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What is clinical research? 

• Clinical research is the attempt to derive new 
knowledge to improve the way we diagnose, 
treat and care for people with illness or health 
problems. 
 

• Clinical Trials are studies to test the safety and 
effectiveness of new drugs or treatments. 
 

• There are many ways to do clinical research – not 
just clinical trials. 



What are the benefits of clinical research? 

• Diagnosis and assessment 

• Hospital visits and tests (fewer, more effective) 

• Managing your condition 

• Personal and psychological well-being 

• Understanding how and why illness happens 

• Drugs and treatments (clinical trials) 

• Organisation of NHS departments and services 

 



European and 
International 

collaborations 

Patients are the 
most important 

partners 

Research is a collaborative effort 

PH Centres of UK 
and Ireland 



• information from hospital visits 
used in “Audit” to measure 
hospital activity and compare 
with national standards. 

 

• information from hospital visits 
also used in research. 

 

• Personal details removed so you 
can’t be identified. 

 

• Research Database is used to 
improve understanding of how 
to diagnose, assess and treat 
PH. 



Sheffield Pulmonary Hypertension Biobank 

Blood samples from 
hundreds of patients 

Merge with hospital 
visit data 

Analyse to identify 
patterns and bio-markers 

• Helps understand how and why PH happens 

• identify people at risk of developing PH 

• diagnose PH more quickly 

• potential new targets for drugs and therapy 

Sheffield Clinical 
Research Facility 



Hameed et al (2012) 209(11):1919-35 



Imaging research 

 

 

 

Magnetic Resonance Imaging 
equipment images of lungs, heart and blood vessels 



Institute for in silico Medicine 

• computer simulations of human body to improve clinical practice. 

• One of largest institutes of its kind in the world. 

• Projects include POLARIS imaging group and PH Research Fellowships 

www.insigneo.org  

http://www.insigneo.org/


Qualitative research – exploring personal experience 

• Interviews with patients 
 

• Discuss experience of living with PH 
 

• developed “EmPHasis-10” Questionnaire – 
used to understand impact of PH on life and 
how it changes 

• Interviews with NHS staff 
 

• Explore how teams work together to care for 
people with PH 
 

• Helps to improve patient care and outcomes 



Patient “Microstories” 
 

Children 

It is natural to worry about your children and it is something that 

any parent knows well. But as Maggie watches her son her 

worries run deeper… She is watching him for signs of the illness 

that she carries in her genes…  It is something she turns over in 

her mind each time she looks at her son. 

Because she will. She will always be watching her son and this is 

what will protect her children from whatever the future holds. 

There is nothing more powerful than a parent’s love. 

 

A microstory; one of 20 interviews with patients with pulmonary hypertension, from Julia 

Goddard, Medical Humanities, University of Sheffield 



Clinical Trials 

• Before a new treatment can be prescribed, it must be shown to be safe 
and effective. 
 

• Without clinical trials, new drugs would not be approved by the MHRA 
(Medicines & Healthcare Products Regulatory Agency). 
 

• Recent trials:  

– Sildenafil 

– Bosentan 

– Ambrisentan 

– Macitentan 

– Riociguat 

– Treprostinil 

– Ferinject 



Research – a personal choice 

• Consider research to fit your preferences and lifestyle: 

 
 you might not want to be involved at all! 

 

 you might be happy to be interviewed, or fill in a questionnaire (e.g. 
qualitative research) 

 

 you might be happy to provide a blood sample (e.g. biobank research) 

 

 you might be happy to have extra hospital visits and tests (e.g. in a 
clinical trial) 

 

• Getting involved is a personal decision. 

 

 

 



What questions should I ask about research? 

• How much of my time will be needed? 
 

• Will expenses covered? 
 

• Will I have to take extra tests? 
 

• What are the possible side effects? 

 

• Who gets to see my personal information? 
 

• What would happen if something went wrong? 
 

• Who can I contact if I have a query about the study?  



Patient and Public Involvement in research 

 
• PPI is about patients being actively involved in design and 

development of research. 
 

• E.g. working with funders to prioritise research; advising 
as members of a steering group; reviewing research 
materials. 
 

• In Sheffield we work with PHA-UK to discuss research 
ideas. 
 

• Please let us or PHA know if you’d like to be involved. 

 
 
 
 



Find out more 

• Talk to your doctor about research 

• PHA-UK website:  www.phauk.org 

• STH Respiratory website: www.lungsheffield.org.uk 

• UK clinical trials website:   www.ukctg.nihr.ac.uk 

• Patient & Public Involvement: www.invo.org.uk 

 

• Email queries:    lungresearch@sth.nhs.uk 

 

 

http://www.phauk.org/
http://www.lungsheffield.org.uk/
http://www.ukctg.nihr.ac.uk/
http://www.invo.org.uk/

