
 

 
A self-care programme for informal carers of stroke survivors 

 
INFORMATION SHEET FOR PARTICIPANTS  

 
This project is been undertaken as part of a doctoral (PhD) thesis. Thank you for showing an 

interest in this project.  Please read the information sheet carefully before deciding whether to 

participate.  If you decide to participate, we thank you.  If you decide not to take part, there 

will be no disadvantage to you, and we thank you for considering our request.   

 

What is the Aim of the Project? 

 

A stroke is a sudden event and the person surviving the stroke and their families/whānau have 

to quickly learn to cope and adjust to the changes to life caused by the stroke. This can be 

stressful for both the stroke survivor and their family/whānau carers. This project will test 

whether a self-care programme for carers of stroke survivors that aims to build coping skills 

and enhance well-being is acceptable, practical to run and considered beneficial by the carers.   

What Type of Participants are being sought? 

 

We wish to recruit 30 informal carers – adult family members or friends who provide unpaid 

personal care, support and assistance to a person who had a stroke six or longer ago. Carers should 

be willing to attend the programme for two-hour session, once a month for six-months (overall 6 

two-hour sessions). This is, however, a randomised controlled study. This means that should you 

agree to participate you will have 50:50 chance of being allocated to attend the programme group 

or to a control group who does not received the programme.   

If you are a paid caregiver or caregiver of people other than stroke survivors, you will not be eligible 

for this study. 

A $30 grocery voucher will be provided to all participants at the end of the project as a token of 

thanks for participating. 

 

 



What will Participants be Asked to Do? 

 

If you agree to take part in this project, we will first collect some information from you about 

your age, gender, ethnicity, employment, and your relationship with the stroke survivor and 

when their stroke was. We will also ask you to complete two questionnaires, one about your 

ability to cope with adverse circumstances and the other about your general wellbeing. 

A research assistant will post these questionnaires to your home address and we will ask you 

to complete them and return to us via the stamped, addressed envelopes we will provide you. 

You will have the research assistant’s contact details should you need to ask them any 

questions. The research assistant may phone you to clarify your answers to ensure accuracy. 

 

You will then be randomly allocated to your group – the programme group or the control group.  

Please note that the researchers will be unable to change your allocation if you are unhappy 

with which group you get allocated to.  

If you are allocated to the programme group you will attend a two-hour session, once a month 

for 6 months at the Alexander Mc-Millan room Dunedin Community house. There will be three 

programme groups running at different days and times of the week. Programme participants 

can choose the group that best suits them. The programme is expected to run from June 2021 

through to November 2021. It will be co-facilitated by Ayesha Qureshi (the PhD student) and 

the Stroke Foundation’s community stroke advisor. 

If you are allocated to the control group, you will be asked to continue with what you normally 

do. You will not receive the programme. 

All participants can attend the carer support groups organised by the Stroke Foundation if they 

wish to but we ask that you do not discuss the study when attending these groups.  

After 6 months we will ask you to complete (by post) the questionnaires you completed at the 

beginning of the study.  

 

In addition, Ayesha, the PhD student may ask to interview those participants allocated to the 

programme group about what they thought of the programme. In this interview she will use 

open ended questions to find out what you liked about the programme and the research study, 

what you did not like, and whether you thought it had helped you or not. Each interview will 

last about 15 to 20 minutes and will be conducted face to face at a place where you feel 

comfortable or we can use a telephone or zoom interview if more convenient to you or if 

required to due to the COVID lockdown levels at the time.  



 As the interviews will use an open-questioning technique, the precise nature of the questions 

to be asked have not been determined in advance but will depend on the way in which the 

interview develops.  Consequently, although the University of Otago Human Ethics Committee 

is aware of the general areas to be explored in the interview, the Committee has not been able 

to review the precise questions to be used. In the event that the line of questioning does develop 

in such a way that you feel hesitant or uncomfortable you are reminded of your right to decline 

to answer any particular question(s) and also that you may withdraw from the project at any 

stage without any disadvantage to yourself of any kind. 

 

The interviews will be audio recorded and then typed out word for word. Information from 

each participant’s interview will be analysed and the findings combined with those of other 

participants so that we can learn about the usefulness and acceptability of the programme. We 

may wish to ask you to explain some of your thoughts a bit more or ask you your opinion of 

the findings of the interview. For these reasons we will ask for your consent for us to contact 

you again at a later stage after the interview process. 

 

If you agree to participate, can you withdraw later? 

Participation in this study is entirely voluntary. You may withdraw from participation in the 

research any time without any disadvantage to yourself. You will also have the opportunity to 

verify or correct any of the information you provide in case you think that it has been 

incorrectly recorded. The information could be your personal details you provided or your 

responses to the researchers’ questions. 

 

Description of discomforts  

We do not think this study will cause you any discomfort, however as a result of participating you may 

feel a bit tired or you may find discussing your role as a carer causes you some emotional distress. If 

you should feel any discomfort please let the researchers know and you can have a rest or a break and 

we can, if you feel very emotionally distressed, advise you on where you can seek help (for example, 

the Stroke Foundation or your General Practitioner). You can of course withdraw from the study at any 

time without any disadvantage to yourself. 

 

 

 



What Data or Information will be Collected and What Use will be Made of it? 

         We will collect data about your age, gender, relation with the stroke survivor and when their 

stroke was, ethnicity, employment, your ability to cope as a carer and about your wellbeing. If 

you are allocated to the programme group we will also find out what you thought of the 

programme and the research process. All the data we collect from you will be combined with 

the data from the other participants to answer the study questions. 

 

All data collected will be securely stored in such a way that only the researchers named below 

will be able to gain access to it. Data obtained as a result of the research will be retained for at 

least 5 years in secure storage. Any personal information held on the participants (such as 

contact details and audio files after they have been transcribed) will be destroyed at the 

completion of the research while the research information from the interviews may be kept for 

much longer. No commercial use of the data will be made. 

 

Results of this research may be published. No material that could personally identify you will 

be used in any reports on this study.  The results of the project may be published and will be 

available in the University of Otago Library (Dunedin, New Zealand) but every attempt will 

be made to ensure that you will not be identified. You will also be invited to a presentation of 

the study findings. Participants will also be provided with a written summary of their individual 

assessments. 

 

You may withdraw from participation in the project at any time and without any disadvantage 

to yourself of any kind. You may also withdraw your data any time during the research prior 

to the data analysis.  

If you have any questions about our project, either now or in the future, please feel free to 

contact either: - 

Ayesha Nisar Qureshi                                                    Professor Leigh Hale 

PhD Researcher and              Primary Supervisor 

School of Physiotherapy     School of Physiotherapy 

Tel: 03479 5422               Tel: 03 479 5425 

ayesha.qureshi@postgrad.otago.ac.nz                         leigh.hale@otago.ac.nz  

 

 

 

mailto:ayesha.qureshi@postgrad.otago.ac.nz
mailto:leigh.hale@otago.ac.nz


Other researchers in this project include: 

Associate Professor Nicola Swain (Psychological Medicine (Dunedin School of Medicine) 

 

Dr Daniela Aldabe (School of Physiotherapy) 

 

 
 
This study has been approved by the University of Otago Human Ethics Committee. If you 
have any concerns about the ethical conduct of the research you may contact the 
Committee through the Human Ethics Committee Administrator (ph +643 479 8256 or email 
gary.witte@otago.ac.nz). Any issues you raise will be treated in confidence and investigated 
and you will be informed of the outcome. 
 

 

 


