Additonal File 1. Questionnaire for families
	Question 
	Response Ratio
	Response options
	N

	Current overall care of your child / the child in your care: how satisfied are you with the overall care your child receives?
	27/28 
	· Very dissatisfied
· Dissatisfied
· Satisfied
· Very satisfied
	
	2
2
18
3

	[bookmark: _Hlk192863647]Are your own needs as a parent/guardian/institution (emotional support, information, family support) taken into account and taken care of?

	26/28

	· Yes, absolutely
· Partially
· No, not really
· No, not at all
	
	6
13
5
2 

	If you have ticked partially or not, please specify:

	24/26

	· Need for more psychological support
· Need for more spiritual support
· Need for help at home
· Needs help with other children's activities (trips to school, leisure activities)
· Need help with excessive fatigue
	
	5
3
6
6

14


	What are the main difficulties you are currently experiencing in caring for your child/the child in your care?
Concerning medical care :

	24/28 

23/28 

23/28 

23/28 

23/28 


23/28 

	Difficulties getting an appointment

· Lack of time for discussion with the referring doctor(s)
· Too many trips to the hospital

· No clearly identified referring doctor

· Too many appointments


· Lack of coordination between doctors

	Yes
No
Yes
No
Yes
No
Yes
No
Yes
No
Sometimes
Yes
No
Somewhat
	    5
19
2
21
9
14
3
20
4
7
12
6
12
5

	Concerning paramedical care (nursing, physiotherapy, occupational therapy, psychomotor therapy....)

	23/28 

23/28 

24/28 

23/28 
	· Difficulty getting an appointment

· Lack of time for discussion

· Too many appointments 

· Lack of coordination between paramedics and doctors
	Yes
No
Yes
No
Yes
No
Yes
No
	4
19
7
16
5
19
9
14

	concerning administrative procedures or financial matters

	23/28 

23/28 

24/28 
	· difficulty with completing the health insurance paperwork 
· difficulty with completing long-term insurance paperwork

· financial difficulties regarding the specific situation of your child 
	Yes
No
Yes
No
N.A.
Yes
No
	5
18
5
17
1
9
15

	Have you ever benefited from respite (a break in care, childcare services, home help) while caring for your child?

If yes, were these services sufficient to allow you to rest and take a breather?

	23/28 


8/8 
	
	Yes
No

Yes
No
Partially
	8
15

3
2
3

	If you have ticked partially or not: What types of support could help you ? (Tick all that apply)
-Home Help


-Home care for a few hours during the week
For the sick child: 

For siblings: 

- Temporary care for the child in a suitable environment capable of providing all the care and ensuring the child's medical safety, including stays of 1 night or more, without the parents/guardians (pediatric respite home).
- The possibility of staying with my child in a place that is suitable for both parents /guardians and child, providing all the child's care (pediatric respite home including parents/guardians and siblings).
· Home surveillance at night :






· Psychological support :


	

10


20





20



19



7




10
	

· personal care
· For housework
· For grocery shopping

· during the day
· In the evening
· during the day
· In the evening









· 1 night per week
· 3 nights/week
· every night
· during the weekend

· For you
· For the siblings
	










Yes
No


Yes
No
	

7
7
1

8
7
2
2

10
10


10
9


3
1
2
1

8
9


	Would you accept the help of a multi-disciplinary professional team that could intervene in the home, while working closely with the referring doctors of your child/the child under your care?

	23/28 
	· Yes	
· No
· Perhaps
· I don't know
	
	12
1
6
4 

	If such a team of professionals existed, do you think it could improve your current workload?

	23/28 
	· Yes
· No
· Perhaps
· Don't know
	
	14
0
5
4 

	Is there anything else you would like to add that we haven't already mentioned but that you think is important about care for your child/the child in your care, yourself and your other children?

	“I’m a single mother, and I’m struggling on my own to provide for my little girl and her sisters. Sherling has been hospitalized, and that’s really getting to me as a working parent… After all, I’m the one taking care of her 24/7 at home. I’m always exhausted because I have to manage the house, look after Sherling, handle my three kids’ medical appointments, school… .etc. Sometimes when I don’t sleep at night, I feel like I can’t take it anymore..... To make matters worse, this past month my boss sent me the notice from Social Security but not the official termination letter because she says it’s just a break, but what about me? I have to start over from scratch with the contributions and without a salary.... . There’s this silent depression weighing on me.”

“The doctor should accept when the parents don't agree with the course of action. Of course, without endangering the child's health.”

“The possibility that a secondary caregiver could take the children to medical appointments if the parents are working; it is difficult to take time off work when a child sometimes has three appointments a week, and the parents are unfortunately not eligible for special leave for children with disabilities”

“I think it’s important to emphasize that some doctors could benefit from more in-depth training regarding children with special needs. Care is not limited to a medical examination alone, but also requires a genuine ability to listen, understand, and adapt to each child’s pace and unique characteristics. Better understanding their communication styles, reactions, and needs would help build trust, reduce stress, and improve the overall quality of care for both the child and the family.”

“We lack childcare during the school holidays. Unfortunately, therapies for children are canceled during the holidays. Our daughter is in school during the school term and is well cared for at CDM (Centre pour le développement moteur – specialized center for children with motor impairments, physical disabilities, or polyhandicap), but during the holidays everything is shut down. It's a shame there isn't some kind of daycare center for our children so they could still go there a few days a week and be looked after by well-trained staff. We would love to go on vacation as a family if we knew that our daughter was being cared for in an adequate way with good communication between us and the doctors. There is also a lack of care options that come to your home, which are specially trained for children with disabilities. (Help, etc., are more geared towards adults.) The staff shouldn't change constantly, either. We are cared for by Help (homecare service), and it's incredibly exhausting to always have to explain everything to someone new. The constant turnover of staff is not easy for the children or for us. I think the association “entre une parenthèse” is a great initiative (association aiming to establish a respite home in Luxembourg).”

“Difficulties organizing trips and vacations with the rest of the family due to the care required and the child’s very limited autonomy.”

“Every time we go to a doctor’s appointment, we wait for hours in the waiting room, and our child is uncomfortable in its seat because of the pain. Would it be possible for our child to lie down on a bed while we wait to be seen the doctor?”

“Lack of qualified personnel in the field of rare diseases.”

“Due to his specific breathing difficulties (tracheostomy, ventilator), our son requires round-the-clock care. We have to organize his nighttime care ourselves (find, hire, and pay for trusted caregivers and/or take on the nighttime monitoring ourselves).”

“I am very concerned about the well-being of the siblings. Outside help, provided outside the home, could be beneficial for some families (either at home or outside, depending on each family’s needs).”


















