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Key Points to remember  
 

Your participation is entirely voluntary . 
 

You do not have to agree to take part in 

any studies that we bring to your atten-

tion. 
 

Just because you are on the register 

does not necessarily guarantee that you 

will be called to take part in a study. 
 

We will contact you periodically to 

check that you or your relative/ infor-

mant/ carer still wish to participate. 
 

You are free to withdraw from the 

case register  at any time without giving 

a reason. If this happens we will mark 

your consent form and any paperwork 

as òconsent withdrawnó. This will not 

compromise your routine clinical care in 

any way. 
 

If you wish to withdraw or discuss you 

or your relativeõs participation then 

please contact us using the address/ tele-

phone details provided.  

 
 

 

 

 

 
 

 

 

 
Please do not hesitate to contact us  

 
 

 

 

 



NEURODEM Cymru is one of the nine 

Thematic Research and Development net-

works for health and social care in Wales, 

which aims to encourage and facilitate high 

quality clinical trials and research studies 

for patients with memory problems, all 

stages and types of dementia, or with other 

conditions such as Parkinsonõs disease. 

NEURODEM Cymru is a vital part of the 

new research and development infrastruc-

ture funded by the Welsh Assembly Gov-

ernment known as Clinical Research Col-

laboration Cymru (CRC Cymru). 

Patient and Carer Case Register  

Thank you for your interest in the case 

register.   This information sheet explains 

the background and aims of the register, 

and invites you to take part. 

What is the purpose of the register and 

why have I been invited to join? 

For new treatments to be developed, pa-

tients and their carers and relatives need 

to be kept informed and offered opportu-

nities to take part in research and clinical 

trials. We are developing a patient and 

carer register to keep up-to-date informa-

tion about people with memory problems 

such as dementia or mild cognitive impair-

ment,  or other conditions such as Parkin-

sonõs disease, who are willing to take part 

in research.  

Welcome to NEURODEM Cymru 

What will happen to me if I sign the consent 

form and take part in the register? 

You will sign two identical consent forms; one 

copy you will keep and the other copy is sent 

back with the registration form. 

In the future, a researcher may contact you 

about new trials and studies. This may involve 

taking medications and/or giving bloods, hav-

ing a scan, or filling out health related ques-

tionnaires. You will be under no obligation to 

take part in any particular study. 

We will only ask you to take part in studies 

that have been approved by our management 

group. 

All data collected will be kept completely 

confidential and will be handled in compliance 

with the Data Protection Act 1998. 

You will receive an annual newsletter which 

will keep you informed about the types of tri-

als/studies that are being undertaken, and the 

number of people who have joined the regis-

ter. Feedback may also be provided regarding 

the results of trials or studies. 

What will I have to do? Are there any risks? 

You will not have to do anything once you are 

registered on the database and there is no risk. 

Intermittently a researcher may contact you 

about a research study. You will need to con-

sider whether to take part in it. If you choose 

to take part, a new consent form specific to 

the study will need to be signed. 

How does the case register work? 

The case register serves as a resource for clini-

cal research staff. When they notify us of a need 

to recruit specific types of participants from our 

case register, you will be contacted either by 

CRC Cymru staff or by the project researcher, 

if you fit their criteria. 

Will involvement in the register be kept confi-

dential? 

Information about you will be handled in confi-

dence, in accordance with ethical and legal prac-

tice. Data is processed in an anonymised  

manner  to ensure that nobody other than 

authorised staff can trace back your identity. No 

details which could identify you are saved on the 

database. 

What are the benefits of taking part? 

You could have the opportunity to contribute to 

the latest research finding a prevention, cure, or 

cause, or better care for people with your con-

dition. 


