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INTRODUCTION
This manual is a step-by-step practical guide for the use of focus groups, a research approach that has proved to be extremely useful in a wide variety of settings for providing, rapidly and economically, information on the range of opinions, knowledge, beliefs and practices of a population. It was written to help researchers in the social and health sciences use focus groups to learn more about social and cultural issues influencing health behaviour and the prevention and control of disease.  It should be useful for those already trained as well as those with no prior experience with focus group research.

What are Focus Groups?

Focus groups are organized interview sessions with specific goals, structures, 
time-frames, and procedures. Developed first for use in market research to determine people's attitudes and preferences about particular products, they have become recognized by the scientific community as a valuable tool for gaining information for a variety of purposes. They yield information useful for designing interventions and for monitoring their success or failure. They can focus questionnaires on topics that are relevant to the community, eliminate irrelevant issues, and select appropriate terms and language

                obs
General characteristics of Focus Groups
 • Participants                                                                       • Moderators    

       Carefully recruited                                                                    Skilful in the discussion
       5 to 10 people per group                                                         Uses pre-determined questions
       Similar types of people                                                             Establishes permissive environment
 • Environment                                                              • Analysis and Reporting
        Comfortable                                                                                          Systematic
        Circle seating                                                                                        Verifiable
                                                                                                                Appropriate
PREPARATIONS BEFORE THE FOCUS GROUP
FACILITATORS

Appoint at least two facilitators who preferably have worked together and know each other well. Facilitator 1) guides the discussion while facilitator 2) and 3) take notes and observes body language. Where the local facilitators are inexperienced in this role prior training from an experienced facilitator can be made available and a third facilitator is advised.

ETHICS
Check if you require permission or ethics approval locally to conduct the Focus Group. This manual can be converted into your local protocol and in your local language.
RECRUITMENT

Parents can be of either sex, married or divorced, one or both parents can attend. It can be grandparents too.
Decide the recruitment method for contacting parents. This can be via clinicians or associations and their websites. Meetings and material will be necessary with the recruiting clinician or association to ensure they understand what the focus group is and the inclusion and exclusion criteria. 

It is important to explain that the Focus Group is only for the parents and researchers. 

A working dinner with the associations or clinicians who aid you with the recruitment can help politically. Ask for a list of names of the parents and some information regarding their child such as age and diagnosis. This is a check they meet the inclusion/exclusion criteria. If in doubt regarding eligibility for the study (e.g. adopted child) please refer to the Principal Investigator for advice.

DATE AND TIME

Fix a time and date. A time when children are at school may help parents. If you plan to recruit parents all over the country a date around bank holidays might help people coming from further areas to get to the Focus Group.

PLACE

The choice of room in hospital could be negative if the parents have bad memories of treatment there.
Leave an hour to prepare the room placing chair so everyone can see each other and the Key Words on Orange Cards. Check coffee, temperature of the room and where are the toilets. Check recording is working. 

MATERIAL TO PREPARE
1. Informed Consent Forms (an example is given in the appendix).
2. A Focus Group EUROlinkCAT Pamphlet with reference to the facilitators, presented in your local language. This will be used to introduce the project.

3. Blank name badges for parents and researchers to write their first names to aid the facilitators in the discussion and for the Focus Group to know each other.

4. Orange cards with key words in your local language, which summarise the points to be covered in the Focus Group, included in the Interview Guide.
5. Tape recorder or mobile phones to record the conversation. Be aware if using a mobile phone it must be in flight mode as an incoming call will stop the recording.
6. Laptop computer for facilitator 2 to write notes. 
7. Pieces of paper (post-it) for parents to comment key words capture points whilst someone is speaking
8. Interview guide which only the facilitators have a copy of.  This helps guide the discussion
9. A box of tissues.  Facilitators need to be prepared that parents may get emotional and cry. They should be ready to act (e.g. offer the tissues, hug the person and tell them it’s OK.  Start one of the other parents talking to allow space)
10. A room with chairs that can be arranged in a circle with perhaps  coffee/tea etc. available  (Sitting in a circle is a much better and intimate way to interact and open yourself to people you have never met before).
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Our very useful and effective orange cards specifying the interview themes
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DURING THE FOCUS GROUP
WELCOME 
Perhaps greet the parents at the door of the building and accompany them to the meeting room.

INTRODUCTION

Start by welcoming all participants and saying what an exciting event it is. 

Go around the circle so everyone can introduce themselves.

EUROlinkCAT presentation should be very short and informal following the leaflet rather than a power point. Ask permission to record the conversation and explain it will be used anonymously.
CONSENT FORMS 

Tell the parents that we need to complete a few formalities and get them to complete the Consent form. Be aware of national or regional consent requirements and please act accordingly.
ORANGE CARDS

Explain the orange cards and start the discussion. You will have put the orange cards in a certain logic order but tell the parents they should feel free to start the discussion by saying whatever they feel like.
Everyone should have enough time to speak. Given the 7 subjects of discussion on the orange cards, if there are more than 5 parents present this requires careful management by the facilitators.
You should not specify that Focus Group has a limited time but if the parents ask suggest about two hours.
Important:  exclude personnel of catering before starting the Focus Group (self-service). 
FACILITATORS SKILLS AND RESPONSIBILITIES
FACILITATOR 1
· Guides the discussion 
· Knows by heart the questions of the interview guide – does not look at the guide during the Focus Group. 
· Full involvement is necessary to make the parents feel that their voice is truly heard by researchers.
· Is responsible for ensuring the discussion does not drop and avoiding that one parent talks over another. 
· Getting emotional can easily happen to parents during the Focus Group. If this happens, after having given some tissues and encouraged the parent, facilitator 1 should have the ability to encourage somebody else to carry on with the discussion and can go back to the first parent after a while if he or she is ok again.

FACILITATOR 2 AND 3 (if available)
· Takes notes
· Aids facilitator 1 in welcoming the parents and helping guide the discussion
· Brings Facilitator 1 attention to the fact that someone wants to speak. 
· The procedure of taking notes means the making of a skeleton of the whole Focus Group and help focusing on the main points, which have come out during the discussion. 
· Notes taken by them will help in case the recording is not easy to understand. 
· If facilitator 2 and 3 are both present, facilitator 2 can take notes on what parents tell and their clinical path, whilst facilitator 3 can focus only on their body language and on parents’ feeling.

· They will produce the report on the base of their notes and of the recording. 
AFTER THE FOCUS GROUP
Facilitators should ask the participant how they feel and get feedback on how it went and decide on next steps with the group.
Note what happens post meeting. 
Usually after the meeting parents really want to keep on being together to share some moments. They really feel the need to talk to somebody with a similar experience as their personal one. Therefore, it is strongly advised to researchers to dedicate some more minutes in the lobby or at the bar.

Tell the parents again that for any other info they can contact the researchers at their mail addresses or phone numbers.  This is important as reliving the experience of their child’s diagnosis and birth may distress the parent and open a need for psychological support.
Facilitators should record spontaneous actions of the Group but not influence this e.g. some parents have decided to create a WhatsApp group and we have decided to be members.

REPORTING
Reporting from the FG must be verbatim in order to prepare for data analysis (an example transcript is appended). Integrate the written notes with the tapes. From our experience transcribing in a verbatim form 10 minutes of registered conversation requires 90 minutes of work. This requires great concentration and may also require the facilitators to review together what was said (e.g. “she is always so available”… who was the person that was being referred to?). Translation into English requires that all 2 (or 3) facilitators review the text to ensure the correct emphasis, empathy etc.
 The names of the participants and their children mustbe changed in order to ensure privacy.  
During writing the Premise of the Example Report should be used:

Premise
In this Report:

-We are using red and brackets to add emotions e.g.
(started crying) 

-We use light blue and Italics to add our thoughts/interpretations e.g. 
This is a common problem for Focus Group. These parents have ill children and difficult lives and hence despite their enthusiasm they have difficulty in attending the meeting.

-We are using [ed.xxxxxxx] to add in editorial comments. e.g. 

'........they can do it [ed. catheterization] in the ambulance' 

Appendic es can supplement the Report with a brief description of the environment that was set and with a Non-verbal communication part. 

ARCHIVING

A copy of the anonymisation should be kept by the facilitators together with the signed consent forms.  Please be aware of local rules for handling and storing signed consent forms and act accordingly.
Photos from Spina Bifida, Down Syndrome and Congenital Heart Anomalies Focus Groups
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FURTHER INFORMATION
For any further information regarding the FOCUS GROUP MANUAL, please contact:
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Appendix 1: 
Consent for participation in research project


The project’s title: EUROlinkCAT
I have received written and oral information and I know enough about the aims methods, risks and benefits to give my consent.

I know it is optional to participate and that I can at any time withdraw my consent without losing current and future rights and possibilities for the treatment and care for my child.

I/we hereby give mine/our consent to participate in the research project by accepting participation in interviews. The data can be used for research purposes. We understand that the data from the interview will be anonymised and maybe used in publications from the project.

Full name:__________________________________________________________________________

Phone number:_______________________________________________________________________
Date: __________________

Signature: _______________________________________

Do you want to be informed about the results from the research project?

Yes______ 
No______ 

Statement from the giver of consent:

I declare that I have received oral and written information about the project.

To my knowledge the knowledge is sufficient in regard to participation in the project.

The name of the one who has given the information: 
__________________________________________

Date: _______________

 Signature:________________________________

Appendix 2: Interview guide Focus Groups Round 2 

The FOCUS Group aim to collect parents experiences regarding the pregnancy birth and life of their child with a congenital anomaly. Of special interest is Education in this round of meetings. 

During pregnancy

When did you become aware of your child’s condition?

What support and information were you offered (if you were offered any)?

Where did you seek information?

The birth and time beyond

Please, tell about the birth of your child. 

What support and information were you offered (if you were offered any)?

Did you contact a patient organization?

How did you seek information?

Were you in contact with peers (parents having experienced the same)?

Did you attend Facebook groups or other online groups?

If yes, please tell what the groups provided 

Daily life with your child 

Please tell me/us about your daily life with your child. Is he/she at school?
How is it going with daycare, school, and sports activities?

· Does your child need extra support at school?

· Does you/ and or your child need help with transport to school ect.?

· Did the daycare/school/sports activity need training due to extra needs?
Does your child have challenges in regard to social relations (if relevant due to the child’s age)?

Are your family provided with support to manage your daily life? 

It yes, can you describe who/what?

The future and research 

EUROlinkCAT aims to provide information on the life of children with congenital anomalies by using routinely collected data , such as data from the children’s hospital stays, the medications they are prescribed and their educational achievements. 

Are there any questions regarding your child’s disease that you wish there were more direct answers to?

How would you like to receive information regarding new research results?
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