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PATIENT INFORMATION SHEET 

Parents' Experiences of Perinatal Bereavement Following Pre-eclampsia  

Thank you for considering to take part in this research into parents experiences of stillbirth in the 

context of pre-eclampsia. It is very important you read and understand the information below 

before taking part in the survey.  

 

ABOUT THE RESEARCH  

WHO WILL CONDUCT THE RESEARCH?  

● Professor Alex Heazell, Professor of Obstetrics, Maternal and Fetal Health Research Centre, 

University of Manchester. 

● Dr Jenny Myers, Senior Clinical Lecturer in Obstetrics, Maternal and Fetal Health Research 

Centre, University of Manchester. 

● Dr Gail Humpleby, Foundation Year Two Doctor, Central Manchester Foundation Trust.  

● This is in collaboration with Action on Pre-Eclampsia (Registered Charity 1012557) and Sands 

(the Stillbirth and Neonatal Death Charity) (Registered Charity 299679). 

● The questionnaire has been developed by the bereavement team at St Mary’s Hospital, 

Manchester and adapted by the above Professor Heazell and Dr Humpleby in conjunction 

with Action on Pre-eclampsia.  

● This project has been reviewed by The University of Manchester Research Ethics Committee. 

 

WHAT IS THE PURPOSE OF THE RESEARCH? 

Those of us responsible for bereavement care after a baby dies are always looking for ways it can be 

improved and seek to provide the best possible support for families. It is very important that 

bereavement care given in the National Health Service meets the needs of as many families as 

possible. We have found that very little is known about providing care for women and their families 

after their baby has died due to pre-eclampsia, or closely associated conditions.  

We are doing this research project to find out what parents have found helpful, and perhaps identify 

areas gaps in the care which they received. We would like to use this information to find out how we 

can improve provision for families in the future who will unfortunately be affected by stillbirth or a 

neonatal death after having preeclampsia. 

This study will describe the experiences of parents whose babies have died due to preeclampsia, 

including those that die before birth (stillbirth) and shortly afterwards (neonatal deaths). The survey 

will ask about women’s experiences of taking a drug called Cabergoline (which prevents milk coming 

in) after their baby’s death. The principal objective is to learn from the experiences of these parents 

to adapt the stillbirth care pathway to make it more appropriate parents for those who have been 

affected by preeclampsia. 

Participants will be parents who have been affected by stillbirth in preeclampsia and will be invited 

to participate via social media channels and by the charity Action on Preeclampsia and Sands 

(Stillbirth and neonatal death charity). 
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WILL THE OUTCOMES OF THE RESEARCH BE PUBLISED? 

This research is planned to be made public (published). The published research will be publicised 

through social media via the charities Action on Preeclampsia and the Stillbirth and Neonatal Death 

charity (SANDs). We will not be able to contact the parents who filled in the questionnaire directly 

with results of the research, as the questionnaire is completed anonymously. 

 

WHAT WOULD MY INVOLVEMENT BE? 

We want to learn the views of families who have been affected by stillbirth or neonatal death whose 

pregnancies were complicated by preeclampsia. We would like to hear from you if you have been 

affected in the last 10 years. This is because we would like to review current practice, as we know 

perinatal bereavement care has changed a lot over the last few decades.  

We understand that recalling events around the time that your baby died can raise difficult emotions 

and memories. In completing this survey, you may experience some distress when recalling these 

events. We also understand that being unwell with pre-eclampsia may make it hard to recall events 

from difficult times, if that is the case then please remember this questionnaire is completely 

voluntary. 

If you feel that your responses differ from your partner’s, please send one copy of the form each. 

Alternatively, you can fill one in together: please state this at the relevant points in the survey.  

You are asked to complete an online questionnaire on one occasion.  

You can choose at what location you would like to fill in the survey. You must be over the age of 16 

to fill in this survey. The questionnaire will take approximately 30- 40 minutes to complete.  

The questionnaire must be completed in one sitting. If you close the browser window, your 

responses will not be saved.  

By filling in the questionnaire and submitting the responses, you are consenting to taking part in the 

research. You are consenting to your responses being used in our research to improve the care of 

parents. We may share the data from these questionnaires with other maternity units or to help 

educate health professionals. The information you provide will not directly impact your future care.  

Once you have completed the questionnaire, the responses will be available to the research team 

and the Maternal and Fetal Health Research Centre at the University of Manchester. 

The questionnaire will remain open for a period of three months (from 01.03.2020 until 01.06.2020) 

After the data collection period has closed the responses from the research participants will be 

collated and reviewed.  

Any future care or ongoing care from your health care provider will not be influenced by whether 

the survey is completed, and the medical team will not know whether a survey has been completed, 

or the content of the survey responses.  

At the end of the questionnaire and at the bottom of this information sheet, there are contact 

details for ways you can get support. 
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WHAT HAPPENS IF I DO NOT WANT TO TAKE PART OR CHANGE MY MIND?  

It is up to you to decide whether or not to take part in this research. If you decide not to take part in 

this research, please don’t fill in the questionnaire. If you decide to take part you are still free to 

withdraw at any time without giving a reason and without detriment to yourself. To withdraw, 

please close the questionnaire browser window. Your results will not be saved.  

Once you submit your responses to the survey, it will not be possible to remove your data because 

the questionnaire is anonymous.  

 

WILL I BE COMPENSATED FOR TAKING PART? 

There will be no arrangement for financial payment for participants in this study. 

 

DATA PROTECTION AND CONFIDENTIALITY 

WHAT INFORMATION WILL YOU COLLECT ABOUT ME? 

We will be collecting data about your experiences of having a stillbirth or neonatal death, when the 

pregnancy was affected preeclampsia. We will also ask about your experiences with the drug, 

cabergoline, which is used as a milk suppressant in women and is often used after a woman has had 

a bereavement.  

A section of the questionnaire will ask about your characteristics. This section has been included so 

we can identify if there are groups of parents who have specific needs which could be reflected in 

the care pathway. However, this only collects grouped data e.g. age group. We will also ask for your 

ethnic origin and religion.  

This questionnaire is anonymous. Any information you give us is completely confidential and will not 

be used to identify you in any way. Please do not include your name or the name of your hospital in 

this questionnaire in the interests of confidentiality. If we identify names in questionnaire responses 

these will be removed before further analysis. 

 

UNDER WHAT LEGAL BASIS ARE YOU COLLECTING THIS INFORMATION? 

We are collecting and storing this information in accordance with data protection law which protect 

your rights. These state that we must have a legal basis (specific reason) for collecting your data. For 

this study, the specific reason is that it is “a public interest task” and “a process necessary for 

research purposes”. 

 

 

 

WHAT ARE MY RIGHTS IN RELATION TO THE INFORMATION YOU COLLECT ABOUT ME? 

The information which we collect will be anonymised, and therefore it will be unidentifiable.  
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If you would like to know more about your different rights or the way we use your information to 

ensure we follow the law, please consult our Privacy Notice for Research. 

The privacy Notice for Research can be accessed using the following link: 

http://documents.manchester.ac.uk/display.aspx?DocID=37095 

 

WILL MY PARTICIPATION IN THE STUDY BE CONFIDENTIAL AND MY PERSONAL IDENTIFIABLE 

INFORMATION BE PROTECTED? 

● In accordance with data protection law, The University of Manchester is the Data Controller 

for this project. Although we are not collecting personal identifiable information, we are 

responsible for making sure your information is kept secure, confidential and used only in 

the way you have been told it will be used. All researchers are trained with this in mind, and 

your data will be looked after in the following way: 

● Only the study team at the University of Manchester will have access to the responses in the 

questionnaires.  

● Questionnaires will be collected anonymously and kept in secure physical or electronic 

locations.  

● By completing this questionnaire, you are consenting to your responses being used in our 

research to improve the care of parents. We may share the data from these questionnaires 

with other maternity units or to help educate health professionals. 

● Data will be stored for 10 years 

 

POTENTIAL DISCLOSURES 

Sensitive disclosures participants make cannot be followed up due to the anonymous nature of the 

questionnaire. We would be unable to provide direct support for issues which arose. If you feel like 

you need to talk to someone regarding concerns raised by this questionnaire, please contact your 

healthcare provider directly. There are also contact details for support groups at the end of the 

questionnaire and this PIS, should you need further help. 

 

WHAT IF I HAVE A COMPLAINT? 

If you have a complaint that you wish to direct to members of the research team, please contact:  

ALEX HEAZELL – PROFESSOR OF OBSTETRICS 

alexander.heazell@manchester.ac.uk  

If you wish to make a formal complaint to someone independent of the research team or if you are 

not satisfied with the response you have gained from the researchers in the first instance, then please 

contact: 

The Research Governance and Integrity Officer, Research Office, Christie Building, The University of 

Manchester, Oxford Road, Manchester, M13 9PL, by emailing: 

research.complaints@manchester.ac.uk or by telephoning 0161 275 2674. 
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If you wish to contact us about your data protection rights, please email: 

dataprotection@manchester.ac.uk or write to The Information Governance Office, Christie Building, 

The University of Manchester, Oxford Road, M13 9PL at the University and we will guide you 

through the process of exercising your rights. 

You also have a right to complain to the Information Commissioner’s Office about complaints relating 

to your personal identifiable information:  

Tel 0303 123 1113. Website: https://ico.org.uk/make-a-complaint/ 

 

CONTACT DETAILS FOR INFORMATION ON THE STUDY 

If you have any queries about the study, please contact the lead researcher: 

ALEX HEAZELL – PROFESSOR OF OBSTETRICS 

E-mail: alexander.heazell@manchester.ac.uk 

 

CONTACT DETAILS FOR FURTHER SUPPORT AND INFORMATION: 

If you feel that you need someone to talk to about your bereavement, please feel open to contact 

any numbers below: 

● Action on Pre-eclampsia: www.apec.org.uk; helpline 01386 761848 

● SANDS (Stillbirth and Neonatal Death Society): sands.org.uk, e-mail: helpline@sands.org.uk , 

helpline: 0808 164 3332 

● Antenatal Results and Choices: www.arc-uk.org, helpline: 0845 077 2290 or 0207 713 7486 

from a mobile. 

● BLISS: www.bliss.org.uk, helpline: 020 7378 1122 

● Child Bereavement UK: www.childbereavement.uk.org, helpline: 0800 02 888 40 

● International Stillbirth Alliance: www.stillbirthalliance.org, (website only) 

● Miscarriage Association: www.miscarriageassociation.org.uk, helpline: 01924 200799 

● TAMBA (Twins and Multiple Births Association): www.tamba.org.uk, helpline: 0800 138 0509 

Contacts specifically for St Mary’s Hospital in Manchester: 

If your care was at St Mary’s Hospital, Manchester the bereavement midwives can be reached on 

0161 701 5022 and the bereavement support service 0161 701 8700. 

If your care was at a different hospital, please contact their bereavement team directly 


