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CRP Professional advancement

» Accredited AHCS register
* NIHR CRP directory
 Active CRP community

* Registered CRPs are part of the HCS community
Your personal advancement

Something you have achieved that you What is the next step in your
are proud of? professional development?
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Joined the AHCS
accredited CRP
register April 2021

Supporting and delivery of
observational and
interventional studies

Image by Ronan Loughney, 2020
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Provide AHCS
registration
support and
mentorship

Ethnic minority
clinical academic
career training
programme

Florence
Nightingale
Foundation

leadership training

Conference —
presentatior_l and Peer-reviewed
collaborations publications

, Adults with
Service East : N
Midland Public learning disability

research inclusion
Involvement Fund ,
project

HEE/NIHR PCAF SPCR PhD
Bridge award Candidate

p
PrAISED team University
of Nottingham &
UK-REACH team

Conducted PPIE activities
visiting ethnic minority
community groups
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inclusion project R

Wrote a protocol and published in
Open Science framework.

Conducted scoping review of
grey & peer-reviewed literature.

Meetings and survey with adults with
learning disabilities, carers,
healthcare professionals, and
researchers

Co-production activities with adults
with learning disabilities groups in
Nottinghamshire.

Development of set of resources to support
meaningful research participation for Adults
with Learning Disabilities
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Identification

[

Screening

[ Included ]

peer-reviewed literature report

[ Identification of literatures via databases (obtainedfrom 24 sources) ]

Records identified from:
Grey literature (n = 718,136)
Peer-reviewed(n = 3,758)

}

Records screened:
Grey literature (n = 1,046)
Peer-reviewed(n = 1,094)

|

Reports soughtfor retrieval

(n=0)
|

Reports assessed for

eligibility

(n=44)

Studiesincludedin review
Grey literature (n = 3)
Peer-reviewed(n = 19)
Reports of included studies
(n=22)

Records removed before
screening:

Grey literature removed due
to inclusion criteria &
duplicate (n = 717,090)
Peer-reviewedliterature
removeddue to inclusion
criteria & duplicate

(n =2,664)

Records excluded:
Grey literature (n = 1,043)
Peer-reviewed(n = 1,075)

Reports not retrieved
(n=0)

Reports excluded

Reason: Wrong population,
wrong context& wrong
concept.

(n=22)

Figure 1:

Scoping
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Nottingham
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review of grey and

peer-reviewed literature report using PRISMA

(Page et al. 2020).
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Face to face with
support
person making the
approach

Makaton

Q-Methodology

Video and

video case studies PielivveiEs

Photographs

Easy read
information and

o
o
co@ °.
Key principles ®
@ identified

Allow time and use multiple methods How to include people with profound
Individualise and value lived experience disabilities
Build trust and get to know people Ethics and organisational barriers

One size doesn't fit all. Collaborate from the start Maintaining confidentiality and
anonymity with photos

Singing and

Voice recording dancing

Telephone call

il
Vill!

leaflet

Approaches
identified

Challenges
identified

D
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Themes/ Project Component Survey & Meeting

Key principles identified Funding incorporated

(What to consider when approaching Give enough time for people to consider information

someone with a learning disability to take part Educate the people / Raise awareness / 1:1 meetup with family

in research) Make easy read materials large Arial front sizing use symbols and pictures / Highlight key words BOLD / Add colour to

materials provided to them
Don't separate adults with learning disabilities from carers / family when addressing them

Benefit of the research to the population / Repeat information multiple times / Build trust

Approaches identified Face-to-face discussions
(Approach that would enable decision making 'Telephone conversations

around research participation) Signpost to websites

Makaton
Visual images

Simple vocabulary / narratives
Videos with British Sign Language
Make the Participant information sheet shorter

Photography / visual images
Involving people in designing the resources

Cha"enges identified No resource bank of standard/ approved phrases and images for research
Participants may misunderstand being part of research with making a direct complaint
It can take a while to build trust
Ability to identify when someone is uncomfortable even if they don’t voice it
Continuity impacted due to lack of funding
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Component

identified

Social Mectia |

participation)
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Themes / Project

Key principles

(What to consider when
approaching someone with a
learning disability to take part in

research)
\"
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(Approach that would enable
decision making around research
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Co-production Activities

Participants should be allowed own option / researchers having knowledge about learning
disability

Use easy read / easily understood information/ Bigger letters (use large font)

Allow enough time for information to be considered

Not being bullied / judged

Having support i.e. carers / participate as group / individually

Communication that works (i.e. talking to a non —verbal person) /
Using words that adults with learning disabilities understands (no jargon)
Social media (Facebook, TikTok etc.)/ TV / Radio / Meeting face to face

Targeted information (specific to their need) / Information through GP surgeries / Adverts /
Signpost to website / leaflets / carers

Send a letter / Email easy read information / simple information
Video/ Picture (provide pictures that makes sense)
Provide incentives / Voucher/ gift cards to individuals participating and organisation

Use different options and various routes to circulate the information
Make sure you are talking to the person with learning disability during research
discussions and not their carers

Teamwork — participating in a group

Easy read videos modified language

Telephone conversation

Not receiving any recognition, reward / incentives

No access to suitable information / Struggle to access information online
Lack of confidence

Information provided sound boring
No support provided i.e. no transport
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moonarer information distribution route Universiy Hospial
Yes Maybe/ No Outcome (preferred approach)
Sometimes
Audio (recorded message) 10 2 8
Leaflets 19 1 1 Distribution route
Songs 9 4 8
Dancing 12 3 6
Easy read information 20 1 0 Presentation
Telephone 9 4 8
Face to face 20 1 0 Distribution route / presentation
Walking interview 16 4 1
Makaton 17 3 1 Presentation
Social media 20 1 0 Distribution route
Photographs / Picture / voice narrative / 19 1 1 Presentation

Voice recording

Information presentation format: Animation, by researchers, or by someone with a learning disability.
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We would like to tell
you about a research
study that you may
want to take part in.

Video of a person with a Short animations with easy Video of researcher talking
learning disability talking and read information and with easy read text and
photographs displaying what symbols. signing Makaton.

is being said.

N/
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Video link:

Short animations with easy read

information and symbols. hitps://we.tI/t-6FZExXCIiJ

4

&

Video of researcher talking with easy read -

text and signing Makaton. you about a research

study that you may
want to take part in.



https://gbr01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwe.tl%2Ft-6FzExXCIiJ%3Futm_campaign%3DTRN_TDL_09%26utm_source%3Dsendgrid%26utm_medium%3Demail%26trk%3DTRN_TDL_09&data=05%7C02%7Cjoy.agbonmwandolor%40nhs.net%7Cae2cc9549edc41e9572908dcd314b682%7C37c354b285b047f5b22207b48d774ee3%7C0%7C0%7C638617333132307893%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=22rlhVuOD1AbJZGEXWlOVY2MlZnsXfFgjf6VnqlfQo8%3D&reserved=0
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What we know now

We now know that adults
with a learning disability
would like to be approached
about research face to face
or through social media with

simple easy read
information and allow a lot
of time to think about
whether to take part in
research or not.

INHS |

Nottingham
University Hospitals
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The resources that we
have developed with
adults with learning
disabilities will be used
in the design of a future
research study.
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The
AFEMS
Study
L J
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Utilise this resource in the design of my PhD study titled “Adapting the Action
Falls programme for Ethnic Minority Stroke survivors: The AFEMS Study”.

The aim of the AFEMS Study is to adapt the Action Falls programme to meet
the needs of ethnic minority stroke survivors.

- J
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One small change can have an enormous impact.

Professional registration enable me to begin my clinical academic
journey.

Use that achievement you are proud of to develop the next step in
your professional development.

Thank you for listening!



