
Project Title  
 

Scottish Dementia Clinical Research Network (SDCRN) 
 

 
Start date / end date (if pilot study) 
 
Ongoing  
 
Organisation  - (Health) 
 
The SDCRN are funded by a grant through the Chief Scientist Office for Scotland, so we are 
an NHS based organisation. Initially working across the 4 main teaching health boards, but 
ultimately we aim to have a presence in all the health boards across Scotland, making any 
research in dementia and it’s consequences available to both those living in a rural and urban 
setting.  
 
Why was the project set up? 
 
There are just under 70, 000 people living in Scotland with a clinical diagnosis of dementia 
and GG&C this is approximately 8500, this is expected by 75% increase by 2031. The 
estimated cost of dementia in Scotland in 2007 was between £1.5 to £1.7 billion. Because the 
prevalence of dementia doubles every five years and because it is illness predominately of old 
age, if the onset could be delayed by five years the number of people with dementia could be 
approximately halved. (Alzheimer Scotland, The Dementia epidemic - where Scotland is now 
and the challenge ahead) 
 
Chair of network, Dr Peter Connelly; 
 “This new investment will,  for the first time ever bring a co-ordinated approach to dementia 
research in Scotland, the way we have seen in existing Scottish clinical research networks for 
cancer, children’s medicines, diabetes and stroke” 
 
Increasing the quantity and quality of research in dementia now forms part of Scotland’s 
National Dementia Strategy which was launched on the 1st of June 2010. (page 49 section 102 
& 103 ) * (link below) 
 
What are the aims and objectives?    
  
The SDCRN was established with aim of spreading a culture of clinical research in dementia 
across Scotland. We seek to increase the number of people with dementia and those who care 
for them participating in clinical studies, increasing research activity within the NHS and 
promoting high quality multidisciplinary and multi centre trials. 
 
One of our primary objectives for 2009/10 is to establish a ‘research interest register’ this will 
comprise of those living with a diagnosis and those who care for them or have cared for in the 
past, who have expressed an interest in taking part in research into dementia and it’s 
consequences. 

SDCRN



 
We also aim to establish strong links and increase the amount of patient and public 
involvement in research. 
 
We aim to offer support to researchers and help develop new researchers.  
  
Who was involved in setting it up? 
 
Dr Peter Connelly, Chair of the Network, consultant old age psychiatrist, Murray Royal, 
Perth. 
Prof John Starr, Director of the Network, consultant physician in medicine for the elderly. 
Royal Victoria, Edinburgh 
Mrs Emma Law, Manager for the network, Emma has an established background in dementia 
care, management and dementia research. 
Dr Derek Brown, consultant old age psychiatrist, The Belmont Centre, who is the clinical 
lead for the Network in GG&C 
 
All of the above have been involved in research into dementia and its consequences, so are 
well aware of the challenges facing researchers in this clinical area. 
 
What were the main challenges? 
 
Due to low start point in terms of clinical research in dementia, in Scotland, a lot of the initial 
work has been in terms of raising awareness of the network, and indeed what a clinical 
research network means and the potential benefits that can be gained from it, for both those 
living with a diagnosis and current & future researchers.   
 
Within the general population there is a lack of knowledge of the legislation that is there to 
protect their safety and well being, should they decide to agree to volunteer for a clinical 
study.  
 
Description of project  (No more than 500 words) 
 
RESEARCH INTEREST REGISTER: 
 
Our aim to enrol 1000 (not limited to) people living with a diagnosis and those who care for 
them (past or present) across the whole of Scotland, on to our research interest register. There 
is no exclusion to dementia subtype, (Alzheimer’s, Lewy Body, Vascular, and 
Frontotemporal, mixed and mild cognitive impairment) or any exclusion to disease severity 
or age. 
 
Some basic cognitive data and physical self care and activities of daily living are recorded for 
the person with the memory impairment, as well as past medical history and any medication, 
along side demographic data, and we collect the same demographic data for the carer. This is 
stored on our secure database, and if a researcher has a project that has all the appropriate 
approvals in place, and has been adopted by the network, they can then request details from 
the register; they do not get access all to the whole register, just potentially suitable people. 
The data we collect means we can run a search on our secure database and give the researcher 
only those participants who could potentially fulfil the criteria that they are looking, This will 
prevent participants being approached about research that they are not suitable for.  This will 
be one of the strengths of the register and will allow for more robust feasibility leading to less 
failed studies. 



 
The researcher can then contact the register population through the agreed way to invite them 
to take part in their research. Agreement is purely voluntary, and although participants may 
be enrolled on the research interest register, there is no obligation to take part in any 
particular study they may be invited into. The research they may be invited into will vary in 
scope from a simple questionnaire to a face to face interview to a randomised controlled trial 
of a medicinal product. All of the research conducted will be ethically approved and carried 
out under the terms of current legislation.  
 
The register’s strength will be in making a significant impact into the amount of time spent on 
recruitment, which takes up a lot of time and resources in any project. It also means we can 
attract more of the high profile research if we have a proven track record of recruitment.  
 
By simply enrolling on the register a person living with a diagnosis and those who care for 
them are already making a contribution to the future of dementia research in Scotland. 
 
The launch of Scotland’s National Dementia Strategy (*link below) and the establishment of 
the Scottish Dementia Clinical Research Network now puts dementia research on an equal 
footing with other conditions such as cancer, heart disease, diabetes and stroke. In the past 
Scotland has contributed to some of the major advances in treatment of these conditions. This 
new investment represents a significant commitment on behalf the Scottish Executive to the 
future of dementia care. 
 
Has an evaluation taken place? 
 
Our annual report (April 2009 to March 2010) is available through the CSO. * (link below) 
 
What changes, if any, would you make if you were starting the project 
again? 
 
NA 
 
What are the future plans for the project? 
 
The continuing development of our website, with the provision of a newsletter that anyone 
can sign up, either electronically or postal, frequency is yet to be established, but information 
would include; progress of the network, any ongoing studies and any up coming studies and 
whether these are open to recruitment.  
 
More collaboration with other disciplines where dementia is concern, such as stroke, 
Parkinson’s disease and learning disability.  
 
Please provide any additional information about the project that may 
benefit others 
 
Informal Carers (i.e. unpaid)/ nearest  relative can consent on behalf of a loved one who no 
longer has the capacity to consent on their own. There is specific legislation in the Adults 
with Incapacity (Scotland) act 2000 relating to research. (*link below) 
 
Referrals can come from any source, either through the patient and and/or carer themselves or 
by a health care professional. All we ask is that you let us know whether the patient has 
capacity to consent & whether there is a carer/ nearest relative who could consent on behalf 



 

of that person.  
 
We welcome all enquiries from researchers, even in the planning stages of their research, for 
advice and guidance. 
 
Please provide any associated leaflets/documents/team pictures/useful 
websites 
 
SDCRN written information 
 

1. Leaflet  
2. Patient Information Sheet  
3. Carer Information Sheet  
4. Frequently asked questions 

 
useful websites/links 
 

• www.scotland.gov.uk/Topics/Health/health/mental-
health/servicespolicy/Strategy (Scotland’s Dementia Strategy) 

• www.dementia2010.org 
• www.alzscot.org 
• www.dementia.stir.ac.ul 
• www.alzheimers-research.org.uk 
• www.cso.scot.nhs.uk/Publications/research.pdf 
• www.sign.ac.uk/pdf/sign86.pdf 
• www.cso.scot.nhs.uk 
• www.opsi.gov.uk/legislation/scotland/acts2000/pdf/asp_20000004_en.pdf
• www.sehd.scot.nhs.uk/mels/CEL2008_11.pdf 

 
Contact Person : 
 
WEBSITE:  www.sdcrn.org.uk 
 
EMAIL: contact-us@sdcrn.org.uk 
 
Glasgow Contact  
 
email; catrionamcneill@nhs.net  phone; 0141 211 4955 
 

Please email form to:  jill.carson@nhs.net 
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