Supplementary File 4: Interview guide for Focus Groups: 
1. Physical activity and body experiences     2. Psychosocial aspects and quality of life.

Focus Group Interview: First day: Theme: Physical Activity, 
The questionnaire items serve as the basis for the focus group interview (FGI) topics. Adjustments may be made during the session depending on group dynamics and participant responses.

Introduction and Warm-Up (15 minutes – 13:15 to 13:30)
Introduction to the Theme – Physical Activity and 
Welcome, and thank you very much for being here and for sharing your experiences and perspectives!
Background:
We have invited you to take part in a conversation about a topic we believe is important for people living with FTAAD. Each of you has unique experiences, and your perspectives are of great value to us in gaining more insight into what it means to live with an FTAAD diagnosis.
Currently, there is very limited research, knowledge, or information about how people with FTAAD relate to physical activity, restrictions, and activity in general.
Talking to others in a similar situation provides a good basis for sharing experiences and reflections. Focus group interviews are a suitable method for gathering shared insights about the challenges you face and how you manage everyday life. This knowledge will help us plan services and support measures tailored to your needs as a group.
Practical Information:
We have scheduled 1.5 hours for this conversation. The interview will be audio recorded to ensure that we capture all input accurately.
The recordings will be transferred to a secure domain at Sunnaas Hospital today, and the data will then be deleted from the recording device. Interviews will be transcribed and anonymized. It will not be possible to identify individual participants. You can rest assured that all information will be treated confidentially.
We also kindly ask that all discussions shared here remain within the group. We are all bound by a duty of confidentiality.
There is coffee, tea, and water available. We will open windows as needed for fresh air. Please place your mobile phones on silent mode.
Two focus group interviews are scheduled. Today, we will discuss the topic of physical activity. Tomorrow, the same group will focus on psychosocial aspects of living with the diagnosis.
Moderator and Co-Moderator Introduction:
We each have different roles. We are not here as experts — you are the experts. As moderator, my role is to guide the discussion and ensure everyone has the opportunity to speak. The co-moderator will keep track of time and support the process.
We will talk until 15:00. Every opinion matters equally, and we are not seeking “correct” answers. You may agree on some points and disagree on others — both are welcome. Everyone’s voice is important.
There is no strict speaking order; feel free to speak when it feels natural. We will help guide the conversation so that we stay on topic, but we encourage open dialogue.
We aim to explore three main themes:
1. Experiences with physical activity
2. Restrictions and limitations related to physical activity
3. Perception of the body

Recording Begins
Warm-Up: Please introduce yourself with your first name (use name tags), and tell us where you are from.
To ease into the topic, take a moment to write down what comes to mind when you hear the words "physical activity." (What does it mean to you?)
Write your thoughts on a yellow sticky note — whatever associations or ideas come to mind.
(2 minutes)
We will then read the notes aloud and post them visibly.
Follow-up question: “What kind of physical activity do you engage in?”
(This may be revisited during the interview.)

Main Focus Group Interview 
1. Experiences with Physical Activity
· What are your experiences with physical activity, both before and after diagnosis?
· Has your level of physical activity changed since you received your diagnosis?
· How do you think your diagnosis affects your ability to be physically active?
· Can you describe any challenges you've encountered in being as active as you would like?
2. Restrictions and Limitations on Physical Activity
· Have you experienced restrictions (external) or limitations (internal) related to physical activity? If so, what kind?
· Who provided those restrictions or recommendations?
· Have you felt hindered physically or mentally — for example, due to pain, anxiety, or low motivation?
· Have you received any guidance regarding physical activity? From whom, and what type of advice?
· Have you been advised against certain types of activity? What was said, and by whom?
· How did it feel to receive guidance or restrictions on activity after your diagnosis?
· Do you currently consider yourself to be physically active?
· If you could give advice to those who provide physical activity guidelines or restrictions, what would you say?
3. Relationship with the Body
· How do you perceive your body today? Has that changed since your diagnosis?
· Do you feel confident that physical activity is beneficial for your body?
· Other symptoms related to body function (pain and fatigue) 
· Do you feel your body can tolerate physical activity?
· What emotions do you associate with being physically active?
· Are you afraid of pushing yourself too hard or moving too much?
· What brings you joy or a sense of mastery in connection with physical activity?
4.Expereinces of pain and fatigue
· Do you experience pain – is it chronic – how do you feel it – limitation and possibilities? 
· Do you experience fatigue – do you think you are more tired than others- How do you manage this feeling. Impact on daily life? 
· Other aspects you think is important? 

Closing and Summary (15 minutes – 14:45 to 15:00)
· Is there anything we haven’t discussed today that you think we should have?
Thank You: thank you for the insightful and meaningful discussion each of you contributed to today.Let me remind you once again of the importance of confidentiality within the group. If you feel the need to speak with someone after the session, you are welcome to talk with us during the break. If anything specific arises, you can also contact TRS directly. You will receive more information about the next steps during the course conclusion tomorrow.













Second day : Focus Group Interview Guide: Theme: Psychosocial Aspects of FTAAD Diagnoses (Based on LiSat-11)
Welcome, and thank you for being here and for contributing your experiences and perspectives. Your insights are essential to helping us collect and organize knowledge about what it is like to live with an FTAAD diagnosis, such as LDS or vEDS.
Today we will focus on psychosocial aspects, using themes based on the LiSat-11 framework. Each participant will select the topics they feel are most important. The group will then discuss the most commonly chosen themes in depth. Below are the themes and guiding questions for each.
1. Life as a Whole
Why did you choose this theme?
How does your diagnosis impact your overall life situation?
Does the diagnosis occupy a large part of your daily life?
How do you manage everyday life with the diagnosis?
Do you believe life would have been different without the diagnosis? In what ways?
Has the diagnosis changed your life perspective?
What has become more or less important to you?
What are the greatest challenges associated with the diagnosis?
Has the diagnosis brought any positive aspects?
What do you think is important to live well with an FTAAD diagnosis?
Do you recognize the idea of living more in the present and finding it difficult to plan ahead?
Do you have any advice for others?
What experiences do you believe should be emphasized going forward?
2. Work/School or Employment
Why is this theme important to you? Is it connected to your diagnosis?
What aspects of your work/study situation are especially challenging?
How do you handle having an invisible condition?
Do you disclose your diagnosis to colleagues or your employer? Why or why not?
How has your diagnosis affected your job or study situation?
What is most difficult?
What support or adaptations would improve your situation?
What advice would you give to younger individuals with the same diagnosis?
3. Financial Situation
Why is your financial situation important to discuss?
Has the diagnosis impacted your income or expenses?
Do you experience additional costs related to your condition?
Are current support systems adequate to compensate for these costs?
What improvements could be made?
Do you have suggestions for policymakers or support services?
4. Leisure Time
Has your diagnosis affected your leisure activities?
How do you handle social expectations to participate in activities?
Do you feel limited in your leisure time?
How is your energy capacity throughout the week?
Do you experience joy and fulfillment during leisure activities?
How do you balance leisure with daily responsibilities?
Do you have strategies or tips that help you recharge?
5. Contact with Friends and Acquaintances
Do you tell friends and acquaintances about your diagnosis?
How do people respond?
Does your condition sometimes seem invisible — and how does that affect you?
How does the diagnosis influence your social relationships?
Do fatigue or pain limit your social interactions?
What advice would you give others regarding friendship and openness about diagnosis?
Who do you think needs to know about your condition, and who doesn’t?
6. Sexual Life
Why is this a topic you want to talk about?
Is it difficult to talk about sexuality and chronic illness?
Has your diagnosis affected your sexual life?
There is very little literature or research on this topic — what should others know?
Are there physical limitations (e.g., blood pressure) that impact this area?
Would this topic be helpful to address more openly in courses or consultations?
What advice would you offer others, especially younger people?
7. Ability to Care for Oneself
Has your diagnosis affected your ability to manage daily tasks (e.g., hygiene, mobility)?
Do you experience limitations, and if so, which?
Do you experience pain or fatigue that affects your functioning?
How do you communicate these challenges to others?
Do others acknowledge and respond to your needs?
What coping strategies or advice can you share?
8. Family Life
Why is family life important to you in the context of your diagnosis?
How has your diagnosis influenced your family dynamics?
Do you have children, and how do you handle concerns about inheritance?
Has the diagnosis brought your family closer or introduced more challenges?
Have any of you chosen not to have children because of the diagnosis?
Do shared experiences of the diagnosis strengthen your family bond?
Would you recommend open dialogue within families affected by the condition?
9. Relationship with Partner
Why is this topic important to you?
How has the diagnosis affected your relationship, if at all?
How does your partner or close family cope with your diagnosis?
Do they receive enough support and information?
Do you talk openly about the diagnosis together?
What do you think are helpful ways to manage the diagnosis in a relationship?
10. Physical Health
Do you consider yourself healthy or ill?
Do you experience symptoms like pain or fatigue, and how do they affect you?
Do your symptoms stem from the diagnosis or other causes?
Do you follow physical restrictions strictly, or are they easy to forget without symptoms?
Would you describe yourself as functionally impaired? If so, in what way?
What helps you maintain good physical functioning?
What advice would you offer others?
11. Mental Health
Do you consider this an important topic?
What challenges do you face in terms of mental health?
Who supports you (professionals, peers, others)?
What kind of support do you need, and when?
How should mental health support be structured?
Does your diagnosis affect your mental well-being, and how do you manage it?
What advice would you offer others in similar situations?
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