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Interview Participant Information Sheet for Parents and HCPs 

(Final version 2.0 01.12.17) 

IRAS Project ID: 215520 

 

Title of Study: An exploration of the perspective of children, parents and key health care 

professionals towards the development of an early dietary phosphate self-management strategy, to 

delay disease progression for children with chronic kidney disease stages 1-3, within a managed 

paediatric nephrology network:  A mixed-methods study   

 

Name of Researcher(s): Pearl Pugh  

    Professor Gina Higginbottom 

 

We would like to invite you to take part in our research study. Before you decide we would like you 

to understand why the research is being done and what it would involve for you. One of our team 

will go through the information sheet with you and answer any questions you have. Talk to others 

about the study if you wish. Ask us if there is anything that is not clear. 

What is the purpose of the study? 

The purpose of the research is to seek the views of parents, health care professionals and children 

regarding the development of an early dietary phosphate self-management strategy for children and 

young people with early stage (1-3) chronic kidney disease (CKD). Your knowledge, experience, 

vision and insight is required. We would like to know what you understand about this topic, how it 

should be delivered, and the potential benefits and challenges of implementing early dietary 

phosphate self-management in children. The aim of the study is to provide information for staff 

working with the NHS who are in a position to improve the early dietary phosphate management for 

children with CKD, with the potential to delay disease progression. 

What do you mean by early dietary phosphate intervention or self-management? 

Early dietary phosphate intervention or self-management refers to the provision of dietary 

phosphate education and support for the child/young person and their family, which may improve 

the management of chronic kidney disease. This education and support may be delivered at the 

Queens Medical Centre or at your local hospital. 

Why have I been invited? 

You are being asked to take part in this research because you are involved with the East Midlands, 

East of England and South Yorkshire (EMEESY) Paediatric Nephrology Network. We would like to 

know more about your knowledge, experience, vision and insight towards the development of an 

early dietary phosphate self-management strategy for children with CKD 1-3. 

Do I have to take part? 

It is up to you to decide whether or not to take part. Participation in this project is completely 

voluntary. Whether or not you take part will not influence the current care children receive from 
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health services in any way. If you do decide to take part you will be given this information sheet to 

keep and be asked to sign a consent form. If you decide to take part you are still free to withdraw at 

any time and without giving a reason. This would not affect your legal rights. 

What will happen to me if I take part? 

Taking part in the project would involve you meeting with a researcher for an interview. The 

interview will take place at a time and place that is convenient for you. For example, the researcher 

can visit you at home, meet in a quiet place in the hospital, or book an interview room at the 

University. The interview will last approximately an hour and will be about the provision of an early 

dietary phosphate self-management strategy for children with CKD 1-3. All questions are optional 

and you do not need to answer any questions you do not want to.  A digital audio recording device 

will be used to record the interview and written notes will be taken. Once uploaded, the audio 

recording of the interview will be deleted. Anonymous direct quotes from the interview may be used 

in the study reports. 

Expenses and payments 

Participants will not be paid to participate in the study. If participants incur any costs e.g. travel 

costs, these will be reimbursed. 

What are the possible disadvantages and risks of taking part?  

Sharing your views and experience of managing CKD 1-3, and discussing early dietary phosphate 

self-management may bring up issues of a sensitive nature. Participants can be assured that all 

information shared during the interview will be handled in a confidential and sensitive manner, and 

any future reference to information they share will be anonymised. Researchers will make every 

effort to ensure that the participants feel secure and are put at ease during the interview process. If 

you become upset or show signs of distress during the interview, you will be offered the opportunity 

to continue at another time or to leave the study. The participant will be signposted to the team 

social worker or the specialist renal nurse for support. 

What are the possible benefits of taking part? 

By participating in this study, you will have the opportunity to share your insights and express your 

views on the delivery of phosphate self-management for children with early CKD. We cannot 

promise the study will improve early dietetic services for children with CKD, but the information we 

get from this study may help us identify the benefits and challenges of developing an early dietary 

phosphate self-management strategy, which in turn will be fed back to individuals who manage and 

provide services for children, and to national policy makers. 

What happens when the research study stops? 

Throughout the study and once it has stopped the information and demographic data you provide 

will be kept confidential and will only be seen by the research team. The information collected during 

the interview may be used to write reports on service developments in the area of early dietary 

phosphate self-management. The people who take part in the research will not be named in these 

reports. The information collected will only be used for the purpose of this study and will not be used 

for any other project. 

What if there is a problem? 

If you have a concern about any aspect of this study, you should ask to speak to the researchers 

who will do their best to answer your questions.  The researcher's contact details are given at the 

end of this information sheet. If you remain unhappy and wish to complain formally, health care 

professionals can contact Joanne Lymn, Head of School, Faculty of Medicine & Health Sciences, 

Medical School, Queen’s Medical Centre, Nottingham, NG7 2UH. 



   

 

Page 3 of 4 
 

Early Phosphate Intervention Mixed Methods Study 

 Interview Participant Information Sheet for Parents and HCPs Final v2.0 01/02/2018 

Email:joanne.lymn@nottingham.ac.uk. Parents can contact the Patient Advice and Liaison Service 

(PALS), NUH NHS Trust, c/o PALS, Freepost NEA 14614, Nottingham NG7 1BR.  E-mail: 

pals@nuh.nhs.uk. 

In the event that something does go wrong and you are harmed during the research and this is due 

to someone's negligence then you may have grounds for a legal action for compensation against the 

University of Nottingham but you may have to pay your legal costs. The normal National Health 

Service complaints mechanisms will still be available to you. 

Will my taking part in the study be kept confidential? 

We will follow ethical and legal practice and all information about you will be handled in confidence. 

If you join the study, the data collected during the study will be looked at by authorised persons 

from the University of Nottingham who are organising the research. They may also be looked at by 

authorised people to check that the study is being carried out correctly. All will have a duty of 

confidentiality to you as a research participant and we will do our best to meet this duty.  

All information which is collected about you during the course of the research will be kept strictly 

confidential, stored in a secure and locked office, and on a password protected database.  Any 

information about you which leaves the hospital will have your name and address removed 

(anonymised) and a unique code will be used so that you cannot be recognised from it.   

Your personal data (address, telephone number) will be kept for 12 months after the end of the 

study so that we are able to contact you about the findings of the study (unless you advise us that 

you do not wish to be contacted).  All other data (research data) will be kept securely for 7 years.  

After this time your data will be disposed of securely.  During this time all precautions will be taken 

by all those involved to maintain your confidentiality, only members of the research team will have 

access to your personal data. 

Although what you say in the interview is confidential, should you disclose anything to us which we 

feel puts you or anyone else at any risk, we may feel it necessary to discuss this matter with the 

named safeguarding representative (Dr Farida Hussain). 

What will happen if I don’t want to carry on with the study?  

Your participation is voluntary and you are free to withdraw at any time, without giving any reason, 

and without your legal rights being affected. If you withdraw then the information collected so far 

cannot be erased and this information may still be used in the project analysis. 

What will happen to the results of the research study? 

The information and demographic data you provide will be kept confidential and will only be seen by 

the research team. The information collected during interviews will be used to inform the topics 

during the next phase of the study (Delphi survey – an online structured group interaction process, 

where experts in the field answer questions anonymously) and may be used to write reports on 

service developments in the area of early dietary phosphate self-management. The people who take 

part in the research will not be named in these reports. The information collected will only be used 

for the purpose of this study and will not be used for any other project. The only time confidentiality 

would be broken is if you tell the researcher something that suggests that you are in danger of 

being harmed by others. The matter will be discussed with the named safeguarding representative 

detailed below. 
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Who is organising and funding the research? 

This research is being organised by the University of Nottingham and is being funded by 

Collaboration for Leadership in Applied Health Research and Care, National Institute for Health 

Research/Health Education East Midlands. 

Who has reviewed the study? 

All research in the NHS is looked at by an independent group of people, called a Research Ethics 

Committee, to protect your interests. This study has been reviewed and given a favourable opinion 

by Health Research Authority Research Ethics Committee (HRA REC Ref:             ) and The 

Nottingham 1 Research Ethics Committee. 

Further information and contact details 

If you would like further information on this research or have any questions before you decide 

whether you would like to participate, please do not hesitate to contact us using the details below. 

Please use Pearl Pugh as your primary contact point. 

The research team 

 

Lead researcher  

Pearl Pugh’s email:  ntxpp9@nottingham.ac.uk 

Pearl’s study mobile (texted or call): 

07501 9311391 

   

Researchers 

Prof Gina Higginbottom   

gina.higginbottom@nottingham.ac.uk 

Dr Pippa Hemingway 

pippa.hemingway@nottingham.ac.uk 

Dr Martin Christian  

martin.christian@nuh.nhs.uk 

 

Named representative  

Dr Farida Hussain  

farida.hussain@nuh.nhs.uk 

mailto:farida.hussain@nuh.nhs.uk

