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Figure 3  Twenty-five shortlisted questions discussed at the final workshop. COPD, chronic obstructive pulmonary disease; 
ICD, implantable cardioverter–defibrillator.
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Heart failure and cardiomyopathies

Table 2  Top 10 research priorities from the final workshop

Research priority

Group (patients, carers or healthcare 
professionals) whose survey responses were 
incorporated into this research question

1. Which treatments have the biggest impact on the quality of life of people with 
advanced HF?

Patients

2. What amount and type of exercise is safe and effective for people with advanced 
HF?

Patients and healthcare professionals

3. What is the most empowering and effective education and self-management 
advice for people with advanced HF and their carers? (eg, dealing with fatigue)

Patients, carers and healthcare professionals

4. How can the work of HF charities be better integrated with NHS services to 
optimise the care of people with advanced HF?

Patients

5. Which approaches, in addition to standard therapies, are effective in supporting 
breathlessness in people with advanced HF?

Healthcare professionals

6. How do we break down barriers for patients with advanced HF, carers and health 
professionals to enable talking about end of life care?

Patients, carers and healthcare professionals

7. What are the benefits of asking a person with advanced HF ‘what is important to 
you’?

Healthcare professionals

8. What is the most effective way to use diuretics in advanced HF, with respect to 
fluid overload, kidney function, survival and quality of life?

Healthcare professionals

9. How can patients with advanced HF and professionals be helped to 
communicate about symptoms that are difficult to express such as anxiety and 
low mood?

Patients and healthcare professionals

10. What support would be most effective for carers of people with advanced HF? 
(eg, support groups)

Patients and healthcare professionals

HF, heart failure.

socioeconomic gradient.14 The second survey had a lower 
response rate.

We found it challenging to engage with the over 80-year 
age group despite efforts to access older adults through 
steering group member networks, and our success at 
reaching black and minority ethnic groups was limited.

Comparison with existing literature
Previous PSPs have covered a variety of healthcare topics, 
including diabetes mellitus, inflammatory bowel disease, 
renal transplantation, fragility fractures and congenital 
heart disease.15–19 Each PSP has used existing networks to 
engage relevant groups of patients, carers and healthcare 
professionals. Some diseases, such as diabetes mellitus, 
have large, often well-engaged patient groups, so the 
number of respondents was higher.15 HF is a difficult, 
often frightening, term which is not well recognised by 
the general public.20 Even people with a diagnosis of HF 
may not always know they have the condition. HF also 
rarely occurs in isolation, with over two-thirds of people 
with HF living with three or more comorbidities.1 This 
may mean HF is not their main source of concern or 
focus of healthcare and that people may be uncertain 
which of their symptoms are attributable to HF and there-
fore a research uncertainty in this area.

The JLA process yielded a different set of priorities 
for patients/carers and healthcare professionals at 
the interim survey stage. Other PSPs, such as the head 
and neck cancer PSP, had similar results.21 Patients and 

carers wanted to understand more about their condi-
tion in the advanced stages of disease, feel empowered 
to safely self-manage and be able to have conversations 
with healthcare professionals about their future. Health-
care professionals prioritised a more medical model, with 
questions around drug management and the provision 
of advanced care planning documentation. They also felt 
research around end-of-life conversations was needed. 
This supports previous qualitative research which found 
patients did want to have conversations about prognosis 
and end-of-life care, but clinicians often feared causing 
premature alarm and destroying hope and so waited for 
patients to give cues about wanting these discussions.22 23

Policy and future research
In this study, we have identified research areas most 
important to patients and those supporting their care. 
The priorities identified reflect a change in focus to that 
of major HF research funders, whose research often 
focuses on understanding biological mechanisms and 
treatments to address these and on outcomes including 
disease measures and health service use.24 25 Guidelines 
for chronic HF management reflect the available evidence 
described previously and do not directly address many of 
the priorities identified in this JLA process.4 Addressing 
the questions identified within this top 10 requires the 
use of multiple research methods, including qualitative 
approaches in contrast to the traditional randomised 
clinical trial approach. This highlights the value of asking 
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patients, carers and frontline healthcare professionals for 
their ideas on research and what they feel is most impor-
tant for people living with the condition. Research prior-
itisation in the UK and globally relies on governments 
and research funders to set the agenda. This can be influ-
enced by charities and lobby groups, and incorporated in 
guideline and policy documents.4 5 22 23 Governments and 
funders should recognise the role of a formal prioritisa-
tion processes, such as the JLA method, in determining 
funding priorities. As recently encouraged by NIHR lead-
ership, this report should be used to inform researchers 
applying for funding to take forward these research 
priorities. For advanced HF, a focus on quality of life, 
managing uncertainty and the role of carers and charities 
should be included in the future research agenda.
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