
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

There is a video with information about taking part in this study on: www.ed.ac.uk/usher/respire/health-
literacy-asthma-malaysia  

                                              

What is the purpose of the study? 

 
• More than 2/3 of people with asthma in Malaysia, find it hard to understand health information 

about asthma and this may affect how they look after their asthma and how much bother they 
have with their asthma symptoms. 

• In this study I want to find out what people who find it hard to understand health information 
know about asthma and how they look after their condition.  

• Different people have different ways of looking after their asthma and I’m interested to hear 
about what you do. 

• Taking part will help me understand how you live with asthma and care for asthma on a day to 
day basis – and what would help you in the future. 

• I will use what you tell me to develop ways to help doctors and nurses in Malaysia to better 
support people with asthma to look after their asthma. 

• For this study, I need the help of about 20 to 30 people. 

 

 

The views and experiences of people with limited 
health literacy and asthma on managing their 

condition: a qualitative study 
 

You are being invited to take part in a research study. Before you decide 
whether or not to take part, it is important for you to understand why the 

research is being done and what it will involve. Please take time to read the 
following information carefully. Talk to others about the study if you wish. 
Contact us if there is anything that is not clear, or if you would like more 
information. Take time to decide whether or not you wish to take part. 

 
 

Participant Information Sheet 
1. In-depth Interview 

http://www.ed.ac.uk/usher/respire/health-literacy-asthma-malaysia
http://www.ed.ac.uk/usher/respire/health-literacy-asthma-malaysia
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Participant ID: 
 

Centre ID (if applicable) 
 

 

Why have I been invited to take part? 

 
If you are aged 18 and above, have been diagnosed with asthma and have been receiving care at 
a healthcare clinic for asthma, you can take part in this study. 

Do I have to take part? 

 
No, it is up to you to decide whether or not to take part.  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.  Deciding not to take 
part or withdrawing from the study will not affect the healthcare that you receive, or your legal 
rights. Before participating you should consider if this will affect any insurance you have and seek 
advice if necessary 

 

What will happen if I take part? 

 
I will ask you some questions that will assess how easy you find it to find out about health 
matters. I want to recruit people who do not know a great deal about health in general based on 
this assessment. If you find it easy to understand health information you may not be eligible. 
 
If you are eligible, and decide to take part in the study, you will be invited to take part in this one-
to-one discussion with me. 
 
I will go through the Participant Information Sheet with you. If you agree to participate, I will ask 
you to sign a consent form, followed by a simple questionnaire about your background that will 
take about 5 minutes to complete.  
 
We will then have a one-to-one discussion about your views on asthma. I would like to find out 
what you think about asthma and the ways you look after yourself. We will talk about things that 
make it difficult to look after your asthma, and what helps you to live with asthma. Last but not 
least, I want to hear from you think would help you to better care for your asthma. 
 
The conversation will be recorded with audio tape recorders. The recording will allow me to 
remember exactly what you said during the interview, which is important for analysis. The session 
will take about 45 to 1 hour. I will give you RM 50 for the cost of your travel.  
 
The discussion will take place either in the clinic, your home or a public place where you are 
comfortable. During the discussion, another researcher who is a note-taker will also be present. 
 
An extra photo activity for about 15 people 
 
At the end of the discussion, I may invite you to take part in the next stage of our study which 
involves taking photographs, and then discussing the photographs you have taken with me. I will 
only invite some people to help with this extra activity.  This is because I want to choose a range of 
different people (younger/older, men/women, Malay/Chinese/Tamil, good/poor asthma control).   If 
I invite you to take part in this photo activity, I will tell you more about it so you can decide if you are 
interested in this second part of the study.    
 
If you take part in the photography activity, I will give you a disposable camera and ask you to take 
photographs over the next week of anything that you think shows how your asthma affects you, or 
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Participant ID: 
 

Centre ID (if applicable) 
 

 

how you look after it in your day-to-day life. I will collect the camera from you a week later and take 
it away to develop the film. After you have taken your photographs, we will meet again to chat about 
them.   You can have copies of the photographs, and you can decide whether I can keep them and 
use them in my research. 
 
You do not have to take part in these activities. But, if you’ve decided to take part, we will give 
you some more information and explain to you in detail about the activity. You will be asked to 
sign consent to take part in any activities you wish to be involved. 
 

Is there anything I need to do or avoid? 

 
There are no special precautions / requirements for you to do or avoid. 
 

What are the possible benefits of taking part? 

 
Taking part in this research may not benefit you personally, but you will be providing valuable 
information that will help me understand the experiences of people living with asthma in Malaysia. 
The results of this study may be used to empower people with asthma and to inform future work. 
 

What are the possible disadvantages of taking part? 

 
You will have to spend sometime chatting with me which will take up to 1 hour. There are no other 
disadvantages to participating in the study. 
 

What if there are any problems? 

 
If you have concerns about any aspect of this study, you can speak to me and I will do my best to 
answer your questions (Hani Syahida Salim at 011-260 89 233). You can also contact other 
research members of this project in Malaysia. 
 
Associate Professor Dr Lee Ping Yein at 03 8947 2545 
Associate Professor Dr Sazlina Shariff Ghazali at 03 8947 2532 
 
Taking part in this study will not result in harm. We just want to hear what you think. 
 

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

Whatever you decide about taking part won’t affect the asthma care you get. You can withdraw 
from the study without giving any reason at any time of the study. You can also request for your 
data (such as the transcript for the interview) to be destroyed. 
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What happens when the study is finished? 

 
Data from the study will be archived and may be transmitted outside the country for the purpose 
of analysis, but your identity will not be revealed at any time. All the consent forms, transcripts 
and screening questionnaires will be stored in a locked filing cabinet accessible only by the 
research team for 5 years. After this time information will be shredded and disposed in secure 
bins. The participants will not be identified individually in publications or report writing. You are 
allowed to access your results from the study, if you wish, for three months after completion of the 
study.  
 
A summary of final report will be submitted within a year after completion of the study to the 

Malaysian Medical Research Ethics Committee and all findings will be notified to the University of 

Edinburgh. 

  

Will my taking part be kept confidential? 

 
All the information we collect during the course of the research will be kept confidential and there 
are strict laws which safeguard your privacy at every stage. The researchers will not access any 
record that is not provided by you and will not inform anyone about your participation in this study. 
However, disclosure will be made to the corresponding authority if issues (e.g. criminal, threat of 
harm to self or others or child protection issues) arise.  
 
The University of Edinburgh is the sponsor for this study based in Malaysia. The Sponsor has 
overall responsibility for the running of the study. To follow the United Kingdom’s data protection 
regulations, we must inform you of how we will use and store your personal data.  
 
As a university, we use personally-identifiable information to conduct research to improve health, 
care and services. As a publicly-funded organisation, we have to ensure that it is in the public 
interest when we use personally-identifiable information from people who have agreed to take 
part in research. This means that when you agree to take part in a research study, we will use 
your data in the ways needed to conduct and analyse the research study. 
 
We will use information from you in order to undertake this study. The sponsor will keep 
identifiable information about you for 5 years after the study has finished.  
 
The University of Edinburgh will act as the data controller for this study. This means that they are 
responsible for looking after your information and using it properly.  
 
Your rights to access, change or move your information are limited, as we need to manage your 
information in specific ways in order for the research to be reliable and accurate. If you withdraw 
from the study, we will keep the information about you that we have already obtained. To 
safeguard your rights, we will use the minimum personally-identifiable information possible.  
 
Anonymous data (interview data) will be shared outside of Malaysia and maybe used for future 
studies. Ethics committee will not be informed regarding secondary data analysis. 
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What will happen to the results of the study? 

 
We will present the findings at conferences, and publish them in academic journals and as part of 
a PhD thesis - but your name will not be included and the information you give us won’t be linked 
to you.   A summary of the results will be sent to you by post if you are interested and request for 
a copy. 
 

Who is organising and funding the research? 

 
The study is conducted by the Department of Family Medicine, Universiti Putra Malaysia and 
University of Edinburgh, United Kingdom. 
 
I am supported by PhD studentships from the NIHR Global Health Research Unit on Respiratory 
Health (RESPIRE).   RESPIRE is funded by the National Institute of Health Research using 
Official Development Assistance (ODA) funding. 
 

Who has reviewed the study? 

 
This study is registered in the Malaysian National Medical Research Register and has been 
reviewed and approved by the Medical Research & Ethics Committee, Ministry of Health Malaysia 
 (NMRR-XXX). It has been approved by Academic and Clinical Central Office for Research & 
Development - Joint office for The University of Edinburgh and Lothian Health Board (ACCORD) 
for the University of Edinburgh’s Research sponsorship (XXXX). 
 

Researcher Contact Details 

 
If you have any further questions about the study please contact Hani Syahida Salim 
at 011-26089233 or email on: hanisyahida@upm.edu.my OR  H.S.B.Salim@sms.ed.ac.uk 
 

Independent Contact Details 

 
If you would like to discuss this study with someone independent of the study please contact: 
Associate Professor Dr Cheong Ai Theng, Head, Department of Family Medicine, Universiti Putra 
Malaysia at 03-89472538 
 

Complaints 

 
If you wish to make a complaint about the study please contact: 
 
The Secretary, Medical Research & Ethics Committee, Ministry of Health Malaysia, at 

telephone number 03-2287 4032. 
 
 
 
 
 

 

mailto:hanisyahida@upm.edu.my
mailto:H.S.B.Salim@sms.ed.ac.uk


  
 

Health literacy & asthma 
PISCF 7th January v1.0 

 

Participant ID: 
 

Centre ID (if applicable) 
 

 

 
                         CONSENT FORM 

The views and experiences of people with limited health literacy and asthma on managing their 
condition: a qualitative study 

 
 

Please initial box 

1. I confirm that I have read and understand the information sheet (07th January 2019 ver1.0) for the 

above study. I have had the opportunity to consider the information, ask questions and have had these 

questions answered satisfactorily. 
 

2. I understand that my participation is voluntary and that I am free to withdraw at any time without giving 

any reason and without my medical care and/or legal rights being affected.  

3. I agree to be interviewed with the presence of a note-taker Yes  No  

4. I agree to my interview being audio recorded.  Yes  No  

5. I agree to my audio recorded interview being transcribed by a third-party. Yes  No  

6. I understand that relevant sections of my data collected during the study may be looked at by 

individuals from the Sponsor (University of Edinburgh or other regulatory authorities) where it is 

relevant to my taking part in this research. I give permission for these individuals to have access to my 

data. 

 

7. I agree to take part in the above study  
 

 

 
   

 
  

Name of Person Giving Consent  Date  Signature 
 
 

Name of Person Receiving Consent  Date  Signature 
 

 
1x original – into Site File; 1x copy – to Participant;  

 
 
 

 
 

An NIHR Global Health Research Unit on Respiratory Health (RESPIRE) at the University of Edinburgh project. 

www.ed.ac.uk/usher/respire 
 

This research was commissioned by the National Institute of Health Research using Official Development Assistance (ODA) funding. 
The views expressed are those of the author(s) and not necessarily those of the NHS, the NIHR or the Department of Health and Social Care. 

 


