Patient/Service User Information Leaflet 

	Impact of the CAMHS Kerry Review and Maskey Report on caregiver and staff views of Child and Adolescent Mental Health Services (CAMHS)


Principal investigator’s name:
Prof. Fiona McNicholas
Principal investigator’s title:
Child and Adolescent Psychiatrist
Telephone number of principal investigator: 
014923596
Co-investigator’s name:
Dr Laura Bond
Co-investigator’s title:

Senior Registrar in Child and Adolescent Psychiatry
You are being invited to take part in a research study to be carried out at University College Dublin by Professor Fiona McNicholas Consultant Child and Adolescent Psychiatrist and Dr Laura Bond Senior Registrar in Child and Adolescent Psychiatry.
Before you decide whether you wish to take part, you should read the information provided below carefully. Take time to ask questions – don’t feel rushed and don’t feel under pressure to make a quick decision to participate.

You should clearly understand the risks and benefits of taking part in this study so that you can make a decision that is right for you. This process is known as ‘Informed Consent’. 

You don't have to take part in this study. 

If you do take part in the study, we will ask you to complete a survey online. You will not be required to give any personal details and all your answers will be anonymous. 
	What is the study and why is it being done?


The CAMHS Kerry Review was carried out due to concerns about care planning, diagnosis of mental health disorders, prescribing practices and supervision of junior clinicians in a CAMHS service in Kerry. Following this review, a report called the Maskey report was published which found the treatment to 240 children by clinicians were risky. Additionally, there was proof of significant harm to 46 children.   
For further information on the Maskey report, please click the following link:

Report on the Look-Back Review into CAMHS Area A (hse.ie)
We want to explore caregiver’s and clinician s’ views on CAMHS services in Ireland and whether this has changed since the publication of the CAMHS Kerry Review and Maskey Report. This is important because if caregiver satisfaction and trust in CAMHS has declined, we need to find out reasons why so we can act appropriately to rebuild trust. Additionally, we want to know if there has been any impact on clinicians. It is important to involve clinicians and seek their ideas, concerns and expectations about how CAMHS improve, move forward and repair it’s reputation. 
	Who is organising and funding this study?


This research is being conducted by Professor Fiona McNicholas and Dr Laura Bond at University College Dublin. Both are clinicians in Child and Adolescent Psychiatry. 
This study is being conducted voluntarily, which means that the researchers are not receiving additional payment to conduct this research. The study is not being funded by any pharmaceutical or other companies. 
We are also asking all our participants to volunteer their time to help us complete this research.  We are not being paid to recruit participants to this study. 
	Why am I being asked to take part?


You are being asked to take part in the study because either you are a caregiver of a child under the age of 18 and linked in with mental health services (CAMHS, As I Am or Enable Ireland) or you are a clinical working in CAMHS. 
	How will the study be carried out?


The study will consist of two stages. Stage 1 is an anonymous online survey and stage 2 is a face to face or online interview or focus group. Everyone will be invited to participate in stage 1 but only those who directly request to the researchers will participate in stage 2. 
	What questions will I be asked?


In stage 1, we will invite you to complete an online survey via Google Forms. For caregivers, this survey will ask you questions about your views on CAMHS and if this has changed since the Kerry CAMHS Review and Maskey Report. For clinician’s, the survey will ask you about your experience working in CAMHS and if this has changed since the Maskey Report. 
In stage 2, we will ask similar questions but as these are interviews/focus groups it will allow more detailed answers and discussions. 

	What will happen to me if I agree to take part?


You will be directed to the survey online which will use Google Forms and ask to provide consent. You will then complete the online survey which will take approximately 10 minutes. Once completed, the researcher contact details will be provided if you want to participate in stage 2. If you request to participate in stage 2 then a researcher will arrange a day/time for you to attend an interview or focus group either face to face or online depending on your preference. 
	Will there be audio recordings?


Some participants will be invited for either an interview or focus group. Audio of these interviews will be recorded so the researchers can copy the interviews/discussions into a written document onto their computers and analyse it for the study. Once copied over, the audio recordings will be destroyed. Participants have the right, should they wish, to review and edit any transcripts to which they have contributed. 
	What are the benefits?


There are no benefits for you taking part in this research other than that the valuable feedback you provide will be used to contribute to the body of research. This data ultimately may be very clinically relevant and help to improve CAMHS services in Ireland.
	What are the risks?


There are no anticipated risks for anyone participating in the study, however, given the sensitivity of the discussions some caregivers/clinicians who may have been directly affected by the review could be at risk of becoming upset. We have provided contact details for supports that participants may avail of if this occurs. 

For caregivers:

HSE FAQs for young people and their families:

https://www.hse.ie/eng/services/news/newsfeatures/south-kerry-camhs-review/faq-for-families-on-the-publication-of-the-report-on-the-lbr-south-kerry-camhs.pdf
South Kerry CAMHS Review information line freephone - 1800 742 800
For clinicians: 

HSE Employee Assistance Programme

The HSE Employee Assistance Programme (EAP) is a work-based support service for staff and the organisation. This is a confidential independent service. It supports employees with psychosocial issues (psychological and social factors that influence mental health). These issues may be personal or work-related, affecting your job performance or home life. The service is free and available to all HSE employees.

Call 0818 327 327 to speak to someone who can help.

	Will it cost me anything to take part?


For those attending stage 2 of the study if they prefer face to face interviews or focus groups they will need to travel to Dublin. If this is not possible then the participant can opt to do the interview or focus group online.  
	Is the study confidential?


The survey is anonymous so the researchers will not be able to identify any participant with their responses. The data base will be only accessed and interrogated by the research team. Data extracted will be entered onto a password protected excel spreadsheet 

If you attend an interview or focus group, participants will be given a unique study number and all responses will be inputted into the data spreadsheet using these unique study numbers so we cannot identify any participant with a response.  
	Data Protection


1. We will not be using your personal information in our research. 

2. The legal basis under which we are processing your data is Article 6.1 (a) and Article 9.2 (a) GDPR 2016
3. Only members of the research team will have access to the information – it will not be accessible to anyone who is not involved in the study.  
4. Data will be stored anonymously on password protected and encrypted computers with only the researchers having access. 
5. Data will be destroyed following completion of the study. 
6. It will not be possible for you to be removed from the study if you change their mind after completion of the survey, interview or focus group due to anonymisation of the data as it will not be possible to separate your data from everyone else’s data.
7. If you have any concerns about the study, you are entitled to lodge a complaint to the Data Protection Commissioner. https://forms.dataprotection.ie/contact.

8. It will not be possible for participants to request access, and obtain a copy, of the information provided for this study due to anonymisation of the data as it will not be possible to separate your data from everyone else’s data.
	Where can I get further information?


If you have any further questions about the study or if you want to opt out of the study, you can rest assured it won't affect the quality of treatment your child gets in the future.  
If you need any further information now or at any time in the future, please contact: 
Principal Investigator: Prof Fiona McNicholas  
Address: 59 Orwell Road, Rathgar, Dublin 6

Phone No: (01) 4923596 
*Please note that this phone is only answered during office hours (Monday – Friday, 9am – 5pm). Please feel free to leave a voice message outside of these hours if you wish to do so. This number is only for queries relating to the study and should not be used to enquire about any other matter. If you need to speak to a member of your child’s Child and Adolescent Mental Health Team (CAMHS) please contact them directly. 
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