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How people with Asperger syndrome 

experience counselling

Information for participants

Researcher

Anja Rutten

Part-time PhD student at the University of Strathclyde

Senior Lecturer Psychology and Counselling at Staffordshire University

Tel 01782 294736

E-mail a.h.rutten@staffs.ac.uk 

This research is carried out as part of a PhD programme of studies undertaken at Strathclyde University. 

Other people involved with this research

Professor Robert Elliott (PhD supervisor and Chief Investigator), University of Strathclyde 

Professor Aline-Wendy Dunlop (PhD supervisor), University of Strathclyde.

Information about this study and your participation

Background to the research

There is a lot of evidence that counselling is a good way of helping people with psychological difficulties such as for example anxiety and depression. However, there is not a great deal of information on how counselling can help people on the autistic spectrum. There have only been a few studies that investigate how well counselling works for people with Asperger syndrome, but these studies have not studied what people with Asperger syndrome have to say about counselling.

The aim of this research is to understand better what people with Asperger syndrome themselves think about counselling. This includes helpful and less helpful aspects. This study will help inform counsellors about what people with Asperger syndrome see as important in their counselling. 

What you will be asked to do

You can participate in this research if you have Asperger syndrome, are over 18 years of age, and have received counselling.

If you decide to take part, we will discuss your experiences of psychological helping relationships, including counselling. There are some questions I will ask you, and there are also opportunities for you to talk about topics related to counselling that you see as important. This will probably take about an hour but may be a bit longer or shorter depending on how much there is to talk about.

In general, many people will find a face-to-face interview a good experience.  We can meet in a location that is suitable for both of us. This will be arranged before we meet. When we meet I will record the interview so I can listen to it again. After the interview, I will also transcribe the recording.

Your interview can also be held by phone if you don’t feel comfortable with a face-to-face meeting. In this case, I will telephone you at a pre-arranged time. Again, I will record the interview and transcribe it.

Finally, if the first two options are too difficult or unsuitable you can also participate via the internet if you prefer. In this case, you will be given the address of a website, where you can type in your answers and opinions and send them to me. We can correspond about the research by further emails if you have more experiences of counselling to discuss, or if I would like to ask you some more questions. 
Possible risks and what to do about them

Getting upset

Although the majority of people find talking about their experiences of counselling unproblematic, some people may find talking about this upsetting. This might happen for example if you are talking about an experience that has not been helpful. You can tell the researcher when this happens. If the researcher notices you becoming upset, the recording will be stopped to check that you are ok. The interview will then only continue if you want it to. 

If you feel upset as a result of the interview, you can choose to have a break, or not to answer certain questions or stop the interview altogether. The researcher will then talk to you about how you can feel less upset. In the unlikely event that you have been upset during the interview we can talk about who might be best able to help you when you go home; in that case someone will also be available for you to speak to immediately after the interview. This might be someone you know well, or perhaps your support worker if you have one, or your GP or psychiatrist.
It may be helpful if you tell someone (a parent, other member of your family, partner, friend or support worker) that you are participating in this research so that you can talk to them about it beforehand and afterwards. Feel free to pass them this information, or give them my contact details and ask them to get in touch with me for a copy of the material I have given you.

Feeling awkward about being recorded

Most people forget about the recording equipment after a few moments. There are some people who continue to feel self-conscious about being recorded while they are talking to someone. If you think you will find a recorded interview difficult, you can tell the researcher. We can discuss whether the option of participating via the internet may be more suitable for you.

How your participation will help

This is the first study in which people with Asperger syndrome are being asked specifically about their experiences of counselling. You might be interested in talking about your experiences of counselling. You might enjoy sharing your opinion on what counselling needs to be like for all people with Asperger syndrome. It is hoped that the research will help inform counsellors in the longer term about what clients with Asperger syndrome need. In the longer term it might also inform training of counsellors who want to work with people with Asperger sydnrome.

Confidentiality and data storage

In the consent form, you will be asked for permission to record your interview with the researcher. The interview recordings and transcriptions from these recordings are confidential. When I transcribe the recordings, I will take out any information that lets other people know who you are (for example, the place you live). This is called anonymising and it is intended to stop your contribution from being recognised by other people.
In order to protect your confidentiality and identity there are a number of steps I take.

· Any personal details you give me will be held separately from the interview data. You will be given a participation number which will help me identify your contribution.

· When writing about the research, I will remove your name and other identifying information so you cannot be recognised by other people.

· I will store the recordings and transcripts safely. Any data will be held in password protected and encrypted files. Backups and any paper-based material (such as consent forms) will be stored in a locked filing cabinet. 

· The only people who will be allowed to have access to the consent forms, recordings and full data transcripts are myself, and my supervisors (professors Robert Elliott and Aline-Wendy Dunlop)

· Recordings of interviews will be kept securely until the study has finished and then erased. Your personal details, and transcripts from interviews will be stored securely for at least 5 years. After 5 years, I will destroy any materials if there is no longer any scientific use for them. 
Confidentiality and data storage continued..
In very rare circumstances I may need to take action to protect people from harm as a result of what is discussed in the interview. This could happen, for example, if you told me that you knew of a child being abused by someone you know. If such a situation occurs, I will only disclose what is absolutely necessary. I will also make every effort to discuss any disclosure with you beforehand.

What to do if you have questions or concerns

If you have any complaints, questions or concerns about any aspect of your participation in this research, please contact the researcher, Anja Rutten by email (a.h.rutten@staffs.ac.uk) or telephone (01782 294636) to discuss this. 

In the event that you are not satisfied your concern has been adequately addressed, you can contact the research supervisor, Professor Robert Elliott robert.elliott@strath.ac.uk  

Your question or concern can also be referred to an independent person: Sarah Currie, the Secretary to the University of Strathclyde Ethics Committee; she may be contacted at ethics@strath.ac.uk.  
Ethical approval

This research has received ethical approval from the University of Strathclyde. 
The findings of the study

Analysis of the interviews carried out in this study will take some time to complete (at least a year). If you wish to contact me about the research during this time, or after the study has been completed, you can of course do so. If you are interested in the results of the study, you can let me know by email, and I can email you the findings once they have been completed. 

Your right to withdraw from the study 

Remember that you may withdraw from the study at any point. You do not have to give a reason for doing so. As this research is confidential and separate from any services you may use, withdrawing does not have any effect on care you may receive now or in the future.

What next?

Please feel free to ask any questions before you sign the consent form.

Some people do not like making decisions on their own, or find this difficult. They may prefer to have someone like a parent, friend or support worker with them to help make decisions. If this is the case for you, please let the researcher know. 

When you have read this information and you agree to take part in the research, please tell the researcher and sign the informed consent form.
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Contact details

Anja Rutten

Email a.h.rutten@staffs.ac.uk 

Tel 01782 294736


