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1. What is consumer involvement?

Consumer and community involvement is where patients, carers, and othe
services, iy research organis help
research priorities, policy and practice.

4. What difference will | m.

You can make 3 differance at any and every stage of rese
behind the research and the planning and delivery of the
influence others beyond the research team, including thi

ho use the results. Sometimes its the contributions fro

is
is the study of health and iliness in people. Clinical trials are one type of cl
professionals evidence of what treatments work best. Every year, many thi
ciinical trials and other types of clinical study and the findings from these s
pr make , care, and service

“When it comes to our health, | cannot understate the imports
nothing about us without us” (Consumer)

When consumers and the community gat involved in clinical research, the:

gets done, gets done a1
used in practice. Consumer involvement is not the same as taking part in n
being the person who takes a new drug in a clinical tril. Its about consum
o design and run studies.

By getiing involved in research, you can help make research more relevant
ity. You can stop monay being

‘with researchers or research organisations, you will Improve research and

wiay health care is provided in the future.

“Research has always seemed to be a mystery, only carried out by
know now, is that it's a very normal process and everyone should
because research affects our lives. The information that comes ot
me, so for me te have @ say in i, is a necessary process.” (Consum

“We have a vested interest to ensure good quality studies will prc
improve standards of care and therefore improved patient outcor

“We can challenge researchers to think outside their box. We can
obuious question, but they might never have thought of it before.
questions, and we can helpfully challenge researchers by asking t
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Nicole’s story of involvement

Patient Partner Centre for Kidney Research, Co-Chair Consumer Advisory
Board BEAT-CKD. Member SONG-GN and SONG-TX Iife participation working
groups. Patient Partner KHA-Cari guidelines group.
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‘What has been your greatest achievement?
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Plain Language Summary of Findings
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GUIDE FOR CONSUMER REVIEWERS OF THE

How is the size of the brain affected by a stroke ol B
‘Where was the st run?
15th January 2018 udy PARTICIPANT INFORMATION SHEETS
of this plain | Vi Information for Reviewers
from recent research project (study) How should | send
*  Before 2 new treatment can be given to patients, many studies nf o When a person is asked fo fake part in @ siudy, they are given a my feedback?
* Tnis summary reports the results of one study. — 20 pecee participant i i hould be as short and Gy
& The results of this study apply to only people like thase in the stul A S easy to read as possible, but should also provide enough information to -
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‘camments on [for example,
an editea copy of the.
|15 pasmie el elecwonic aocument, ara
| o What we would like you fo do scan of your notes).
Background to this study 1. Read through the paricipant information shestfor the O] study thatis =/ PO
provided with this document Piease make sure you nave
- . it
+ As e age, neurons [brain cells) die naturally and this 2. Add any comments, suggestions or revisions you might have. e
causes our brain to shrink . . lodarass]
#  The hippocampus is found in the middle of the brain; Pages 2-3 of this document gives you a little more information about the [uine 1]
its function is for leaming and memary N study and some ‘questions to consider that may help when you review the [tine 5]
+ Hippocampus shrinkage s  sign of brain damage. The ) vinen wasthe sty dorer Partcipant Informaton Shest [tine 5]
‘more your brain shrinks the mare likely you are to . . Y
develop dementia. Start and end dates. You ean do this in any way that you prefer. For example, you can:
Simpl § You can give your
®  ifa study closed early, a description of the reason e.g, lack of efficacy/safety events g - . BEED
- the Parti ti t X
_ Viritz notes on 2 printed copy of by contacting us on [XX -
What did the study look at? | Wheywas * Wake changes dircctly in the electronic copy of the Paricigant 0000 to anangs a
Information Sheet using a different colour text to mark your changes, or, e S
by using the “track changes® function. @ T
q = Make your own notes (]
+ lzg2 group brezkdown and gender brazkdown, H %0 H
. ~ 1 diagnosis, disease stage/severity) i H Thank you!
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azeof 75, in peaple who 350 h Documents you will need
#  They either were: healthy (no dementia | dementia.
arstroke), i, t + This sy i 1 o * This document
or had both 3 stroke and dementia. We <hrinkage in thd H s P A copy of the draft information sheet and consent form for the )] Study [formatted]
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