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[bookmark: _Toc175583042]Table S1. COREQ (COnsolidated criteria for REporting Qualitative research) checklist
	Topic
	Item No.
	Guide Questions/Description
	Reported on
Page No.

	Domain 1: Research team and reﬂexivity

	Personal characteristics

	Interviewer/facilitator
	1
	Which author/s conducted the interview or focus group?
	3

	Credentials
	2
	What were the researcher’s credentials? E.g. PhD, MD
	Authors’ affiliation

	Occupation
	3
	What was their occupation at the time of the study?
	Authors’ affiliation

	Gender
	4
	Was the researcher male or female?
	Female

	Experience and training
	5
	What experience or training did the researcher have?
	5

	Relationship with participants

	Relationship established
	6
	Was a relationship established prior to study commencement?
	Not applicable

	Participant knowledge of
the interviewer
	7
	What did the participants know about the researcher? e.g. personal goals, reasons for doing the research
	Supplementary file Table S2

	Interviewer characteristics
	8
	What characteristics were reported about the interviewer/facilitator?
e.g. Bias, assumptions, reasons and interests in the research topic
	Not applicable

	Domain 2: Study design

	Theoretical framework

	Methodological orientation and Theory
	9
	What methodological orientation was stated to underpin the study? e.g. grounded theory, discourse analysis, ethnography, phenomenology, content analysis
	3 and 4

	Participant selection

	Sampling
	10
	How were participants selected? e.g. purposive, convenience,
consecutive, snowball
	4

	Method of approach
	11
	How were participants approached? e.g. face-to-face, telephone, mail, email
	3

	Sample size
	12
	How many participants were in the study?
	6

	Non-participation
	13
	How many people refused to participate or dropped out? Reasons?
	Supplementary file Figure 1 

	Setting

	Setting of data collection
	14
	Where was the data collected? e.g. home, clinic, workplace
	4 and 5

	Presence of non-
participants
	15
	Was anyone else present besides the participants and researchers?
	5

	Description of sample
	16
	What are the important characteristics of the sample? e.g. demographic data, date
	6-8

	Data collection

	Interview guide
	17
	Were questions, prompts, guides provided by the authors? Was it pilot tested?
	5 and supplementary table S2

	Repeat interviews
	18
	Were repeat interviews carried out? If yes, how many?
	5

	Audio/visual recording
	19
	Did the research use audio or visual recording to collect the data?
	5

	Field notes
	20
	Were ﬁeld notes made during and/or after the interview or focus group?
	5

	Duration
	21
	What was the duration of the interviews or focus group?
	6

	Data saturation
	22
	Was data saturation discussed?
	5

	Transcripts returned
	23
	Were transcripts returned to participants for comment and/or correction? 
	Not applicable 

	Domain 3: analysis and ﬁndings

	Data analysis 

	Number of data coders
	24
	How many data coders coded the data?
	5

	Description of the coding
tree
	25
	Did authors provide a description of the coding tree?
	Supplementary file Table 3 and 6

	Derivation of themes
	26
	Were themes identiﬁed in advance or derived from the data?
	5

	Software
	27
	What software, if applicable, was used to manage the data?
	5

	Participant checking
	28
	Did participants provide feedback on the ﬁndings?
	Not applicable

	Reporting 
	
	
	

	Quotations presented
	29
	Were participant quotations presented to illustrate the themes/ﬁndings? Was each quotation identiﬁed? e.g. participant number
	Supplementary file Table S6

	Data and ﬁndings consistent
	30
	Was there consistency between the data presented and the ﬁndings?
	10
Supplementary file Table S6

	Clarity of major themes
	31
	Were major themes clearly presented in the ﬁndings?
	10
Supplementary file Table S6

	Clarity of minor themes
	32
	Is there a description of diverse cases or discussion of minor themes?
	10-13 
Supplementary file Table S6



Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-item checklist for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, Number 6: pp. 349 – 357



[bookmark: _Toc175583043]Table S2. Interview guides
The communication contract before starting the interview:
"Hello, thank you for agreeing to meet me. My name is Alexiane BALOCHE and I'm a PhD student in Public Health. Along with researchers from the P2S laboratory, we're carrying out an EXPRIIM study to look at the health pathways of patients who have survived an invasive meningococcal infection.    
There are no right or wrong answers. I'm not here to judge you, but rather to help you understand what you've been through. 
This interview should last about 45 minutes, but you are free to stop whenever you like. We can also take breaks if you wish. 
Your first and last names will not be mentioned during this interview and the data will only be used for the purposes of this research. You may also refuse at any time to allow the data acquired during this interview and/or clinic to be used for research purposes.  
If possible, I would like to record the interview. This would enable me to listen actively and to transcribe your comments for the purposes of this research. However, if you object, I will not record the interview. 
If you agree and if you don't have any questions for the moment, I suggest you start the interview. 
I'll start the recording.

	Themes 
	Patient’s version
	Family caregiver’s version
	

	Introduction
	How are you?
	How is your children?
	Why? 

Can you give me an example? 

What do you mean by this?

How did it feel?

	Difficulties after discharge
	What difficulties did you encounter after leaving hospital?
	What difficulties did your child encounter after leaving hospital?
	

	HCPs and their role
	Which health professionals were involved in your care? 
What was their role?
	Which health professionals were involved in care of you child? 
What was their role?
	

	Organisation of care
	How were follow-up care and consultations organised after hospitalisation?
	How were follow-up care and consultations organised after hospitalisation?
	

	Information and communication
	What information were you given about the after-effects? Follow-up consultations? 
How did you receive this information?
	What information were you given about the after-effects? Follow-up consultations? 
How did you receive this information?
	

	Psychological support
	What do you think of the psychological support?
What do you think would be the benefits of psychological support?
	What do you think of the psychological support? For your child? For you? 
What do you think would be the benefits of psychological support?
	

	Other types of support 
	What other type of help have you sought? At what point?
	What other type of help have you sought? At what point?
	

	Definition of “sequelae”
	What does the term “sequelae” mean to you? 
	What does the term “sequelae” mean to you?
	

	Conclusion
	What was missing from your care after hospitalisation? What was done well?
	What was missing from the care of your child after hospitalisation? What was done well?
	




[bookmark: _Toc175583044]Table S3. Example of analysis process (coding tree) 
Question: How were follow-up care and consultations organized after hospitalization?

	Raw data 
	Meaning units 
	Categories 
	Themes 

	I think we should have more appointments with the doctor who's taking care of us for the meningitis, so that he can at least discuss everything that's happened with all the other doctors. We're left to our own devices after that, because sometimes I had to ask questions of other doctors, who weren't necessarily aware of what was going on. I had no contact with the meningitis doctor. Apart from his appointment, once that was over, there was no follow-up. That's the main thing.
	Feeling about being alone to access medical follow-up 

Lack of coordination between healthcare professionals 

Lack of a medical referent in case of question 

Lack of knowledge on the part of certain specialists   
	Difficulties encountered (organization of appointments, knowing who to contact in case of questions, managing family and work)




Specialists have the knowledge and can provide better care 
	Access to care and support










Perception on follow-up after IMD and role of healthcare professionals

	So, in general, appointments were made with the head of the pediatrics department. So, in fact, she was the one who coordinated everything. From what I had in mind, in any case, it was she who co-ordinated everything, including when there were appointments, apart from blood tests, where we were obviously in charge. But for the ENT part, I think she was the one who actually made the appointments. We were in her office, she called the department and the appointment was made directly. It was nice not to have to say, "They've left you a number, just call back".
	Consultations were coordinated directly by the hospital doctor in charge of the patient 

Feeling supported in the process after IMD care 
	Facilitating elements (knowledge of the healthcare system, a contact person)
	Access to care and support

	It's true that it was a very intense year, because... well, you've read my file: there was the meningitis. After the amputation, I was put on antibiotics, so I was followed by a professor of infectious diseases at HEH. Afterwards, I had a superinfection and had another bone puncture in July. After that, I was on antibiotics for another two and a half months. So there you have it, it's all the same, I had to have my appointment with the infectiologist and get all the vaccinations. And then there was the re-education and orthopaedic follow-up and physiotherapy. So there were lots and lots of things and lots of appointments. 
But it's true that I was in charge of my own thing. I was in charge of my own thing, in fact. But I don't know how an average person would have managed. I don't know how it would have worked out, in fact. I don't know if a social worker would have been involved or what.
	Treatment and rehabilitation was long and intense. 

Coordinated her medical appointments by herself 

Had good knowledge of medical services 
	Facilitating elements (knowledge of the healthcare system, a contact person)
	Access to care and support




[bookmark: _Toc175583045]Table S4. Demographic data of interviewed patients (n=8)
	Participant number
	Gender
	Age*(a)
	Professional activities
	Diagnosis
	Time since admission for IMD*
	Sequelae
(yes/no, type) (b)
	Sick leave (duration)(c)

	P1
	F
	20
	Student
	Meningitis + sepsis
	2
	Hearing impairment (np)
	NA

	P2
	F
	39
	NS
	Meningitis
	3
	Hearing impairment (np)
	Yes
(12 months)

	P3
	F
	38
	Nurse
	Purpura fulminans
	2
	Anxiety (np), skin scars, dysuria (np), amputation, motor deficit
	Yes
(12 months)

	P4
	F
	38
	Young child educator
	Meningitis + sepsis
	4
	No
	Yes
(9 months)

	P5
	F
	26
	Unemployed
	Purpura fulminans
	4
	No
	Yes
(2 weeks)

	P6
	M
	28
	Police officer
	Meningitis
	5
	Visual impairment, hair loss
	Yes
(4 months)

	P7
	F
	23
	Student
	Meningitis
	6
	No
	NA

	P8
	F
	21
	Student
	Purpura fulminans
	3
	Skin scars
	NA


NS: Not Specified; NA: Not applicable. 
*Year; (a) at the time of the interview; (b) Sequelae were defined as complications attributable to the meningococcal infection that were still present at hospital discharge and written in the medical record. Nonpermanent sequelae were indicated by (np); (c) according to participant’s statements, time between hospitalization and partial or full return to work
[bookmark: _Toc175583046]Table S5. Demographic data of interviewed family caregivers (n=14)
	Participant numbers
	Gender
	Age*(a)
	Family relationship
	Professional activities
	Work interruption (duration) (b)

	F9
	M
	53
	Parent
	Research engineer
	Yes (2 weeks)

	F10
	F
	67
	Parent
	Retired
	NA

	F11
	M
	40
	Husband
	Financial director
	No

	F12
	F
	22
	Cousin
	Job seeker
	NA

	F13
	F
	49
	Parent
	Specialized Territorial Agent for Nursery Schools
	Yes (2 weeks)

	F14
	F
	35
	Parent
	Nursery assistant
	Yes (2 weeks)

	F15
	F
	35
	Parent
	Administrative employee
	Yes (2 weeks)

	F16
	F
	36
	Parent
	Tobacconist
	NS

	F17
	F
	52
	Parent
	Trainer
	NS

	F18
	F
	40
	Parent
	Asset management broker
	Yes (2 weeks)

	F19
	M
	42
	Parent
	Deputy director of an association
	Yes (2 weeks)

	F20
	M
	45
	Parent
	Director of business incubator
	No

	F21
	F
	39
	Parent
	Multiskilled hospital worker
	Yes (5 years)

	F22
	F
	48
	Parent
	Cashier
	Yes (2 weeks)


NA: Not Applicable; NS: Not Specified
*Year; (a) at the time of the interview, (b) according to participant’s statements, time between hospitalization and partial or full return to work
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[bookmark: _Toc175583047]Table S6. Overview of main themes, categories, sub-categories and verbatims relating to patients' and family carers' experiences of follow-up after IMD
	Theme: Perception on follow-up after IMD and role of healthcare professionals 

	[bookmark: _Hlk148538082]Category 
	Subcategory 
	Verbatim 

	Follow-up is satisfactory, although there are still gaps
	Follow-up is useful and necessary 
	F13: “I think it was necessary anyway, it had to be done.” 

F20: "That’s pretty much it. I found something that happened, and it made sense to me, actually. I didn’t really… There’s no real… It was presented to us as a normal follow-up, which, in the same way, is reassuring.".

	
	Follow-up is adapted to the sequelae 
	P1: “Well, as I didn't have any particular sequelae or anything like that, I thought it was normal that I didn't see millions of people, but I think it was still important to check things out. [...] No, I thought it was well taken care of insofar as I had sequelae, I'd like to say".

P7: “And in fact, I don’t really consider that I had any management after hospitalization. For me, it’s just one-off appointments to make sure everything was fine. But again, I didn’t have any sequelae so there wasn’t really a reason to worry.” 

F9: “But I think it would have been different if there had been sequelae. Well, we would not have followed the same path. There would have been a lot more follow-up.”  

F15: “After that, perhaps if he was having difficulties, I think we would have been followed anyway.” 


	
	Follow-up is however sometimes insufficient 
	P5: “If you don’t mind me saying so, I think that, for big cases like my own (meningococcal meningitis), there should be a little longer-term follow-up. I don’t know, maybe every six months, whether psychological or even physical. Because of the scars, etc., I think it is important for patients to feel that they are being monitored for at least one- or two-years following discharge, so that if they still have questions, for example, they can get answers.” 

P6: “I was expecting a follow-up appointment, possibly several months after my release from the hospital, to see how I felt about it and how it had gone. It would have been useful to plan for the future, especially if there were sequelae or anything else. However, this is only done when the patient leaves the hospital, which is not necessarily the best time.” 

	
	Follow-up needs to have an ending 
	F15: “I didn't feel any lack. I didn't think... Yeah, it didn't... In fact, we were happy to get it all out there. So, at the time, it was a good thing that we didn't have 40,000 doctors to see.” 

F21: “Even though everyone's nice, I just couldn't stand going to appointments all the time. It was really very tiring. As for me, I'd stopped working, I'd almost stopped all contact with the outside world.” 

	Perception of the role of healthcare professionals is heterogenous
	GP has a support and proximity role but has limited knowledge 
	P4: “My GP keeps in touch with me by email. That's reassuring too.”

P5: “Whether by telephone or for an appointment, he was available at all times. And that's really important, because once again, if you have to wait three weeks to get an appointment with your GP, it's not necessarily practical".

F19: “We have a GP who understands the seriousness, or potential seriousness, of this, and who says: "if she has a fever, you come straight to the surgery, you don't make an appointment, you come". And it's great to have that as your GP.”

F18: “The treating doctor didn't know because they don't know. Well, they do know, but they have so many people to treat that they don't even know who's who anymore.”

F17: “I think the GP must have received the reports. However, after that, the GP had nothing to do with it. The link between the nephrologist and the hematologist was established by the nephrology service at the hospital.”

	
	Specialists have the knowledge and can provide better care 
	F17: “Even if my GP is a very good GP, she is not a nephrologist or hematologist either.”

P6: “Afterwards, it was my GP who referred me [to memos specialist] and, as I say, my GP doesn't specialize in meningitis. So I think it would have been more the role of the meningitis doctor to refer me to an appropriate doctor for the memory loss.”


	[bookmark: _Hlk148538635] Theme: Access to care and support

	Category 
	Subcategory 
	Verbatim 

	Difficulty navigating the healthcare system and access to care 
	Difficulties encountered (organization of appointments, knowing who to contact in case of questions, managing family and work)
	F18: “And as I was telling you, I think there is a lack of support in making appointments with a specialised physiotherapist for motor skills, as well as ENT appointments. They just say, ‘Here you go! You have to make an appointment with that, that, that, and that.’ It’s not ‘get by’ but almost.” 

P6:” No. Honestly, there was no coordination at all. It was a complete mess. I tell you, honestly, I was on my own.”  

F20: “There's this whole area around it which, from a medical point of view at least, often seems anecdotal, but which, for us parents, is still quite a burden. Because, while you're managing all that, you're not managing the other children.”

	
	Facilitating elements (knowledge of the healthcare system, a contact person)
	P3: “But, it’s true that I was the one managing my thing. I was the one managing my thing, actually. But I don’t know, a lambda person, how he would have done. I don’t know how it would have been, actually.” 

F20: “When there was the ENT follow-up, she brought in the ENT, the department head, but she was the one driving the whole thing. In fact, we felt that there was – in fact, maybe that – we felt that there was a real driver too, that’s what follows the whole from one end to the other. That, I think, was probably the strongest point.” 

	Importance of access to appropriate psychological support
	Entourage as the main source of emotional support
	“AB: What have you enjoyed, quite simply, having fairly regular contacts and receiving calls from your loved ones?
F10: Feel supported, supported, supported.”

P5: “If I needed to talk about it, if I needed to, I'm more open to my friends than to my parents. But they've always, all of them, whether it's my brothers and sisters or my parents or my friends, they've always offered a helping hand, if ever, one day, I needed, whether physically or morally, to talk or whatever.”

P4: “So I really had a lot of support. And all that meant that I was able to find the resources within myself to tell myself that I had to make the necessary efforts to recover from this accident, because it's just an accident.”

	
	Emotional support from family and friends has its limits
	F15: “And I think I might have needed to see someone to, I don't know, cry or do something, to get someone other than my partner or my family to listen to me, because you don't want to worry them at that point either, and people are already very worried. So these are times when you don't talk [...]".

F17: "In the family, everyone can respond with their own fears, anxieties and representations.” 

P7: “So it's always a bit difficult to talk about it, because I know I'll never be 100% understood. Even if I have very caring people around me who listen to me, etc., that's no substitute for someone who's been through 100% of what I've been through.” 

	
	Psychological support proposal as a key element to improve post-IIM care
	F20: “[...] I think the psychological part, the psy part is probably one of the missing points.“

F14: “[...] I think what we missed was psychological follow-up” 

P7: “I think that the non-management of the psychological side is a big black dot anyway” 

	
	They recognized benefit of psychological support of stakeholders other than their families 
	F17: “So I was able to do well despite the fear that I might experience. Also, having a space where I can put down all of my anxieties and fears helped me, as did knowing that someone would always receive my emotions without judgment and help me understand them. This person would also be there to help me move forward regarding this traumatic event.” 

P3: For example, I'd really like to meet someone who's had a toe amputation, because it's very complicated for me in terms of orthopedic devices. In fact, you can have your toes amputated but for something else, for diabetes, for lots of other things. That's my main problem, in fact: the shoes, the pain, that's it. It's those sequelae. In fact, I think it's more in relation to these sequelae that I'd need to meet someone, to say: "OK, what are the tips and tricks?” 

	
	The offer of psychological support must, however, be timed appropriately
	P5: "I think the support should have been provided later, once the person had gone back to work and got back into a routine. That's when the real impact comes [...]" 

F19: “For me, it’s when the child leaves the hospital. At the same time, we explain that they must follow a schedule of appointments. Therefore, it can be right away after discharge, or during the two-week checkup.” 

F18: "And at that point, as I mentioned last time, it wasn’t important for us. However, in retrospect, we should have sought psychological therapy. At that time, though, our priority was managing X’s appointments and caring for him. This took up a lot of time, so taking time for ourselves was difficult.” 


	Theme: Relationship with healthcare givers 

	Category
	Sub-category
	Verbatims

	[bookmark: _Hlk148549159]Communication is essential for patients and caregivers to understand and cope 
	Lack of information on sequelae and follow-up appointments is the main cause of patient and caregiver dissatisfaction 
	P2: “It was me, afterward, who did some research: ‘why am I deaf after meningitis’, all these things I had to look at. I had not been informed, in fact”

P6: “I have no explanation for that. Afterwards, I wasn’t very well out of the hospital, but the last doctor I saw in the hospital, he just gave me the prescriptions. He told me at the end, when I get a little better, I will have to go see the doctors I listed before to do checks. But we did not explain what a doctor, a doctor, if meningitis had consequences on my eyes for example or a particular organ.” 

P5: “I would rather have liked to have check-up for two years, every six months, to have at least this assurance that everything is fine, that there are no sequelae, that you are not really affected in the long term, that your heart is working very well, that the lungs are working.” 

F13: “I don’t see any sequelae, she doesn’t seem to have any, she doesn’t complain about anything, but a small medical visit can’t hurt. I think I would have appreciated, yes. To have the certainty of “yes, everything is fine, it’s a story that is behind us, let’s not talk about it anymore”. 

F16: “Finally, we let out in the hospital, telling us: “we finish the exams that there is to pass and then we don’t talk about it anymore, it’s over”. But, I didn’t get any more information. This is what I say, to know “if she does this to you on such a day, yes, you have to worry” or “no, do not worry if such a symptom comes back”, simply.” 

	
	Patients and caregivers express a need for information to understand and adapt 
	F18: “But it is true that one cannot prepare for something that one does not know and that one does not master” 

F19: “But already, just to understand the facts, nothing to understand the reality of today’s situation is the basis” 

	
	Clear and tailored information is seen as key to successful communication 
	F17: “Excellent, because we still had, we had information that was extremely clear. Really, we were, I think, extremely well informed. In addition, with a speech that was quite suitable for people who are not from the medical community. 

F21: “The information we were given every time? It was clear, eh. It was always suitable for us to understand.” 


	The humane posture of healthcare professionals is recognized to help the well-being of patients and their family caregivers.
	The caregiver by his availability and active listening is a source of support  
	F17: “And then, it’s true that this lady, I met her once, but she had empathy, listening and a way of just saying things.”

F21: “So all the staff there was... he always had the right word, kind, warm. I think that it, it makes the pain that I had, that we had, in the end, we do not feel it. It helps us to continue, to move forward. 

P3: “So I called his secretary. Within ten minutes of speaking with her, he texted me on my cell phone, saying, ‘I have my secretary on the line; I’m on vacation. ’ He said, ‘I’m free. You can reach me whenever you are.’ In the afternoon, I called him back. We were able to talk it over and clear things up. He told me: ‘When you get back to Lyon, let’s make an appointment.’ He also assured me that everything was okay.” 


	
	Unsuitable posture is a source of stress 
	F18: “They were more into their examination as “school case”: “ah, we can see. That’s catastrophic. You see, we can see that it’s rather...” OK, maybe she was training someone but, in this case, she can be discreet or wait until the mother is not there. Because once again, when we do tests, we understand. We are not stupid, even if we didn't go to medical school, we can see when it's beeping, when it's not, when it reacts, when it doesn't. After a while, I started watching because I was worried, and I could see exactly what was going on".
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