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Overview of the DIME-KD study 

• DIME-KD is a research study which used questionnaires,  interviews 
and measurements to improve our understanding of : 

- how kidney disease affects the lives of patients who live with it 

- how different aspects of a healthy lifestyle may help people with 
kidney disease 

- how researchers can develop and test new ways of helping people 
with kidney disease to adopt healthy lifestyle habits 

- how the COVID-19 pandemic affected kidney patient lifestyle, health 
and access to healthcare 

• DIME-KD consisted of several different parts which focused on 
different aspects of kidney patient lifestyle 

• People with kidney disease, their families and friends, and healthcare 
professionals who look after kidney patients all took part in DIME-KD 

• Altogether, over 3,500 people took part in the DIME-KD study between 
June 2018 and July 2024 

• We have used the results from the DIME-KD study to design and test 
a new web-based programme called “MyKidneys&Me” which helps 
kidney patients to understand their condition and look after their own 
health and wellbeing 
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Muscle health in kidney disease 
 

We already know that having kidney disease can cause the muscles to 

shrink and become weaker. This is an important problem because it 

makes people feel very tired. 

 

To find out more about the nature and importance of muscle health in 

kidney disease, we sent questionnaires to kidney patients in the post, 

and also invited some of the patients to our research labs in Leicester 

for a series of tests of muscle size and strength. 

 

The results showed that in people with kidney disease, the strength 

and power of the muscles is related to ability to carry out daily 

activities such as getting up from a chair and walking.  

 

The results were also used to improve measurements of muscle size, 

strength and function which will help us to do better research studies 

in the future 

 

So far we have published 5 research papers about muscle health in 

kidney disease (see list at the end of this report) 
  



 
 

DIME-KD Plain English Summary November 2024 
 

Summary of the Main Findings from the 
DIME-KD Study 

 
 

Diet in kidney disease 

 
We know that eating a healthy diet is important for everyone’s health and 

wellbeing. For people with kidney disease, making healthy food choices 

may help to prevent muscle weakness, keep the heart and blood vessels 

healthy and even slow down the rate at which the kidney disease gets 

worse. 

 

To find out more about the diet of people with kidney disease, we sent 

questionnaires to kidney patients in the post asking them about their 

daily eating habits. We analysed questionnaires from nearly 700 kidney 

patients which showed us their “dietary patterns” in the UK. This 

information helped us to design an online programme called “My Kidneys 

& Me” which supports people to understand their kidney disease and how 

they can look after their own health and wellbeing. We have included 

more information about this programme later on this report. 

 

We have published a research paper about diet in kidney disease (see 

list at the end of this report) 
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Other health conditions and kidney disease 

 
We know that most people with kidney disease also have other health 

problems. We need to know more about what other health conditions 

kidney patients have so we can give them the right advice about how to 

live a healthy lifestyle.  

 

We sent questionnaires to kidney patients in the post asking them about 

any other health conditions they have in addition to kidney disease. We 

analysed questionnaires from nearly 1,000 kidney patients which showed 

us the patterns of other diseases that UK kidney patients typically live 

with. This information helped us to design an online programme called 

“My Kidneys & Me” which supports people to understand their kidney 

disease and how they can look after their own health and wellbeing. We 

have included more information about this programme later on this 

report. 

 

We have published a research paper about other health conditions and 

kidney disease (see list at the end of this report) 
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“Self-management” with a kidney transplant 

 
People with a kidney transplant have to take very good care of their 

health to keep their new kidney working well. It is important that they 

understand what they should do and how to do it. This is called “self-

management”. To help people self-manage well we need to know how 

they feel about it and what they need more help with.  

 

For this part of the DIME-KD study, 11 people with a kidney transplant 

took part in a detailed one-to-one interview with a researcher to discuss 

their experiences and views of living with a kidney transplant and their 

role in their own care. The results showed that effective collaboration 

with the healthcare staff they know is essential to help people look after 

their new kidney. Patients wanted more education about looking after 

their own health, and more emotional support. 

 

We have published a research paper about patient views of self-

management with a kidney transplant (see list at the end of this report) 
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“Patient activation” and kidney disease 

 
It is important that people with kidney disease take good care of their 

own health and wellbeing. Patients need to understand their condition 

and how best to look after themselves in partnership with their 

healthcare team.  This is called “self-management”. In order to self-

manage well, patients need knowledge about their disease, skills in 

looking after themselves, and the confidence to do so. This “knowledge, 

skills and confidence” to look after your own health is called “patient 

activation”. In other health conditions, we know that patients with high 

levels of patient activation tend to have better health for longer than 

patients with low levels of patient activation. However, less is known 

about the benefits of patient activation for people living with kidney 

disease. 

 

In the DIME-KD study, we asked people with kidney disease to fill in a 

questionnaire called the “Patient Activation Measure” (PAM) which asks 

them about their knowledge, skills and confidence to undertake self-

management. The results show us that that the PAM is a reliable way of 

measuring patient activation and that kidney patients with higher patient 

activation coped better during the Covid-19 pandemic than those with low 

activation. However, the results also showed us that unfortunately most 

kidney patients have low patient activation. This is an important result as 

it means we should find ways of improving “knowledge, skills and 

confidence” to help kidney patients look after themselves well. 

 

We have published 3 research papers about patient activation and kidney 

disease (see list at the end of this report) 
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Living with kidney disease in the Covid pandemic 

 
The DIME-KD study started in 2018 and we were in the middle of 

collecting questionnaires in 2020 when the Covid-19 pandemic started. 

All non-Covid research was stopped to allow the NHS to focus on Covid 

care and research. We quickly adapted the DIME-KD study and worked 

with 10 other hospitals in different parts of England to send a survey via 

email to kidney patients. The survey asked people with kidney disease 

and their “significant others” (family or friends) about the effect of the 

pandemic on their lives and how they accessed healthcare. 528 people 

filled in the survey in the Autumn of 2020. We sent another survey in the 

Spring of 2021 after the Covid vaccination programme started to find out 

how things had changed, and 241 people filled in this second survey. We 

also carried out in depth interviews over the telephone with patients, 

their relatives, and kidney healthcare staff to help us understand their 

experiences in more detail. 

 

 

We have published 5 research papers about the effect of the Covid-19 

pandemic on kidney patient lifestyle and healthcare (see list at the end 

of this report) 
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Development of “My Kidneys & Me” 

 
The overall purpose of our research programme is to design, develop 

and test ways to help people with kidney disease look after themselves 

well, in partnership with their healthcare team. This is called “self-

management”. Before we could start doing this, we needed to understand 

more about : 

 

• The usual lifestyle habits of people living with kidney disease in the 

UK  

• How different lifestyle habits might affect health and wellbeing 

• What kidney patients, their relatives and friends, and kidney 

healthcare staff think and feel about self-management 

• What sort of help and support do people with kidney disease need 

to improve self-management? 

 

The DIME-KD study used questionnaires, interviews and measurements 

to collect a lot of this information and we have used the results to design 

and develop an online education and self-management programme 

called “My Kidneys and Me”. 

 

We have published a research paper about the how we developed “My 

Kidneys and Me” (see list at the end of this report) 
 
  



 
 

DIME-KD Plain English Summary November 2024 
 

Summary of the Main Findings from the 
DIME-KD Study 

 
 

List of research papers published from the 

results of the DIME-KD study 
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• Wilkinson TJ, Gore EF, Baker LA, Watson EL, Smith AC. Muscle power and physical dysfunction: a 
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• Wilkinson TJ, Ashman J, Baker LA, Watson EW, Smith AC. Quantitative muscle ultrasonography 
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Diet and Kidney Disease 

• Wilkinson TJ, Lightfoot CJ, Smith AC. Comparison of dietary patterns and daily food intake across 
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Kidney Disease and Other Health Conditions 
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