Supplementary information

Reflexive journal process.  The main coder reflected on their experiences in healthcare settings which was mostly in busy and loud hospital settings and reflected how this may make them more receptive towards visual and auditory sensitivity entries when coding.  They noted in the reflexive journal how they may have trouble understanding sensitivities such as taste or smell, as reflected in this journal excerpt:
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Table S1. List of questions in the carer experiences survey

	
	Carer experiences survey

	0
	These questions are about the experiences with different sensory stimuli that the person you care for has in a healthcare setting such as a GP, hospital or other healthcare environment. Sensory stimuli can be anything in your environment that you can touch, smell, taste, see or hear. It can also be things that might affect your movements or balance. We are interested in how the person you care for reacts to these stimuli. The reactions may be physical or emotional and can be positive or negative. There are no right answers - everyone responds differently to sensory stimuli and we would like to hear about their individual experience. Please answer the following questions in as much detail as you feel comfortable with.

	1
	How would you, and/or the person you care for, describe their sensory experience when in a healthcare setting such as a GP or hospital? Please indicate which healthcare settings you are referring to in your response.

You may find it helpful to think about different senses, such as what you see, hear, smell and feel. You might also consider different parts of your visit. For example, if you visited a GP, you could describe the waiting area and your experience in the healthcare professional’s room.

	2
	Can you, or the person you care for, tell us about the reactions or behaviour that they have related to sensory stimuli in a healthcare setting? Please provide any particular examples of types of sensory stimuli, scenarios or environments that make them react this way.

	3
	In what ways, if any, have sensory experiences or sensitivities affected your own experience of healthcare, and that of the person you care for?

	4
	Does the person you care for find themselves having to cope with their sensory experiences? If so, how do they cope with them?

	5
	Have healthcare staff, or anyone else, done anything that has influenced how the person you care for manages their sensory experiences in healthcare settings? If so, please describe.

	6
	Have you, or the person you care for, shared information about their sensory experiences or sensitivities with healthcare staff? If so, how did staff respond?
If not, were there particular reasons that you, or the person you care for, chose not to share?

	7
	Have the sensory experiences of the person you care for affected their access to healthcare? If so, in what ways have they done this?

	8
	Can you, or the person you care for, think of any changes that would improve healthcare experiences for people with different sensory needs or sensitivities?

	9
	Is there anything else that you, or the person you care for, would like to share about their sensory experiences in healthcare settings?

	10
	In the previous questions, were the sensory experiences described by you, the person you care for, or both of you?
- It was described entirely by me
- It was described mostly by me
- It was described equally by both of us
- It was described mostly by the person I care for
- It was described entirely by the person I care for






Table S2. Carer experience themes, common subthemes and representative quotes. Quotes are lightly edited to correct spelling and punctuation whilst maintaining original meaning.  Participants are denoted as (CX)




	Themes
	Representative quotes

	Theme 1: Features that trigger sensory sensitivity

	Subthemes 

	Intensity
	-“The bright lights really affect her and she struggles with these.”(C5)

-“He also does not like certain smells mainly strong overpowering smells even if they are pleasant smells.”(C7)


	Multi-sensory Overwhelm
	“My son hates health care settings. He finds them very overwhelming due to lots of different noises. He finds this particularly difficult on a regular day but if unwell its exasperated.” – (C7)

-“At the GPs office it is quite overwhelming. There is usually a lot of people, which my son will find stressful. There is also the bright harsh lighting, uncomfortable seating, the sterile strange smell. These things all add up. The screen let's off a loud beep when it is someone's time to go in”(C2)

	Unpredictability or lack of control
	
-“He doesn't like sudden noises either from children or people.  He also doesn't like people coughing or shouting.”(C8)




	Theme 2: Emotional, cognitive and physical impact

	Subthemes

	Anxiety, panic or arousal
	-“When trying to process and deal with these sensory overloads, she often panics and her first reaction is to cry to let me know that she doesn't like or can't handle the situation.”(C5)
“My son is autistic and finds the whole thing about visiting the doctor stressful. He is already anxious but the unpredictability of when he will be called very stressful.” (C8)

	Distraction and cognitive exhaustion
	"It's like his brain is full and he hasn't got the tiniest bit of room for 1 more thought on how to calm himself and cope.” - C7
"she struggles with the equipment that beep on top of one another and they would seem louder to hear because her she is visually impaired so she struggles to hold attention to one thing with everything else going on” - C5

	Headaches and siezure
	-“He often gets a migraine after the appointment because the noises have overwhelmed him.”(C3)

-“More importantly, especially to overlapping and multiple noises can cause her to have a Tonic-clonic seizure.”(C5)



	Theme 3: Impact on individuals’ healthcare

	Subthemes

	Diminished quality of consultation
	He is so anxious he doesn't take in what the doctor is saying and I have to explain it to him later.”(C3)

-“When getting his blood pressure done he really dislikes the tightening of the band and when younger would refuse to sit still which would result in not getting a blood pressure reading.” (C7)
-“He has been unable to get a blood test for ages because he finds it all too much.  Now we have a nurse who will take him personally to the surgery and bypassing the waiting area.  but this has taken a long time to organise and doesn't help us in emergencies.” (C8)

	Avoidance in seeking healthcare
	-“It is always a battle to get him to go once I get him there he will feel sick doesn’t want to talk and refuses to go to follow ups”(C1)
-“he refuses to go won’t tell me about issues so I won’t make him go.”(C1)
-“When [a healthcare setting] is overwhelmed and 'overloaded' it can make the appointments become extremely unmanageable and difficult and have often had to leave earlier than our appointment time and had to miss an important appointment.”(C5)
-“It has mostly affected his access to dental care as many dentists are unwilling to work with him and things like bright lights and loud noises are unavoidable.”(C2)



	Theme 4: How individuals mitigate sensory sensitivity

	Subthemes

	Setting preferences
	-“I ask for appointments at quiet times which they are usually quite receptive about when they hear about his difficulties in busy noisy environments.”(C2)


	
Limiting sensory input
	“However we use ear defenders and ask for quiet rooms when visiting somewhere that facilitates them.”(C5)

-“The person I care for will place their hands over their ears and look away limiting eye contact when they have experienced noises in the hospital.”(C6)

	Self-regulation strategies
	-“He stims to try and calm himself.  He fidgets in the waiting room and goes in and out of the toilet several times.”(C3)
-“He copes using a combination of fidget toys, ear defenders and safe feeling clothing.”(C2)
-“We have practised some mindfulness strategies and use a worry journal to share before during and after experiences as this can help.”(C6)

	Social Support
	“I have to ensure the person I care for is supported in the hospitals to promote a positive wellbeing as I don’t want confidence or self esteem to be affected.” (C6)
“Although he dislikes going to health care settings I explain to him its non negotiable and explain why for that particular time- I.e. what could happen if we don’t go.” (C7)

	Theme 5: Understanding and accommodation makes a difference

	Subthemes 

	Validation by staff
	-“Staff are always amazing and try to facilitate best they can to make her experiences better.”(C5)
-“Staff have always been calming and reassuring to him explaining the process and if he sits still it is done quickly whereas moving makes it more difficult to get a reading so may have to be redone. They are always praising him too when it's going on and counting down so he knows how long Is left.”(C7)
-“Things are seeming to improve over time with practice and skills and I do think that more healthcare practitioners are learning about how they can help.”(C2)
“Staff know about the light and that she doesn't like a lot of noise.” (C4)

	Dismissal by staff
	-“I think patients waiting for appointments are not really cared for.  I have waited without even a chair before, for hours.  So I think them worrying about people's sensitivities will be way down anyone's list of priorities.”(C8)
-“There isn’t enough support for people with sensory issues they are expected to just deal with it.”(C1)


	Disclosure of sensory sensitivity
	-“I often feel like I am 'annoying' the staff members when I ask for a quiet room but I am beginning to advocate more for her as best I can. I have asked them to put it in her medical notes”(C5)
I know from experience nothing will be done.”(C8)

	Helpful accommodations and adjustments
	-“We have been lucky to have been respected and offered alternative treatments such as video calls and side rooms to limit the effects that sensory overload can have on her.”(C5)
-“As an inpatient, I have explained that she has trouble with sensory processing, they do often put her in a single room away from the open ward' to limit noise and therefore limit seizures which benefits her when recovering and healing from other health issues.”(C5)

	Theme 6: Suggested Improvements

	Subthemes

	Changing the sensory environment
	-“Quiet areas. Sensory corners which are dark but with sparkly lights. Fidget toys, paper and colouring pencils, building blocks.”(C7)
-“It has made me think about what a good idea it would be for hospitals to have dim lighting and soothing music with a better smell for patients in that setting.”(C4)
- “Have things in place for someone experiencing sensory overwhelm, like borrowable ear defenders or a quiet darker space to wait away from others.” (C2)

	Improvements in communication and information provided
	-“Step by steps of appointments so patients know exactly how the day is going to go and can prepare for this.”(C5)
-“Wait times being displayed in the screen. Maybe with patients being assigned numbers when they sign it rather than names displayed.”(C7)
-“Ensuring information is available to staff so it does not have to be constantly raised and flagged by the service user.”(C6)

	Increased recognition
	-“I think all healthcare providers should have some training and have things in place for someone experiencing sensory overwhelm.” (C2)

	Increased flexibility and control over appointments
	Offering Video appointments when it's not completely necessary to make in person visits, like check ups that can be catered for on video calls.”(C5)
-“Quieter appointment times that are limited to a certain number of patients.”(C5)

	Theme 7: Preparation and negotiation

	Subthemes 

	Preparation and worry
	“It's made me plan ahead and try and take lots of things to keep him occupied due to wait times.” (C7)
“For myself, the anxiety and worry about what we are walking into at a healthcare providers is the main effect it has had on me. I have to try to prepare for her sensory triggers and act quickly to avoid meltdowns and seizures.” (C5)

	Negotiating access to care
	“Although he dislikes going to health care settings I explain to him its non negotiable and explain why for that particular time- I.e. what could happen if we don’t go.” (C7)
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Research Interaction and Representation
* How might my presence influence what participants choose to share or withhold?

- Perhaps participants may choose to withhold personal stories that are they do not want to be present within research.

e What kinds of stories or perspectives might | notice more easily?
o | probably will notice more easily experiences that may align with my own or what | expect. Such as those involving

sensory sensitivity to noise in busy healthcare settings.

e What might | miss or misunderstand?
o | may have trouble understanding how sensitivities such as taste or smell may be implicated in healthcare as I'm not

sensitive at all to these.
e How can | ensure participants’ voices are represented fairly and responsibly?
o I need to ensure that | allow myself the flexibility of recoding and redesigning to ensure inclusion across the participants'

voices, not being afraid to correct for any mistakes made prior.




