits



Colours: 
Bright but not too 

bold. 
High, but not stark, 

contrast for 
accessibility. 

Use boxes and headlines to 
divide information up

Diagrams and Images – 
attractive, clear, cheerful.
Avoid meaningless ones 

Show data 
streams & privacy 
levels in images

Include a link to simple website 
and data platform examples so 

people can find out more
First infographic mock-up made in workshop





Human figure: 
looks unsettling 
and like a data 

humanoid; remove 
as it adds no 

meaning

Colours: 
The alternating 

colours and muted 
tones are easy on 

the eyes.

Use the same units 
of measurement to 
drive points home 

quicker

There are more 
opportunities to 
simplify the text 

further.

Second infographic mock-up made following feedback





Generalisable lessons for making open science 
infographics for the public 

• Design: Cut back the text to the bare minimum

• Design: Go for simplicity and visual clarity, not clutter/distraction.

• Choice of content: What is important to you (the scientist) may not 

be as important to the public

• Clarity: Words which have obvious meaning to you may be 

ambiguous to the public

• Purpose: Start with the WHY



Participant feedback
- Having the online  s es s ion was beneficial as  it allowed the complex content to be delivered 

with time to process before the interactive co-design. 
- Participants  agreed that there is  a need to communicate with the public about the work 

which is  going on. It is  important to communicate this  in a way which is  concis e  and 
diges tible

- It was a s trength to have  the  Akrivia  team there . They are the people who own, write and 
run the website. Therefore, they could respond in real-time as to how to change it.

- Having a quick turnaround and something visual resulted in high engagement, as  it 
appeared to make PPI members feel like their voices were actually influencing the output.

- Feedback from one satisfied participant 

“it was n’t ha lf as  bad as  I thought it was  going to be” 



Thank you for listening

Any Questions?

Email: e.m.ford@bsms.ac.uk

Website: www.bsms.ac.uk/dr-elizabeth-ford/ 

mailto:e.m.ford@bsms.ac.uk
http://www.bsms.ac.uk/dr-elizabeth-ford/
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