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2. ABSTRACT

Background

Autistic individuals may have communication and social difficulties, more sensory sensitivities
and are more anxious than neurotypical individuals. Autistic individuals have a higher
probability of having co-morbidities related to autism, health challenges and to need imaging
to establish a diagnosis and for autism research. They face barriers which require adjustments
of care in medical imaging department (MID). They are also faced with the lack of knowledge

and understanding by healthcare professionals.

There are some internationally used methods to manage autistic patients in MRI. However, in
Switzerland, recommendations in MIDs for these patients are scarce, which would impact

radiographers’ practice.

The purpose of this study was to understand and to explore the radiographic strategies used
to image autistic patients in Swiss MIDs and to develop radiographic recommendations.

Methods and materials

Ethics approval was obtained from Swiss Ethics Vaud. An exploratory mixed method study
was conducted with an online developed and piloted survey disseminated nationally, followed
by selected interviews. Information on demographics, strategies used, challenges and
enablers factors by radiographers in managing autistic patients were collected. Descriptive

statistics and thematic analysis were used to analyse data.

Results

A hundred patrticipants fully completed the survey and five radiographers were interviewed.
Sixty participants reported having managed an autistic patient. The main strategies used were
the support from carers, adapting behaviour and communication. The main challenges were a
lack of communication, which led to a lack of organisation, a lack of education to collaborate

and to manage adequately the patient.

Conclusions

Protocols in MIDs are vital to overcome the lack of communication within healthcare services
and between radiographers and autistic service users. The lack of radiographer's knowledge
about autism seem to impact autistic patient's management, resulting in carers playing an
important role during the examination. Customised education for radiographers about autism

is needed.
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2.1. RESUME EN FRANCAIS

Introduction
L'autisme est un trouble neurodéveloppemental normalement diagnostiqué dans la petite

enfance. Ce trouble se caractérise par des difficultés de communication et des difficultés
sociales. Les personnes autistes présentent un niveau élevé d'anxiété favorisé par une
sensibilité accrue aux changements de routine, aux bruits et a I'éclairage. Les personnes
autistes ont besoin de soins de santé, notamment parce qu’ils ont une probabilité plus élevée
d’avoir une comorbidité associée a I'autisme, des blessures suite a une agression ou faites
par eux-mémes et des troubles digestifs. Les personnes autistes ont aussi une plus grande
probabilité d’avoir de I'épilepsie et I'imagerie par résonance magnétique (IRM) est la modalité
privilégiée pour le suivit de I'épilepsie.

Problématique

Lorsque ces personnes ont besoin de soins médicaux, elles se heurtent & divers obstacles
pour recevoir des soins adaptés dans les services d'imagerie médicale (SIM) et doivent aussi
faire face au manque de connaissance et de compréhension des professionnels de santé. Il
existe quelgues méthodes internationales pour prendre en charge les patients autistes en IRM.
Cependant, en Suisse, les lignes directrices et les recommandations dans les SIM pour ces
patients sont rares, ce qui impacterait les techniciens en radiologie médicale (TRM) pour
prendre en charge les personnes autistes. Le but de cette étude était de comprendre et
d'explorer les stratégies radiographiques utilisées pour acquérir des images des patients
autistes dans les services d'imagerie médicale suisses. D’identifier les facteurs facilitateurs et
barriéres que rencontrent les TRM pour prendre en charge ces patients et développer des

recommandations pour aider les TRM dans la prise en charge des patients autistes.

Méthode et matériels
Une approbation éthique a été obtenue par la commission d’éthique du canton de Vaud pour

mener cette étude. Une méthode mixte exploratoire a été menée a l'aide d’un questionnaire
en ligne, développé, piloté et diffusé a I'échelle nationale via I'association suisse des TRM
(ASTRM), des entretiens individuels semi-directifs ont suivi. Les informations de données
démographiques, les stratégies utilisées, les obstacles et les facteurs facilitant la prise en
charge des patients autistes par les TRM ont été recueillis. Des statistiques descriptives et

une approche thématique ont été utilisées pour analyser les données.

06 juin 2021



Hes
% .

UNIL | Université de Lausanne

Résultats
Cent participants ont rempli entierement le questionnaire et cing TRM ont été interviewés.

Soixante participants ont déclaré avoir pris en charge un patient autiste. Les principales
stratégies utilisées par les participants étaient de recourir au soutien du proche
aidant/'accompagnant, d'adapter leur comportement et leur fagon de communiquer selon le
patient, et de prendre plus de temps. Le rble du proche aidant était considéré important car il
consistait a informer les TRM sur la bonne fagon de prendre en charge le patient et d’effectuer
des actions pour détendre et distraire le patient. Selon les participants, le proche pouvait rester
avec le patient durant I'acquisition des images car il permettait que le patient reste calme. Les
TRM ont ajouté que linstitution communiquant la condition du patient était un facilitateur en
IRM, car elle octroyait un temps additionnel et permettait aux TRM des autres modalités
d’organisation leur planning pour avoir plus de temps avec le patient. L’aide d’'un collégue
sympathique, ayant de la patience et étant a l'aise avec ces patients/les enfants, était aussi
une aide pour les TRM. Dans ce cas, les TRM se partageaient les taches, 'un communiquait

avec le patient et le proche aidant, tandis que 'autre TRM s’occupait de la technique.

Les principales difficultés rencontrées par les participants étaient la collaboration difficile avec
le patient; dans ce cas, les TRM s’appuyaient sur I'aide du proche pour le bon déroulement de
'examen. Les TRM ont aussi rapporté le manque de communication au niveau de l'autisme
du patient dans l'institution et qu'’ils n’avaient pas le temps de le rechercher dans le dossier du
patient, ce qui ne permettait pas aux TRM d’organiser leur temps. De plus, la condition du
patient n’était pas toujours communiquée par le proche, dans ce cas le TRM ne comprenait
pas le comportement du patient et effectuait une prise en charge inadaptée du patient. Les
participants ont ajouté que les modalités d’imagerie, sauf I'IlRM, ne comportaient pas de
protocole de prise de rendez-vous, du coup les patients venaient visiter la salle d’examen que

si les proches en avaient la connaissance.

Un TRM faisant de la recherche en IRM sur des enfants autistes a vécu des échecs lors
d'examens IRM. Ces enfants avaient un comportement difficile lors de I'examen et la

collaboration était difficile avec le professionnel de santé qui menait I'étude.

Le manque de connaissance sur I'autisme a été relevé par les TRM pour leur permettre de
comprendre et de collaborer avec le patient. Une formation proche du terrain serait adéquate,
incluant l'intervention d’'une personne autiste et d’'un éducateur social pour discuter sur les

bonnes pratiques de prise en charge de ces patients.
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Discussion
Le manque de communication de la condition du patient par 'institution et par 'accompagnant

semble impacter I'organisation du planning des TRM et la prise en charge adaptée selon les
besoins du patient. Le manque de protocoles en SIM ne permettrait pas de prendre en charge
les patients de maniére adéquate ainsi que d’organiser des visites de la modalité d’'imagerie.
Le manque de connaissances des TRM sur l'autisme pour collaborer avec le patient semble
entrainer que la présence du proche aidant/I'accompagnant soit essentielle pour le TRM pour
mener 'examen. Le manque de collaboration avec les professionnels de santé et le manque
de préparation des patients semble entrainer 'échec des examens. Les TRM semblent vouloir
apprendre a comprendre les patients autistes et les personnes ayant un handicap mental et

apprendre d’avantage d’outils de communications adaptés a cette population.

Recommandations et conclusions
Les protocoles du SIM sont essentiels pour organiser le planning du TRM et la préparation du

patient pour 'examen. La formation sur I'autisme et les maladies mentales seraient nécessaire
aux TRM pour prendre en charge ces patients de maniére plus sereine. Des recommandations
pour améliorer la prise en charge des patients autistes ont été élaborées sur la base des
suggestions des TRM, de la littérature et des demandes d'imagerie.

Lors de la prise de rendez-vous, 'accompagnant doit communiquer que le patient est autiste.
Cela permettra que I'examen soit programmeé a un moment ou le SIM est calme, qu’un temps
adéquat soit octroyé, que des visites soient proposées au patient et qu'une éventuelle
procédure soit organisée avec les services concernés (voie veineuse, sédation, hypnose). Une
discussion entre les proches et les TRM doit avoir lieu pour que les TRM sachent quels sont
les besoins spécifiques du patient. Une photo du TRM qui va mener 'examen peut aussi étre
envoyée au patient. Pour les patients trés anxieux, une préparation en amont est nécessaire.
Le patient devrait visualiser 'examen par des images et expérimenter les étapes de 'examen
dans un environnement similaire que I'examen, plusieurs fois si nécessaire, avec le méme
personnel soignant. Le jour de I'examen, le TRM doit prendre un temps pour expliquer
'examen au patient en parlant calmement, avec des mots simples, sans expressions
figuratives, en privilégiant les questions fermées et en s’aidant d’images au besoin. Pour
'examen, le TRM doit verbaliser ses gestes, donner une instruction aprés l'autre et laisser le
temps au patient d’effectuer I'instruction. Pour positionner le patient, le TRM doit éviter de
toucher le patient et si cela est nécessaire, le TRM doit prévenir le patient avant de le toucher.

Une discussion a la fin de 'examen doit avoir lieu entre le TRM, le patient et le proche aidant

06 juin 2021
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2.2. RATIONALE

Autism is a nheurodevelopmental disorder normally diagnosed in early childhood. This disorder
is characterised by communication and social difficulties. Autistic individuals have high levels
of anxiety promoted by higher sensitivity to routine, changes, noise, and lighting (1-3). They
have a higher probability of having co-morbidities related to autism, health challenges and to
need imaging to establish a diagnosis and for autism research (4-8). Medical imaging
department (MID) can be a source of stress and challenges for autistic patients (9). The
anecdotal lack of knowledge and understanding by health professionals bring more challenges
to manage this situation and to provide an adequate health service (10-12). There are methods
used internationally to manage and provide healthcare in MRI to this specific group of patients
(13-17). There are some developments regarding autistic adults patients for MID and PET-
MRI (18,19), however in Switzerland, the guidelines and recommendations for this contexts

(adults and paediatric patients) are scarce (2,20).

Also, the education and training during BSc impacts the MIDs, having radiographers little

awareness to manage autistic patients according to Ms. Lalive®.

This study aims to explore and understand how autistic individuals are being managed by
radiographers when they visit MIDs. To identify the challenges and enabler factors
radiographers meet when managing autistic patients. Finally, to develop recommendations for

radiographer’s practice in managing this population.

! Bachelor lecture in 2016, Haute école de santé Genéve (Heds)
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3. LITERATURE REVIEW

3.1. What is autism spectrum disorder?

Autism spectrum Disorder (ASD) is a neurodevelopmental disorder occurring during the early
development of the brain resulting from genetic and no genetic (environmental) conditions and
it is diagnosed typically in early childhood. An autistic individual can present different
characteristics including effects on the five senses, social interactions, communication,
repetitive behaviour patterns, impact on intellectual, ability and emotional reactions. The
Diagnostic and Statistical Manual for Mental Disorders (DSM-5) (Table 1) is the standard
reference since 2013 to diagnose mental and behavioural conditions has been applied in
Switzerland and complemented by the International Classification of Diseases 10 (ICD 10)
1,2).

Table 1 - The Diagnostic and Statistical Manual for Mental Disorders characterize autism spectrum

disorder by 5 criteria (1)

A - Persistent deficits in social communication and social interaction across multiple contexts, as manifested by
the following, currently or by history.

1. Deficits in social-emotional reciprocity, ranging, for example, from abnormal social approach and
failure of normal back-and-forth conversation; to reduced sharing of interests, emotions, or affect; to
failure to initiate or respond to social interactions.

2. Deficits in nonverbal communicative behaviours used for social interaction, ranging, for example, from
poorly integrated verbal and nonverbal communication; to abnormalities in eye contact and body
language or deficits in understanding and use of gestures; to a total lack of facial expressions and
nonverbal communication.

3. Deficits in developing, maintaining, and understanding relationships, ranging, for example, from
difficulties adjusting behaviour to suit various social contexts; to difficulties in sharing imaginative play
or in making friends; to absence of interest in peers.

B - Restricted, repetitive behaviour patterns, interests, or activities, as manifested by at least two of the following,
currently or by history.

1. Stereotyped or repetitive motor movements, use of objects, or speech (e.g., simple motor
stereotypies, lining up toys or flipping objects, echolalia, idiosyncratic phrases).
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2. Insistence on sameness, inflexible adherence to routines, or ritualized patterns or verbal nonverbal
behaviour (e.g., extreme distress at small changes, difficulties with transitions, rigid thinking patterns,
greeting rituals, need to take same route or eat food every day).

3. Highly restricted, fixated interests that are abnormal in intensity or focus (e.g., strong attachment to or
preoccupation with unusual objects, excessively circumscribed or perseverative interest).

4. Hyper- or hypo reactivity to sensory input or unusual interests in sensory aspects of the environment
(e.g., apparent indifference to pain/temperature, adverse response to specific sounds or textures,

excessive smelling or touching of objects, visual fascination with lights or movement).

C - Symptoms must be present in the early developmental period (but may not become fully manifest until social
demands exceed limited capacities or may be masked by learned strategies in later life).

D - Symptoms cause clinically significant impairment in social, occupational, or other important areas of current
functioning.

E - These disturbances are not better explained by intellectual disability (intellectual developmental disorder) or
global developmental delay. Intellectual disability and autism spectrum disorder frequently co-occur; to make
comorbid diagnoses of autism spectrum disorder and intellectual disability, social communication should be

below that expected for general developmental level.

The main characteristics of autism observed are always combined with other aspects that can
lead to additional diagnoses requiring different adjustments to their routines and to the

treatment/follow up, namely:
e With or without accompanying intellectual impairment
e \With or without accompanying language impairment
e Associated with another neurodevelopmental, mental, or behavioural disorder
e \With catatonia

e Associated with a known medical or genetic condition or environmental factor

Another relevant consideration, it is the characterisation by level from 1 to 3, having 1 as the
“requiring support” and 3 as "Requiring very substantial support” (1).

Autistic people have often difficulties to socialise in all phases of their lives. During childhood
they can have difficulties to make friends, they often prefer to play alone and as adults they
may present difficulties to communicate and share their feelings and thinking with other people

(1,21). It may also challenging for them to interpret verbal and gestural behaviours from other

06 juin 2021




Hes
% .

UNIL | Université de Lausanne

people, not understanding figural verbal expression or interpreting facial expression (1). To
manage the interaction with other and the interpretation of expressions, autistic individuals
must learn those aspects (22). Specific interest in objects and topics as well as repetitive
movements are triggers for their curiosity and motivation. They may have restricted
behaviours, repetitive and stereotyped movements, avoid eye contact and touch, dislike
change, and new, unfamiliar environments. The changes on their daily life promote high levels
of anxiety, being more comfortable with routines. They may be oversensitive to different types
of stimulation such as lighting, noises, colours and textures but often less sensitive to pain and
temperature variations (warm and cold) (1,3). They may also have a routine for meals, being
sensible to the taste, smell and texture of the food (23). All rituals, repetitive movements, noises
produced by their mouth and throat, speaking loud to themselves have an effect of comforting,
and when stressful situations happen, these actions have potential to calm them (3). These

are called stimming expressions (24).

3.2. Standard of care and specific needs and preferences of
autistic patients

Aultistic patients may take part in medical imaging screening programs, may have headaches
or low back pain, or other common clinical concerns that require them to use healthcare
services in general and Medical Imaging Departments (MID). On the other hand, one of the
most frequent and specific comorbidity of autism requiring medical imaging is epilepsy (4,5).
They may also have a higher prevalence of digestive disorders and multiple comorbid
disorders (4,5,25). These patients have also a higher probability of self-injuries or even being
victims of violence and crime, which demands emergency healthcare (5,8,26—28). Magnetic
Resonance Imaging (MRI) is the examination more frequently requested for the diagnostic
work-up of epilepsy and for deciding treatment, and MRI plays a very important role for brain

evaluation and autistic follow up (6,7,29).

When healthcare services are necessary, several challenges need to be faced by autistic
patients in hospitals (11,30). Autistic children require frequently a follow up in the community
mental health (CMH), however the system does not have often coordination between services,
or their staff is not fully trained to manage this specific scenario. The consequences of the lack
of preparation have been identified as a dissatisfaction expressed by the users
(children/parents/carers) (12). In addition, the environment of healthcare providers, with the

multiple stimuli as crowded waiting areas, often suboptimal (too bright) lighting and increased
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noise, has been identified as a barrier to the seamless healthcare delivery, resulting also in
negative behaviour, anxiety and meltdowns of autistic children (11,31,32). The presence of
different patients, families/carers that can increase noise, the healthcare professionals with
poor understanding of autism are other challenges to face (10,32). Regarding specifically the
MID, there is different equipment, strong lighting, specific machine noise and interactions that
can also overwhelm the autistic patients, mainly in MRI. The necessary procedures to perform
the examinations can generate discomfort, especially patient positioning and intravenous line

placement, since touching is required (9).

Due to the sensory sensitivity and specific communication needs of autistic patients, the MID
as a healthcare provider, must adapt the service to help patients to cope and overcome the
challenges and align to their preferences and individualised needs (18,33). Also, healthcare
professionals in general are not necessarily well educated and trained to deal with this very
specific context, lacking the understanding on how to manage the patient to perform the
examination by adapting communication and techniques to each patient (9,10,12,18,33).
Moreover, communication is important with autistic patients to reduce radiation dose mainly in
the paediatric context since they are more radiosensitive (34). The lack of patient preparation
or a sub-optimally prepared environment will inevitably create more anxiety to autistic patients
and reduce their compliance. The non-compliance can lead to a longer examination or
repetition of the examination due to a sub-optimal image quality or inability to answer to the
clinical question (13,18,35). In addition, a negative experience lived by the autistic patient, can
impact future examination, treatments or appointments, often expressed in the form of
meltdowns and aggressiveness towards the health care professional (HCPs) (30). Depending
on the levels of anxiety, sometimes the only safe solution is sedation or anaesthesia to calm
the patient to reduce the uncooperative and aggressive behaviour, even if pharmaceutical
intervention may have known potential side effects (36). When the patients are too aggressive,
communication is even more challenging and in the worst-case scenario, patients can harm

themselves and the professionals around them (11,30).

Communication seems critical, to give the opportunity to HCPs of identifying if the patient is in
pain or uncomfortable, or why they are not collaborating (30,37). At the same time, having the
right strategy to communicate and to give time to the patient to process, helps to create a
partnership between the patient and the health professional to achieve the objectives
(18,26,37). Knowing in advance the main characteristics of each patient helps to better prepare

the examination scheduling, room and environment to optimise the time and to support the
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patient step by step (3,33). Waiting times and contact with other patients in waiting area can
be minimised, facilitating anxiety reduction. For these reasons, the appointment must be
scheduled in a calmer moment of the shift to have the waiting room empty and ample time to
be able to do the reasonable adjustment to enable a smooth examination. In addition, the
moment in the day when typically, the patient is more comfortable and cooperative must be
considered on the scheduling, otherwise the examination can be compromised (3,32,35).

3.3. Methods for the management of autistic patients in
Healthcare settings

Guidelines for good practice have been elaborated to identify suitable methods to manage
autistic patients, some are more focused in general services and social care provisions (24,38—
44), while some studies from USA and Sweden were more focused specifically on the MID
(13-15,18,19,33,35,45). Regarding the general studies, some methods used by nurses,
doctors, dentists and dentals hygienist suggested the use of pictures to illustrate each step of
the procedure, considering that communication is not limited to verbal (24,32,46). The
development of tools such as a report for dental visits (32,47,48) or a health care kit were
methods also identified (10,24,26). The planning of the procedure can also facilitate a better
management of autistic patients. When the patient has an appointment, the health
professionals must know in advance the specific needs putting in place an action plan to
reduce the anxiety as much as possible. For example, if it is possible, to plan a longer
examination slot to enable them to go slowly through all steps of the way, preparing them and
warning them for possible noises, lighting or other aspects that can be overwhelming to the
patient (3,9,32). For paediatric patients, to wrap them on a blanket and to use a calm and soft
voice it might also reduce their anxiety before and during the examination improving, at the

same time, their collaboration (3).

Collaboration between parents/carers and healthcare professionals was identified also as very
important to prevent frustration and challenging behaviour of the child. The family
members/carers can advise the HCP about the best way to manage the patient. They can also
prepare the child for the visit by gleaning information about the procedure. The interaction

scheme should be well developed to know what can be done in each moment (3,11,49).

In MID, the time to explain all steps, sequences and feelings is critical to help patients to be
prepared for each procedure, to not be scared and to cooperate along the examination (14,33).

Sometimes, autistic patients need more time to move from one procedure to another because
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there are different to their routines and may seem overwhelming at first (9,14,33). In case of a
paediatric autistic patient, in advance preparation carried out by the family/carers helps the
health care procedure. For example, the photograph of the staff members the patient will meet,
can be sent in advance to the patient. Sometimes the use of a toy favoured by the child can
distract and relax and it is vital to have it before and often during the image acquisition (13,33).

Another method identified to avoid a general anaesthesia was play therapy for children with
fear, allowing them during the sessions to become familiar to the environment (50,51). The
optimisation of medical imaging examinations for managing autistic patients presented in
several studies (13,14,16,17,19,52) considers also a pre-examination (pre-visit) session,
allowing the patient to see the room, to test the machine and to learn how to keep immobilised
without the use of sedation. With this approach the anxiety and motion during the examinations
could be reduced (53,54).

The use of a storybook or a social script on an tablet before the examination informing about
the procedures, including images with a child having an imaging examination, was methods

highlighted to prepare the patient (13—-16).

The use of an MRI without the magnets or a mock scanner was explored, to show all the
procedure and the sensory information, allowing the child experience all steps of the
examination (45,51,52). The use of a film or music to distract the patient during the examination
or performing the examination during nocturnal sleep were also other strategies explored
(13,14,51,52).

Some systems also presented a video model around a cartoon-like hero having an MRI,
showing each step of the examination, to familiarise the paediatric patient and the family/carers
with the procedure before the examination. A friendly space environment including the mock
MRI scanner as a spaceship was considered, as well as the simulated MRI noises thought
headphones, and a blanket was available to reduce the movement of the child and increase
comfort. During this process of simulation, the patients went through each step, and they could
repeat the procedure as many times as necessary to make them feel comfortable and prepared
to the real examination. The presence of the same staff in the simulations and MRI examination
was suggested as another method (13,14).

One of the most recent strategies tested is motion-tracking system for MRl mock scanners.
This system tracks the motion of the patient autistic during the preparation, allowing the training
as many times as necessary to teach the patient to stay still during the examination. The

preparation was considered as efficient when the patient was still during 20 minutes (17).
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The use of anaesthesia or sedation should be remain as options and chosen to facilitate MRI
scanning completion for all patients in general but also for autistic patients with challenging
behaviour (36,55). However, the use of sedation or anaesthesia in paediatric patients is not
without risks (36). A retrospective study (56) conducted in MRI using Sevoflurane as sedative
showed 86 complications out of 1469 records of children submitted to it. Main complications
were related to respiratory system (50%), nauseas and vomiting. Complication rate related to
anaesthesia is estimated to be less than 1% for adult patients and 2—3% for paediatric patients
(57).

From the published literature, it seems that guidelines and protocols to manage autistic
patients with or without sedation undergoing medical imaging examinations are scarce (33,35),
even more scarce are the guidance for adults (9,18,19). However, for adults was shown that
the use of non-verbal videos about PET-MRI examinations can help them to be prepared. After
the video the exploratory visits to a real department were also suggested to simulate each
step. All the process must be carefully organized to avoid negative experiences to increase
the chances of a successful examination (19).

3.4. Education

The lack of healthcare professionals education regarding the management and care of autistic
service users has been highlighted by autistic patients (10-12). Some national healthcare
systems (58,59) and Autism charities (2,60-62) have published recommendations, books,
information available on the internet site and flyers. Some workshops and seminars are also
being organized by those societies to better prepare the healthcare staff (60) or information
pamphlets are being created to paramedics and emergency room staff (61). Even societies
have published procedures of different health examinations described in cartoon form with
simple explanations accessible to all as a teaching tool (63).

Regarding the education available for MID professionals, it is mainly developed for MRI and
paediatrics patients as presented in the previous chapter (13-15,17,45). There seems to be
less known for managing autistic adults. A survey conducted in Sweden showed that no MID
had developed a guide to manage autistic patients (35). Some guidance was promoted by the
Society and College of Radiographers from the United Kingdom (64) as a poster, but no other

formal documents were released.

In Medical Imaging (MI) undergraduate programs detailed information to map the current

autism training around Europe is not currently available. In Haute école de santé Geneve, Ms.

06 juin 2021




Hes
% .

UNIL | Université de Lausanne

Lalive, op. cit., Ml students have some lectures to raise awareness about the needs of autism,
challenging behaviour and associated disabilities. Health professionals can self-educate
themselves about autism using different videos posted on YouTube (65) or applications
available in French to learn more about autism (66) but these are not always reliable academic
resources and their validity can be contemplated.

3.5. The Swiss context

In Switzerland 6 out of 1000 children have autism as stated by the Swiss autism organization
(67). This organization is divided in three areas corresponding to the 3 main languages
available in the country — the Autismus Deutschschweiz, the Autisme Suisse Romande and
the Autismo Svizzera Italiana having an office in each state. In the French Speaking part of
Switzerland in the context of health service, recommendations can be found from the National
Institute for Health and Care Excellence (NICE) (21) and different social script about healthcare
visit (2). In Swiss German (68), the recommendations are available for a medical visit (but from
Germany) (69) and for other health domains such as a dental guide for the family (70) and
guidance for paramedics and emergency room staff (26). However, there are no guidelines for
the management of autistic patients in MID.

In Swiss Italian, no guidelines about medical examination or related to health had been found
(71). They have pedagogical materials for the parents/carers of autistic children and adults to
support them. The organization works in partnership with several associations and foundations

related to autism, these partners have available more pedagogical materials.

3.6. Aim and objectives

The aim of this study was to explore and understand the strategies currently in use with autistic
patients (both adults and children) in Swiss medical imaging departments. To develop
recommendations for improving the management of autistic patients for application by Swiss

radiographers.
To achieve the aims the following objectives were identified:
- Development of a survey to identify current strategies used in Swiss MIDs, and
development and conduction of interviews.

- Identification of challenging and enabler factors by Swiss radiographers when

managing autistic patients.
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- Identification of educational provisions needed to improve autistic the care of autistic

service users in medical imaging.

4. METHODS AND MATERIALS

This chapter describes the methodology pursued in the current study about the data collection
and its analysis. It is organized in two sections corresponding to the survey and to the

interviews.

To meet the objectives of the study, an exploratory research design was chosen. A mixed
methods exploratory approach was applied using an online survey and individual semi-

structured interviews for triangulation of data.

4.1. Ethics

A request was sent to Swiss ethics commission of Vaud and an approval was obtained to
perform the study (Reference number: REQ-2019-01148, the approval can be found in
Appendix 1).

4.2. Participants
4.2.1. The online survey

The survey was sent nationwide via a web link, shared on the national newsletter of Swiss
Radiographers Society (ASTRM), and it was open online to potential participants between the
17" of June 2020 and the 3" of September 2020. To reinforce the participation, an email was
sent to the Chief radiographers of the French-speaking part of Switzerland to request their help
to share the questionnaire widely within their teams, with an explanation of the study, its
purpose, and the link. Respondents were included in the study if they worked in Switzerland in
any time of MID or radiotherapy: Conventional Radiography (X-ray), Computed-Tomography
(CT), Magnetic resonance imaging (MRI), Nuclear Medicine (NM) or Radio-Oncology (RO);
regardless of whether they had managed or not an autistic patient. Every type of healthcare
setting was also included: public or private, hospitals (academic, cantonal, paediatric), clinics,
and radiology centres. Incomplete responses were excluded as invalid and unable to provide
the full picture. No personal data of the participants were required to allow more openness and

the survey was therefore anonymous.

06 juin 2021



Hes
% .

UNIL | Université de Lausanne

4.2.2. The interviews

The interviews were conducted with five radiographers between the 11" of February and the
1%t of March 2021. The interviews focused on radiographers who have managed an autistic
patient in different types of MID, different types of institutions, and working in the French
speaking states due to language limitations. A section in the survey asked the participants to
give their e-mail address if they were available to be interviewed. The radiographers selected
for the interview were contacted by e-mail in October 2020. The interview’s participants were
directly associated with an identification number, which also allowed their anonymization. The
link between the name and the number was safely destroyed after the transcription of the
interview. Furthermore, the transcription was only accessible to the author and the directors of
the study.

4.3. Data collection Materials

Surveys and interviews are two strategies of collecting information that complement each
other, enabling the participants to share their experiences in more depth, offering rich data
(72).

The survey was used to collect quantitative data about this subject, as it can reach a larger
population quickly, and it is inexpensive, producing clean and easily analysable data (72).
However, to understand in detail the strategies used by the radiographers and to identify their
needs regarding autistic patient's management, individual semi-directed interviews were
conducted. Interviews allow to know the experience of the participants and the difficulties they
encounter in rich detail with full answers for demanding questions (72). The individual

interviews were preferred instead of focus groups because participants can speak more freely?.

Online surveys and interviews were chosen instead of face to face because of the demands
imposed by Covid-19 context. Furthermore, it simplified the organization allowing the
participation of Radiographers working in different regions of Switzerland. As this survey
happened in the middle of a pandemic affecting frontline staff, like radiographers, there were
many challenges to overcome with recruitment, which were largely surpassed with the use of

the abovementioned online tools.

2 Personal communication in 2020 with Ms Seferdjeli, previously ordinary professor at the HES-SO.
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4.3.1 Survey development and testing

The survey was co-constructed by autism experts from the United of Kingdom in the National
Autism Society and by one of the study supervisors. Then it was adapted to the Swiss context
and translated into French. Since the Swiss context includes several language regions
(German, French and ltalian) the survey was developed in French and English. French was
chosen because it is the mother tongue of the main author, and English was also chosen
because it is the scientific international language and the authors of this study do not speak
either German or Italian. The online survey was distributed through the software RedCap® and
data was recorded and secured in the HES-SO computer servers in Switzerland. The two
surveys (French and English) were coded in an equivalent manner to allow data merging and
to facilitate the statistical tests.

Three volunteer Swiss radiographers had piloted the survey, and suggestions were integrated
when relevant, adapted to the Swiss context by two authors of the study and revised by the
three volunteer Swiss radiographers. The online surveys can be found in the appendix of this
work (Appendix 2).

4.3.1.1. Types of questions

The surveys were composed by close-ended questions (dichotomous and multiple-choice) and
one open-ended question to allow the participants to add a comment. At the beginning of the
survey, a consent button permitted the participant to give his agreement. The participants had

to select whether they wanted to answer in French or in English.

The first part of the survey was composed by five questions to characterize the type of hospital,
the role of the participant, the modality of expertise, the years of expertise and the gender.
The second part of the survey focused the management of autistic patients, namely if the
radiographer had an experience in this situation, with one possible answer between the
following: Yes, No, | am not sure. If the answer was positive, questions about it were posed
such as the context of the experience, the communication strategy regarding the patient
condition, what could help/challenge the radiographer and the possible changes/adaptations
to be performed during or after the examination. But if the answer was negative or “| am not

sure”, the following questions were general about autism.

The third part of the survey had as purpose the identification of the training and knowledge

levels about autism. The participants were asked if they could recognise an autistic patient and
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what characteristics those patients might present; sensory issues, repetitive movements,
extreme anxiety, challenging communication skills, and lack of eye contact, using a 5 points-
Likert scale. As the following: strongly disagree, somewhat disagree, neutral, somewhat agree
and strongly agree. The participants were also asked if they received any training about the
management of autistic patients during their education at school or in parallel during their work.
This question permitted to know if any training was already in place or not in Switzerland. The
participants had to give also their opinion about the type of training required to manage autistic
patients. To know radiographers training needs. A question about the existence of a local
protocol was asked to know if specific guidance had been in place and participants could load

the local protocol if available.

Finally, the survey ended with a question addressed to French-speaking radiographers who
managed an autistic patient to identify if any was available to participate in the interview. A box
to express any comment regarding autistic patient management was also available to allow

the collection of information about other topics that would not have been explored.

4.3.2 Interview design
The interview guide was mapped upon the results of the survey, to address any unmet needs

and answer any queries resulting from the survey. The interviews were designed to last a
maximum of thirty minutes, they were audio recorded and transcribed. To build the interview
guide, the method of Quivy & Campenhoudt, (1995) (73) was used consisting in starting with
a question, followed by an exploration of the literature about the studied subject. The
problematic was also drafted as well as the observation, the construction of the analysis model
(operationalization), the analysis of information and the conclusion. The interview guide can
be found in the Appendix 3 of the study (Table 2).

The questions of the interview were chosen according to the results of the survey and were

based on the interviews of previous qualitative articles about autism (11,74,75).

4.3.2.1. Consent form

The Federal Law on Data Protection (LPD), from Switzerland (19" June 1992), protects the
personality and fundamental rights of persons who are the subject of data processing (art. 1).
According to the law, a free and informed consent form (Appendix 4) and an information form
(Appendix 5) about the interview process were design to the participants. The information form
declared the purpose of the study, that the interview had a maximum duration of 30 minutes,

the participant’s rights and how the data would be used. The form indicated also the material
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used to conduct (video-conference platform) and to record the interviews (audio and video).
The participants were also informed that data would be anonymized and only the main author
and the supervisors had access. The participant was also informed that their participation could
be discontinued at any time without prejudice of any kind. In the consent form, the participant
declared having been informed and agreed to participate. That collected data during the study
could be used, after being anonymized and analysed, for scientific purposes. That the access
to the data collected was authorised to persons bound by the duty of confidentiality. That the
participant was informed that the interviews were video, and audio recorded to allow to
transcript of the content of the interviews in a anonymize manner. Once the transcription

completed, the various recordings will be destroyed.

4.3.2.2. The observation and the construction of the analysis model of the interviews

According to Quivy & Campenhoudt (1995) (73), for this step, the researcher must do the
operationalization. It consists of, from an abstract idea, getting concrete data about a
phenomenon (dimensions, components, indicators/observables, etc.), to sort all the significant
and relevant elements out from those who are not. The indicators/observables were chosen in
two different ways: from the literature findings (11,74,75), from an exploratory phase and from
the results of the survey, in which salient dimensions of the phenomenon emerge by
hypotheses and/or according to the specificities of the field. The abstract idea of this analysis
was the experience of radiographers managing a patient with autism. Three dimensions were
found from the survey results formation/training, experience, and institution. The
formation/training dimension includes the interaction/communication with the patient/carer and
the knowledge about autism. The experience dimension comprises the examination
collaboration with the patient and the carer, and the cooperation with the carer. The institution
dimension involves the scheduling of the report of the patient condition and adequate timing
(Figure 1). Each component has at least one indicator, which corresponds to an interview
guestion. The table 3 of the whole process of the operationalisation in French can be found in

the Appendix 6 of the study.
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Concept Dimensions Components Indicators

What is your opinion on the possibility of doing training on
autism?

Interaction/

communicatio
n Patient/Carer

Formation/

Training

How has the autism training helped you to manage these
patients in MID ?

Knowledge /
about
autism

Could you talk about your experience of managing the autistic

patientin MID?

The }'collab_oratio lived?
experience Experience n thr'g:_'t/ \

of caring a
patient with

ASD

If you encountered difficulties, how did the training help you to
overcome the difficulties?

Have your representations of an autistic patient changed
between before and after the examination?

If you lived several experiences, what are the elements that have

Cooperation changed in your different experiences?
Carer
How do you perceive the collaboration of carers during the

examination?

Shelduling
How does the chain of communication work in your institution

report ASD e . . i .
in relation to an autistic patient?
patient
Institution
Adequate Did you have enough time with the patient and the carers?

time

Figure 1 - Operationalisation

4.3.2.3. Piloting of Interview

The finished interview guide was tested by two radiographers in the same conditions of the
real interview. The interviews were arranged with the platform (TEAMS) available at the HES-
SO Master’s institution. The pilot interviews lasted less than 30 minutes. The recording
functionality of the platform was tested during as well for the audio recording. One of the
supervisors was present during the second pilot interview to help if needed. At the end of the
pilot interview, a feedback from each radiographer was provided and discussed about the
interview process and questions. The suggestions were included when relevant and possible.
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4.3.2.4. Practicalities of Interview

The radiographers were selected to the interview if they were available, with experience in
autistic patient's management or with a practice that could be considered as relevant to the
study. The selected radiographers were contacted, and interviews were schedule. The
documents related to the interview were sent by e-mail to each participant and after reading
and signed were sent by e-mail to the principal author before the interview. An invitation to
access to the video-conference room was sent to each radiographer, as well as a short
explanation to use this platform. The interviews were conducted during February and the first
week of March. After starting the audio and video recordings, the main author introduced
himself, recalled the purpose of the study and reviewed with the participant the conditions of
the interview. Then the number of experience’s years was asked as well as department in
which the participant had the experiences with autistic patients. The questions were asked in
order and prompt questions to deepen the topics brought by the participants. The interview
ended after giving the participant the opportunity to add additional comments and after the

author thanked the participation.

4.4. Data analysis

Descriptive statistics was used for data analysis of the survey using Stata 2014 for Windows
and Excel 2016.

The interviews were transcribed, then analysed in 2 phases according to Bardin (2013) (76),
first a thematic analysis was performed corresponding of the interview guide themes :
experience, formation/training and institution. The second phase corresponded to the
emerging elements identified in the interviews. Finally, the data was organised by themes in

an Excel document.
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5. RESULTS

The results section contains the results from the survey and from the interviews. The first
paragraph is dedicated to the characteristics of the participants from the survey then from the
interviews. Follows the subchapters namely, Management of patients, which includes the
enablers elements and barriers to manage autistic patients. Each topic includes the results
from the survey follows by the results from the interviews. A subchapter is dedicated to the
emergent elements from the interviews. Finally, the subchapters namely Recommendations of
practice from the radiographers, and Knowledge and education about autism, contain both the

results from the survey and from the interviews.

A hundred and twelve questionnaires were received, and twelve responses participants were
excluded because they were largely incomplete. The response rate was approximately 3%
from an estimated population of radiographers of 3284 from the workforce of Switzerland in
2011 (77). The Table 4 shows the characteristics of the participants of the survey. Additional

results from the survey can be found in the Appendix 7.

Most of the participants were radiographer practitioners (89/100; 89%) and most participants
were female (62/100). A smaller group was superintendent of their modality (19/100; 19%) and
radioprotection expert (10/100; 10%). Most of the participants were working in X-ray (82/100;
82%), CT (65/100; 65%), MRI (56/100; 56%) and some in special examinations such as
digestive and urinary (51/100; 51%). A smaller number of participants worked at nuclear
medicine (12/100; 12%) and radiation therapy (3/100; 3%).

Table 4 - Characteristics of the participants from the survey

Characteristics of the 100 Percentages
participants participants
Gender Female 62 (62%)
Male 38 (38%)
Language selection French 90 (90%)
English 10 (10%)
Management of autistic ~ Yes 60 (60%)
people No 27 (27%)
| don’t know 13 (13%)
Years of experiences 0 -5 years 24 (24%)
6 - 10 years 18 (18%)
11 - 15 years 18 (18%)
16 — 20 years 10 (10%)
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21 + years 30 (30%)
Modality of expertise X-ray 82 (82%)
Total: 363 answers CT 65 (65%)
MRI 56 (56%)
Mammography (Mammo) 30 (30%)
Special examination (SE) (e.g. digestives, urinary) 51 (51%)
Interventional Radiology (IR) 34 (34%)
Ultrasound (US) 23 (23%)
Nuclear Medicine (NM) 12 (12%)
Radio-oncology (RO) 3 (3%)
Other expertise Cardiac catheter examination, management, 7 (7%)
regulator, pic line, Tarmed, photo biomodulation,
RIS/PACS.
Role in the institution Radiographer practitioner 89 (89%)
Total: 142 answers Academic 0 (0%)
Research 4 (4%)
Manager 4 (4%)
Educator 5 (5%)
Superintendent of your modality 19 (19%)
Radioprotection expert 10 10%)
Chief radiographers 4 (4%)
Other role Chief radiographers area manager, screening 7 (7%)

expert, member of the Academic Council, quality
manager, patient safety manager, hospital hygiene
referent.

Ten radiographers answered positively for an interview in the survey (Table 5, Appendix 8).
Only six radiographers were selected for reasons of limited resources and time, three females
and three males (ID33, ID51, ID79, ID96, ID102, and ID104). The participants met the inclusion

criteria. Additional verbatim from the interviews can be found in the Appendix 9.

5.1. Management of autistic patients

The survey
Sixty participants declared to have managed an autistic person while the remaining were

unsure if they had. Of those sixty participants, fifty worked in a public institution and ten in a

private institution, thirty-six were female and twenty-four were male.

The ways the radiographers managed an autistic patient was for most of them,
positioning/scan the patient for an imaging examination (58/60; 96.7%). One radiographer

specified declared to have performed an ultrasound and another accompanied autistic
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paediatrics patients under hypnosis. Only one participant trained radiographers to imaging
autistic patients. The table 6 shows the context working the radiographers managed autistic
patients.

Table 6 - Ways radiographers have interacted with autistic patients

Ways radiographers have interacted with autistic patients | Number | Percentages

Positioned/scanned an autistic patient for imaging

o 58 96.7%
examinations
Interacted with the carer(s) to prepare the autistic patient for 0

L 30 50%

the examination
Other context 2 3,3%
Trained radiographers on imaging autistic patients 1 1,6%
Created local guidelines for autism 0 0%

The interviews
For the five interviewed radiographers, all have positioned/scanned patients with autistic

occasionally in X-ray, MRI or CT-scanner. The patients were paediatric, young adult or adult,
while four had interacted with the carer to manage together the patient. One participant shared

that he had taken part in an MRI study of paediatric autistic children.
“(...) he was a child (...) he could have been 8-9 years old (...) it was a simple X-ray (...)” (2)

“(...) Then it's occasionally that we have some who have, who have this disorder, | would say that it's
not, it's not often but it happens. (...)” (4)

The figure 2 shows an overview of the elements: the enablers and the challenges the
radiographer faces when managing an autistic patient, and the strategies the radiographer
uses. Different actors who interact with the radiographer are represented: the patient, the

carer, the colleague/HCP and the institution.
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Enablers: The patient is prepared, calm and
speaks back.

Challenges: The patient is anxious, stressed,
angry because of the waiting time. Imaging
department is new, destabilised because the
procedure of the simulator MRI and real MRl is
not the same. He had a previous bad experience,
has stimulus and a negative maod.

Enablers: The carer is present, calm and
knows well the patient.

Challenges: The carer is stressed, get
nervous or does not know what to do.

Management of the patient

Enablers: The carer uses tips to calm and
distracts the patient.

Challenges: The carer can not stay with the
Enablers: The radiographer applies instructions patient or does not act to reassure the patient.
from carer, adapts his management, proposes to

the patient distractions and a reward. Enablers: The carer shares to the

radiographer informations about the patient
and helps the radiographer.

-The radiographer explains well the
examination to the carer and allows the carer
to follow the patient.

Challenges: Autistic service users have to
communicate the patient's condition to
get an appropiate time slot and a visit of
the imaging room. The radiographer
needs time to prepare and to make
comfortable the patient. Chall : The HCP does not collaborate

with the radiographer to prepare the patient

and the carer for the examination.

Enablers: The patient comes 1 hour before
examination to get prepared and try the MRI
simulator.

Challenges: The patient is not comfortable with the
equipment, the MRI simulator is not as the real MR,
and not used to the pre-session. Colourful
examination room not adapted for all patient.

Challenges: The coleague is not
comtortable with children and stressed.
Challenges:

-The HCP does not let the radiographer to contribute
during examination. The team is late-> stressful situation.

Enablers: The radiographer uses acquisition
speed and wedges the extremities well.
Challenges: Restraints can not work for adult
-If there is no MRI simulator the radiographer
has to manage the patient without it.

Enablers:

-Worried about patient's comfort (earplugs hurt, head
fixation, etc) and is used to getting by.

Challenge: The radiographers is stressed by the time.

Challenges: MRI simulator is expensive
and MRI is impressive. The institution has
no sheduling protocol and no imaging
protacol for autistic patients.

Figure 2 - The management of the patient

5.1.1. Enablers elements when managing autistic patients for medical imaging
examination

The survey
The sixty participants who managed autistic patients found the most helpful elements to be the

support from the carer/accompanying person (49/60; 81.6%) and the support from a colleague
(22/60; 36.6%). One participant wrote that the personal experience with autistic children and
adults as a volunteer accompanying person is helping. The figure 3 shows the enablers factors

the participants experienced.

ENABLERS

Other things helpful M 3,3%
Some local guidelines available —— . 16,6%
Good communication within the healthcare services n———__ 18,3%
Relevant training and knowledge n— 8 21,6%
Help from a colleague I 36,6%
Help from carers I 81,6%

0,0% 10,0% 20,0% 30,0% 40,0% 50,0% 60,0% 70,0% 80,0% 90,0%

Figure 3 - The enablers’ factors experienced by the participants
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The interviews
As in the survey, the role of the carer/accompanying person was important in the interviews,

since the carers can reduce the anxiety and the motion of the patient when carers are involved
in the explanation of the procedure. The participants shared that the carer knows the better
the patient and the way to manage the situations in advising and sharing the sensory issues.
The participants added that in letting the carer accompanying the patient during the
examination, the anxiety of the patient could be reduced, by calming and reassuring him/her
with specific words or with a story. A participant referred that a reinforcement strategy in
communication was important, having the radiographer explaining the examination to the carer
and the carer transmitting the message to the patient by adapting in a way that will be
understood. Below you may find some direct quotes from the interviews on the topic of

enabler’s elements.

“(...) it's the carer we're going to explain everything to him/her and then he/she is going to help us set
up actions to be able to perform the exam (...)” (1)

“(...) Il would say a sentence, and he [the carer] would translate and she [patient] would only look at her
father [carer], and in the end it was fine too, it depends on each situation in fact (...)” (3)

As the survey, the interviewed participants highlighted that the support of a colleague was
helpful. The colleague must be nice, have patience and at ease with paediatric patient, if it is
a paediatric patient. Also, it was considered easier to share the work, one interacting with the
patient and the carer and the other performing the acquisition of the images. However,

sometimes the interaction with the carer was not helpful.

“(...)- Instead, you need a nice colleague who does everything else, and (...) is patient and just gives
five minutes, and if it goes wrong, it's good to change the person [the colleague]. (...) (4)

“(...) | called my colleague (...) she was more at ease with the child than the mother. (...)” (1)
5.1.1.1. Communication of the patient condition by the institution

The survey
Most of the radiographers (35/60; 58.3%) were notified of the patient's condition by the carers/

accompanying person, while twenty-three (38.3%) were notified by the institution via the
examination request, eighteen (30.0%) verbally by another health professional, ten (16.7%)
verbally by administrative staff, seven (11.7%) written on the patient daily list, two (3.3%) coded
in the patient daily list. In figure 4 you may find the emerging themes and subthemes in relation
to enablers of communication. The different actors who interact with the radiographer are

represented.
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The interviews
The interviewed participants highlighted that having the information before the examination

(CT scan) helped on the organisation/planning of the day to have adequate time with the
patient.

“(...) During the day, if we suddenly realise that we have a patient who is going to take us longer, we try
to do all the examinations that we can do beforehand, or we say to ourselves that we're going to try to
save a bit of space so that we can take the patient in a more relaxed manner (...)” (4)

In MR, the participants referred that the procedure has been well coordinated. They added
that knowing in advance that the patient is autistic, allowing a patient centred approach with
additional time. The patrticipants shared that for paediatric patient, the referral has an important
role in organising the examination with the Ml department informing if the patient needs a
venous lane placement, sedation or hypnosis. They added that the patient usually comes in

advance and is accompanied.

“(...) the paediatrician calls, he has the paediatric referral radiologist on the phone and together they
decide which department to put himin (...)” (1)

“(...) there is one doctor (...) when she addresses them (...) she tells us under hypnosis please (...)” (3)

Communication enablers
-The carer is present and opens.

-The patient can speaks
back and understands the -The carer follows the patient, translates to
. \ the patient the instructions and reassures

the patient.

-The radiographer speaks with
simple words to the patient, takes
time and verbalises the
procedure.

-The carer does action during examination
to help the radiographer.

-The radiographer applies instructions from
the carer and adapts his management.

-The carer shares patient’s condition
to the institution.
-The institution can propose visits.

- One HCP speaks with the patient
and the carer. The other HCP deals
with the technical side.

Colleague/HCP -The radiographeras has time to speak with
the carer before the exam and explains well
the steps.

-The carer shares patient’s conditions to the
radiographer and gives information's about the
patient.

Institution

0

-The colleague is nice, patience
and comfortable with children.
Collaborates with the
radiographer, shares knowledge
to manage patient and do actions

f the team is behind schedule. . . el
! ! ! u -The institution communicates the patient's

conditions in the program and gives more time.
-The radiographer can organise the program of

-The radiographer is calm & patience, is -The doctor shares patient’s condition to
comfortable with children. the institution and organises the heldayighavemomime wihihspalisnt
Has communication tools. Worried that the examination procedure (time, venous line
patient has a good experience and the patient placement, sedation, etc).
is comfortable.

Figure 4 - Communication enablers
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5.1.1.2. Strategies applied by radiographers

The survey
Most of the radiographers (55/91.7%) took more time to explain the examination to the patient

and their carers. Forty-nine radiographers (81.7%) adjusted their communication according to
the patient. Twenty-three (38.3%) adjusted the positioning to avoid touching the patient,
nineteen (31.7%) scanned the patient by shortening the time, ten (16.7%) allowed a pre-visit
to the department so they knew what to expect, three (5%) presented different strategies: one
adapted the behaviour (communication style and approach) according to the patient needs.
One asked the better trained colleague and according to the patient’s preference (gender,
physical appearance) to perform the examination. Finally, one proposed to show a picture of
the modality and another asked to colleagues to hold the paediatric patient during the injection.
Two radiographers (3.3%) have made no changes in the examination procedure and none of

the radiographers made the scan less noisy.

The interviews
During the interviews, the participants also shared that they took more time with the patient

and the carer to explain the examination, especially before the examination. The interviewed
highlighted that they adapted their behaviour as they are used to manage many patients with
different disabilities and they were creative. To paediatric patients, the participants shared they
can propose to the patient to listen music and that it is always important the way procedures
and information are verbalised even if the patient is not autist, being important to adapt to

reduce anxiety.

(...) every experience is different, in fact. (...) because it is very different from one person to another, so
| try to adapt to the person or to the accompanying person if there is one (...)” (3)

“(...) | explain the same thing, whichever child it is, whether they have any illness, whether it's mental
or physical or whatever, | think it's always important to verbalise things, and then to show, to make a
demo (...) it's the same for me whether it's an autistic child or not (...)” (1)

5.1.2. Challenges to manage autistic patients

The survey
Most of the radiographers found that the lack of training and knowledge about autistic and

managing autistic patients were challenging (35/60; 58.3%), as well as the lack of local
guidelines (24/60; 40%), the lack of a good communication within the healthcare services
(15/60; 25%), the lack of support from carers (8/60; 13.3%) or from another colleague (4/60;

6.7%). Five radiographers (5/60; 8.4%) also presented as challenges the lack of time for the
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patient, the need for always adapting the approach, since each patient is different, to keep
patient still during the injection and the image acquisition and managing patients with
developmental delay and cognitive disability. These can also be seen in the figure 5 below.

CHALLENGE

A colleague unavailable to help [ 6,7%
Other challenge/concerning I 8,4%
The carers couldn't help or they were absent | 13,3%
Lack of communication within the healthcare services | NN 25,0%
Lack of guidelines about how to manage the patient | NNNRNREREBEEEE 40,0%
Lack of relevant training and knowledge [ 55 3%

0,0% 10,0% 20,0% 30,0% 40,0% 50,0% 60,0% 70,0%
Figure 5 - The challenges factors experienced by the participants

5.1.2.1. Challenging results from the interviews
In this section, additional results that emerged from the interviews about the challenges the

radiographers faced, are presented.

Challenging collaboration with the institution
According to the interviews, the main challenge concerning the institution, was the examination

scheduling. The time allocated to an autistic patient was the same of a typical patient, not
allowing an adequate care and no protocol was in place to include patient visits before the
examination. The scheduling of a visit for CT examination depends on the carer’s knowledge.
To immobilise the patient with restraints to perform faster the examination was an approach in

use that was not appreciated by the participants.

“(...). The problem with the scanner is that it is an examination that is so fast that you think everything
goes quickly! Including the preparation, which is not necessarily the case! (...) We can say to ourselves,
yes! You put him on the table, you truss him and then hop! It's done. (...)” (4)

“(...). No, | think... Unfortunately, it's mostly uh... let's say, | according to the habit of the relatives, who
knows (...) what is best for the person, and perhaps knows that yes, it is necessary to come for a visit
before, or yes, it is necessary to talk about it before. Then they will anticipate, (...) it is perhaps from
them that it comes, in priority (...)” (4)
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Challenging collaboration with the carer
For two participants, the accompanying person, the parent or the social worker, responsible to

support the patient did not transmit the condition to them or to the department. Most of the
time, the carer asked if it is possible to escort the patient but without knowing the patient’s
needs, the radiographer can take inadequate decisions due to the lack of understanding.

“(...) often there is someone who is there (...) asking if it is possible to come with, or that's how | see it,
that it is different (...)” (3)

“(...). But what struck me the most was that the mother, she didn't tell me anything in any moment! She
did tell me that the (...) son was with autism (...). It was, for me it was, it was essential. | had to know.
(...) I will have understood! (...)” (2)

Challenging collaboration with the patient
The interviewed also shared that the collaboration with the patient was generally challenging

because it was difficult to establish contact with them to obtain answer from the patient, to
know, for example, what could cause their discomfort. One participant shared discomfort when
the carer was absent because of the challenging collaboration with the patient, mainly if

paediatric.

“...) | can't imagine being alone with someone who is, precisely, incapable of any, any contact, or uh
you don't know what can happen (...)” (4)

“(...) he was already not listening to his mother! Imagine if he was going to listen to me or my colleague.
(--.)"(2)

The radiographer that has performed a functional MRI study to autistic paediatric patient
(leaded by a psychologist), experimented a challenging behaviour even with a preparation
session before the examination. The preparation session involved to lie on the table of the MRI
game and watch a movie. After the preparation, the patient came to the MRI examination room.
However, the real MRI room was not similar in size and shape, only the colours were the same.
The procedure between the MRI was also not the same; the patient had to wear the
headphones and to watch the movie of the study for the MRI acquisition, and the radiographer
was introduced lately to the patient in the MRI examination room. The patients were in a
negative mood and were not listen their parents, one participant did not want to wear the
headphones and wanted to watch the movie. Just one of the patients could keep the right

positioning for 30 minutes allowing the image acquisition.

“...) he didn't want to put himself in the device, so uh in the brain antenna. And then put on the
headphones. The problem was, the headphones, because they squeezed his ears. And uh, we tried, |
think, for an hour we tried to coax him to put on the headphones or just the earplugs, and he didn't want

to. (...)" (5)
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Challenging collaboration with other healthcare professionals
The interviewed also shared that the collaboration with the healthcare professionals (HCP)

was challenging because of the lack of collaboration. They explained that when the patient
came for an imaging examination, the HCP did not warn the radiographer of the patient's
condition and they came a few minutes before the imaging department closed. The participant
added that for the MRI study, the psychologist did not allow the radiographer to be present
during the discussion with the parents and the autistic paediatric patients during the pre-

session.

“(...) | remember that the psychologist came with the child, the parents, and then locked herself in the
MRI room and, um, she made her own speech. So | never saw what she was going to do. She always
told me: um, don't go in and disturb them. (...)” (5)

5.1.2.2. The condition of the patient not communicated
In this section, results from the survey and the interviews are presented to illustrate the

challenges faced by the radiographers when the condition of the patient is not communicated.

The survey
Eighteen participants (18/60; 30%) declared that the patient condition was not communicated

before the examination by any other health professional or administrative staff, or by the (7/60;

11.7%) carer/accompanying person.

The interviews
The communication of the patient condition depended on the institution and examination type

according to the interviewed. For an X-ray, it is not communicated and for MRI examination, it
is communicated that the patient is autistic, or it is mentioned that the patient is vulnerable
without specifying the patient's disorder. In general, the participants shared that they are not
informed if the patient is autistic, if it is written in the patient’s file, they do not have time typically

allocated to read it.

“...) in MRI at X, they call, they say: here, I'll come that day. Um, and then we... know that, on our
programme it says: be careful with patient, vulnerable. And that's all. We don't know if it's autism and so
on. (...)" (5)

“(...). Because we don't have much information, we don't have time to read the files, probably there is a
file somewhere but we, we don't have it (...)” (3)

The interviewed also shared that without knowing the patient condition in advance it is harder
to organise their planning and added that in this context, it was a stressful situation. However,
in this situation was observed, the radiographers took the necessary time with the patient

anyway, even if the rest of the day's planning was in delay. Sending back the patient to
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reschedule the examination was not seen as the right solution. When a delay in the planning
happened, the radiographer shared that it was requested a supported to another colleague by,
for example, distributing patients in other rooms/ equivalent equipment.

For the management of the patient in emergency context, the radiographers took the adequate
time with the patient to have the examination going well. In CT if there was no drug
contraindication, it was prescribed the use of “MEPOA” (relaxing). The participants highlighted
that between them and their colleagues, they needed to organise the planning to have one

radiographer interacting with the autistic patient from the start to the end.

“(...) I start the exam, then | have a colleague who finishes the exam, | think it's something that is more
harmful (...) we must organise ourselves (...)” (1)

In figure 6 you may find the emerging themes and subthemes in relation to challenges of
communication.

Communication challenges .
-The patient can not speaks back. He 9 -The carer is absent.

has a negative mood, does not listen
the carer. Each patient is different and -The carer does not know what to do. The

radiographer did not explained well the
examination to the carer.

will react differently.

-The radiographer can not take more
time. Did not start well with the patient,
is clumsy and does not understand the

patient's behaviour.

-The carer gives no information's about

the patient to the radiographer.

- The radiographer manages the patient
without the informations from the carer.

Patient

-The radiographer can not do the
examination from the start to the end.
-they are more than one radiographer

speaking with the patient

-The carer does not share the patient's
condition when making an appointment.
- The institution does not allocate more
time for the examination.

Colleague/HCP

- The HCP is not comfortable with o/

autistic patient and gets nervous.

Institution
-The radiographer has no time to speak
with the carer before the examination.

-The institution does not communicate
the patient’s condition in the program.

-The HCP does not collaborate with the -The radiographer can not organise his

radiographer for the examination. There The radioaranher i late. and has little -The institution allows program.
- i i , i ination wi ;
is no transmission of important Knowled egabl::ut autism examination without making an
informations. 9 . appointment.

Figure 6 - Communication challenges

5.1.3. Recommendations of practice from the radiographers
In this section, results from the survey and from the interviews are presented related to

recommendations of practice from the radiographers.
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The Survey
The participants added some recommendations of practice. In one hand, sixteen participants

added comments about the behaviours of the radiographers to the patient: to establish contact
with the patients by calling them by their first name, use familiar language. To be patient, gentle
and empathetic. Taking care of such a patient is not so different from taking care of another
patient. The challenge is to position the patient without touching them, they do not like to be
touched at all. To adapt the way of working to the personality of the patient. Just take a lot of
time, to be really nice and everything will work well. The professional who was caring the
patient told that in combination with somatic health problems like epilepsy: when patients is
moving, fidget and/or anxious, to turn the light brightness down, many times, the patients will

get more relax, also these groups of patients. Most of all try to understand this special patient.

In the other hand, participants added comments about the organisation: For invasive
procedures, a prior discussion with the carers is welcome to organise a possible sedation or
hypnosis or MEOPA.

The interview
The interviewed participants made also some recommendations to apply on practice. They

explained that the radiographer should be careful that the patient is lying comfortably. One
participant added that the radiographer should listen to the patient’s needs as in hypnosis, for

example, the patient would like to be escorted by the carer.

“...) I don't know if he said it, but | saw that it bothered him, the fixation. (...) | took it off, it was no
problem not to put it on (...) Yes, | told myself that | would have more chance of not moving but, if he
doesn't want to, it's no use of. (...)” (3)

Another radiographer shared that the patients should be prepared for the examination by
presenting them videos about it. Even a video presenting the MRI procedure with simple words
could be available in the waiting room. A discussion with the parents before the examination

can be also helpful.

“(...) 1 think it's better to meet the parents first, to see how the child functions, to know the things that
should not be done, that should be done, etc. (...) the parents should call perhaps a day before, and
say: my child is such and such. We have to... behave like that, and in fact, or even, come uh 45 minutes
before, then prepare ourselves nicely (...)” (5)

5.2. Knowledge and education about autism

The survey
Most of the radiographers (64/100; 64%) referred that they were not sure if they could

recognise a patient with autism. Twenty-five (out of 100) answered they could recognise a
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patient with autism and eleven (11%) could definitely not recognise them. A total of 13% were

not sure if they managed an autistic patient.

The results from the Likert scale about the main characteristics autistic individuals might
present showed that most of the participants answered they were “somewhat agree” about the
characteristics presented. The highest answer of “strongly agree” was for the characteristic
“challenging communication skills” about 31%. Most “neutral answers” were for the
characteristic “sensory issues” for about 38% and the most “somewhat disagree” answers
were for the characteristic “lack of eye contact” for about 20%. Additional results from the Likert
scale can be found in the Appendix 10. The Table 7 shows the results of the Likert scale about
the characteristics autistic individuals might present.

Table 7 - Results of the Likert scale autistic individuals’ characteristics

Characteristics Strongly Somewhat Neutral Somewhat Strongly
agree agree disagree disagree
Lack of eye contact 16% 48% 15% 20% 1%
Challenging 31% 59% 3% 7% 0%
communication skills
Extreme anxiety 22% 50% 19% 9% 0%
Repetitive movements 13% 58% 20% 8% 1%
Sensory issues 11% 44% 38% 5% 2%

The interview
One of the interviewed shared that probably some radiographers would not know what autism

is, moreover the participant added not being a specialist in mental disabilities disease, even
having some training about communication tools with patients with mental disabilities. Another
participant shared that the older radiographers received probably even less communication

tools at school compared to the actual lecture.

“(...) I mean, we're radiographers, we're not all psychologists, or psychiatrists who knows exactly what
is autism. (...)" (2)

“(...) | clearly realise that, perhaps now they are focusing more on communication, but | think that all
the older radiographer colleagues, they have not had any courses [communication], they were probably
left to their own devices, there you go, and | don't think they were given any tools for that...”. (...)” (1)

5.2.1. Education about autism

The survey
Three (out of 100) radiographers answered that they had training to manage people with

autism and in addition, three participants shared to work with handicapped people. One

participant referred that a local protocol was available at work but no local protocol was
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uploaded thought the survey. Moreover, twenty-eight participants did not know if a local
protocol was available in their department. The table 8 summarizes the different education
about autism the participants from the survey experienced.

Table 8 - Education about autism

Education about autism Number Percentages
Short duration training about autism (CPD) 2 2%
Lecture at Bachelor 1 1%
Working with handicapped people 3 3%
Uploaded local protocol available at work 0 0%
Not sure if a local protocol is available 28 28%

Personal experience have an autistic family

0,
member 2 2%

Training and knowledge which could be necessary to manage an autistic patient followed, in
the hundred participants, the majority answered that they felt that training/knowledge to
communicate with an autistic patient (85/100; 85%) as well as the carers (46/100; 46%). The
understanding of the needs of autistic patients (76/100; 76%), calming the patient (71/100;
71%), recognising an autistic patient (63/100; 63%), optimising/modifying the medical imaging
examination (43/100; 43%) were also identified as necessary aspects to be trained. Two
participants added a training/knowledge need; “To listen and to have humanity. Autistic people
have so many different degrees of severity, sometimes communication, understanding and agreement

of a patient is existing and sometimes nothing at all.”

The interviews
One interviewed who participated to an MRI study, received a training to help on the

management of an autistic patient for the study. A patient with Down syndrome was at the
training with a social worker. The radiographer learned that it is important to put themselves to

the patient level by kneeling, and by using simple words to be understood by the patient.

The interviewed participants shared that managing autistic patients is rare and that the training
could not reach all radiographers. It was also referred that simulated training close to the reality
with an autistic patient could facilitate radiographers understand autism. The participants also
needed a training about mental disabilities in general because they manage of lot of different

patients who have mental disabilities other than autistic people.
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“(...) But then, | think that we can do this kind of training, maybe, focused or uh, on patients with an
autism disorder, now it can, probably and most certainly be useful to, many other patients and many
other situations! (...) in my opinion, it can even be useful for the whole of paediatrics for all the patients
who have disorders, well, | mean, there are plenty! It's not, it's not only focused on autism (...)"4)

6. DISCUSSION

The findings of this study revealed that Swiss radiographers are managing autistic individuals
in their clinical practice as 60 out of 100 participants declared to performed examinations in
this context, even without any specific protocol or guidelines in place. This results are similar
to those also observed in another study (35), showing that MID are not yet fully adapted to

provide personalise care to autistic users.

6.1. Enablers

To overcome the challenges associated to autism, the participants highlighted the important
role of carers/accompanying person in helping and supporting the preparation of the patient
mainly in paediatric context. Several strategies were used by the participants to promote a safe
environment namely, the help of the carer in identifying specific sensory issues of the patient
or in explaining the instructions. The relevant explanations and the instructions about the
procedures were communicated to the patients and to their carers to facilitate the
communication. The participants shared that carer typically translated the instructions from the
radiographer to the patient [triangulation of the communication] and reassured the patient
about the radiographer's work to perform the examination. For paediatric patients the
explanations were performed, for example, by demonstrating the procedure with their own toys
when available. During the examination, the carers played also a role by distracting the patient
or by telling stories to keep patients still. This approach of using the carer is highly
recommended (3,11,32) since parents, for example, are considered experts, knowing the best
way of interaction with their children, facilitating the examination and providing comfort (11,35).

Depending on the interviewed participants, the carer/accompanying person could stay during
the image acquisition. But in certain conditions, the carer needed to leave the examination
room if a risk was identified namely in MRI and CT. In MRI the risks are related to the magnetic

field while in CT is the exposure to a high level of radiation dose.

Other strategies recommended by radiographers based on previous experiences and/or

training, were to kneel in front of the patient to be at the same level, speaking with a calm voice
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and using simple words. The help of another colleague skilled in paediatrics was also referred
as a possible strategy.

The collaboration with the institution was identified as an enabler, mainly if a communication
about the patient condition is presented to the radiographer, allowing a better planning and the
adequate time slot to accommodate patient’s needs. The prescribing doctor organising the
examination procedure with the institution was also a facilitator. Sedation or hypnosis was
scheduled according to the patient's needs. Previous research identified that self-hypnosis

reduced claustrophobia and the need to use sedation for an MRI examination (78).

6.2. Challenges

Several challenges were presented by the participants, regarding the examination planning.
The time allocated is typically short, not allowing a detailed explanation or a familiarisation with
the context, impacting the imaging acquisition due to patients’ extreme anxiety. The exception
identified in this study was for the MRI examinations. The radiographers referred that they were
informed by the referral doctor about the patient’'s condition allowing their adequate
preparation. More time was allocated to the examination and/or visits to the room were
scheduled before for patients to experience all examination steps to reduce anxiety as
recommended in previous studies (3,32). When the examinations were running behind
schedule, radiographers referred that postpone autistic patient examination was not the right
solution since it could increase the anxiety and challenging behaviours. In these cases, the
participants preferred to take more time then scheduled to perform the examination by
organising the rest of the planning, changing patients or using other available equipment when

possible.

Another challenge was the non-communication of the patient’s condition, as twenty-five
participants answered they were not sure if they managed this population. It seems that the
condition of the patient was not communicated clearly, obliging the radiographers to adapt the
planning or to performing the examinations without adjusting to patients’ needs. These
challenges are easily overcome if the condition is communicated as demonstrated in previous
studies (32,49). If the carer/family member prevents the institution about the patient’s
condition, the examination scheduling can be adapted to be integrated during a calm period of
the day or in the end of the session, and the HCPs will know the best actions to take in
consideration to reduce patients’ sensory reactions (32). A previous study found that not every

autistic patient carer search for information about the examinations/procedures to prepare
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them better (49). Autism associations can help autistic child parents to be prepared for a health
care visit, by sharing links about health examination explaining their procedures. However, no
guide about the procedures for medical imaging examinations has been found online in those

organisations.

The findings of this study showed also that in an emergency context the preparation of the
examination and the patients’ managing were more complicated, being even more critical the
communication of the patient’s condition. In these emergency scenarios, previous research

suggested a good communication between the carer and the health professionals (26,31,37).

The findings of the study revealed that autistic paediatric patients that were participating in a
MRI study carried out by psychologists had pre-sessions involving a game related to the
examination, but most of the examinations failed. The game was not similar when compared
to the real machine or the procedure. Previous research about pre-session to prepare the
autistic patients for MRI examinations were attentive that the Mock scanner was similar to the
real environment, allowing the children to get familiar with. If necessary, the patients could
experiment the Mock scanner multiple times until they felt ready. Even evident in the literature
the importance of simulating with high levels of realism, the interviewed participating in this
study referred that the psychologist did not allow the radiographer to be present during the pre-
session, not having the possibility of starting a routine to increase familiarity. The preparation
before the examination seems to be critical to prevent challenging behaviours from the patient,
and to provide comfort and build up a routine. In this purpose, storybook, social script and
video have been developed to present and to prepare the patient for the examinations
(1,3,11,13-15,17,19,32).

The interviewed participant shared that they had received some lecture about autism and did
not know autism in detail. The findings of the survey also revealed that most of the participants
had general knowledge about autism and responded to the survey “somewhat agree” to all the
proposed characteristics of autistic individuals. The characteristic “communication challenge
skills” was the most known characteristic by the participants (31% “strongly agree”), while the
characteristic “sensory issue” had the most neutral answers (38%). Not knowing about the
sensory issues, radiographers cannot adequately act to reduce the sensory stimuli as
recommended in the literature to reduce the barriers and to deliver health care safely
(3,9,31,32). This is in line with radiographers of this study, none of which attempted to reduce

the acoustic noise during the MRI or similar examinations.
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The survey revealed that no local protocol was available to manage autistic patient but twenty-
eight participants did not know if such protocol existed. This also show that communication
need to be reinforced about the topic of the management of this population.

The survey revealed that three radiographers out of hundred received training to manage
autistic patients, during their undergraduate studies or as continuous professional
development. In addition, three participants were working with handicapped person. Not being
a current practice amongst radiographers nowadays, the training about autism seems to be
critical (9,10,18) and a point to reflect and integrate in the medical imaging curricula by learning
how to communicate when non-verbal language is common. The use of pictures to
communicate about medical imaging, for instance, may help in the preparation and image
acquisition (15,24,26,46).

The radiographers highlighted knowing how to adapt communication with the patient as being
one of the most necessary specific skills (85%), with secondly the skill to be able to understand
the patient’s needs (76%). The participants seemed to be dependent of the carer presence, as
they can share the specific preferences or each patient to reduce discomfort. The integration
of specific lectures and skill labs related to the autistic were highlighted. The inclusion of
sessions with the presence of autistic patients to share advice on conducting the examinations

were also referred as well as a useful type of training.

6.3. Limitations of the study

The main limitations of the study are related to the period when survey was disseminated.
During summertime, radiographers have their main holidays’ period impacting the response
rate. Having four official languages in the country that are not always mastered by the entire
population could work also as a barrier since the survey was developed only in French and
translated to English. This may be a barrier for the Swiss German and the Swiss ltalian to

answer to the survey, which might explain the lower survey uptake.

Due to the pandemic period, the radiographers were greatly overloaded, working on the
frontline, so this reduce the time they had to participate, mainly impacting the interviews. Only
French-speaking radiographers were selected for the interviews as the main author did not to

have the skills to conduct the interviews in another language.
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7. RECOMMENDATIONS

The guidelines proposed by other healthcare professionals seem to be adaptable to medical
imaging departments. For this chapter these guidelines were considered and suggestions from
the participants through the survey and the interviews were also integrated. The main
recommendations are organised by the patient journey, so offer advice for before, during and
after examination, including recommendations for patients’ and carers’ management;

education and training and link with Autism organisations and agencies.

7.1. Recommendations of practice on the management of autistic patients

The table below (table 9) summarizes the main recommendations to improve autistic patients'
experiences in medical imaging departments include examination type, preparation and

acquisition, interaction with the patients and their carers, as well as the education and training.

Table 9 — Main recommendations to provide person centred care for autistic service users of medical

imaging departments

:?:(::rlri'g:tti:rf\ Recommendations Justifications Implementation on practice
Before the Communication of the Scheduling the examination To develop a scheduling protocol
examination  patient's condition to during quiet moments, allow for each imaging modality.
the institution appropriate time duration for
each imaging slot, allow pre-
visit, organise examination
involving different departments
for better coordination of
workflows.
Before the Communication of the To organise a discussion with To increase collaboration between
examination | patient’s condition to the service user and/or carer imaging departments and autism
the radiographers about the best approach to organisations to develop imaging
manage the patient. The examination procedure guide
radiographers know how to act | available for autistic patients and
to reduce sensory issues. their carer.
To optimise communication
pathways between autism service
users and their carers and HCPs
During the Providing reasonable To allow the radiographers to To develop imaging adaptation
examination = adjustments duringthe = modify the environment (light, protocols, in collaboration with
examination noise, positioning) to ensure patients, service users, Autism
they meet their patients’ needs  organisations and the Swiss
and preferences. radiographers association, for
implementation at a national level
and for raising awareness.
In parallel Development of short To enable the radiographer to To identify faster optimised

imaging protocol for

perform short examinations to
autistic patient

protocols with diagnostic quality (by
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routine examination a mutual agreement between
(ankle, knee etc.) radiologists and radiographers).

In parallel To organise training To enable radiographers to Higher education, Institutions,
sessions with autistic understand these patients, to Swiss Radiographers Association
patients and the help of ' acquire knowledge and could organise these training as a
trained healthcare staff | communication skills to improve = short training or a Continuous
(e.g. social worker) their practice. Professional Development.

The following section contains recommendations that are best applied before the day of the

examination, during and after the examination.

7.1.1. Before the examination
To achieve a good performance regarding the medical imaging examination, it is critical to

think about the scheduling, patient and carer preparation and physical environment

organisation.

To schedule the examination at a time when the MID is quiet, appropriate time slot considering
the patient’s preparation and avoiding waiting time, and communicating the patient condition
by themselves or by the carer/accompanying person are the main aspects to consider pre-
examination (3,24,32).

When a special procedure is required for an autistic patient, the prescribing doctor (referral)
must organise the examination with the MI department by informing the patient needs such as

a venous lane placement, sedation or hypnosis.

To avoid patient’s challenging behaviour during the examination mainly if the patient is
anxious, an advance preparation is recommended. The patient should read about it and/or
watch the procedure using adapted brochure, illustrated storybooks or videos (14,19,33) and
the autism organisations should participate (63). Organising visits before the examination is
also a possible recommendation to better prepare the patient and to create a routine and to
tolerate the required procedures. The steps required in each examination can be followed by
the patient in a gradual and positive approach considering the imaging room details; as to lie
on the examination table, to wear a headphone, to hear the typical noises, etc. (13,14,32).
Within the context of a MRI or CT scan, a pre-session with a Mock scanner can help, mainly
when the Mock scanner is similar to the real machine as well as the context, having even the

same staff members present (14,15,17,19,35).

To prepare the patient, it is recommended that the radiographers’ photograph who will perform

the examination, be sent to the patient as soon as possible. To distract the patient during the
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examination preventing stress, it is appropriate that the carer/accompanying person takes toys
or objects appreciated by the patient context mainly in paediatric (33).

Preparing the environment by reducing lighting and noises it can helps on overcome sensory
issues by answering the patient’'s needs (3,24,32). The communication of the patient’s
condition will allow the radiographer to organise the daily planning to save more time and to
ensure that the same staff performs the examination (14). The support of an adequate
colleague it can be also a solution in sharing the work (one talks to the patient and
carer/accompanying person while the other performs the technical side). In the context of an
emergency, it is vital that the condition of the patient is communicated to the radiographer to
adjust the procedure to the patients’ needs (26,37).

To facilitate the image acquisition, it is necessary that institutions (radiographers and

radiologists) develop faster and quitter imaging protocols for all imaging modalities.

When the patient and the carer are welcome in a health centre, to reduce sensory issues
during the waiting time, it important that the patient with the carer/accompanying person are
conducted in an adequate waiting room (31-33). In an emergency context and to get familiar
with the procedure of the examination, it is essential that the patient and the carer have access

to various materials, for example, social script available (15,63).

7.1.2. During the examination
To perform an adequate medical imaging examination and managing adequately an autistic

patient simultaneously, it is critical that the radiographer, the carer/accompanying person and
the patient discuss the procedure before to perform the examination. The carer should advice
the radiographer the way to manage the patient and the radiographer should explain the

examination with simple words and give direct and concrete examples (11,24,32).

For the patients to understand the instructions, it is necessary that the radiographer asks about
the best approach to interact with the patients, allowing them to understand the instructions. If
the patient is limited regarding the language, it is important that the radiographer uses images/
pictured storybook with each step of the examination. The radiographer must use a precise

language to ask question and to avoid broad questions (24,32).

To reduce patient’s challenging behaviour and stress during the examination, radiographers
must collaborate with the carer. It is vital that the radiographer uses a gentle and calm voice,
giving instructions step by step and with enough time between, allowing the patient to process

the information. The gestures must be also verbalised to avoid touch since it can be
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overwhelming to the patient. The radiographers should prevent verbally before touching or
positioning the patient. To reduce patient’s motion during the examination, distractions can be
used during the image acquisition, such as listening to music or watching a movie. In paediatric
context, to wrap the patient in a blanket can be an option combined with the collaboration of
the carer/accompanying stays by staying nearby (3,11,14,24,32,33).

7.1.3. After the examination
To finish well the examination, the participants shared that it is important to have a feedback

between the carer, the patient and the radiographer, to discuss about the elements that went

well and that could be improved.

7.2. Recommendations for Radiographers’ training and education

To answer to the lack of knowledge about autism among healthcare professionals (10), it is
necessary that training is integrated in medical imaging curricula or in CPD. The participants
suggested that a CPD as a training session about autism and other mental disabilities
concerning paediatric and adult patient must be organised including theory about mental
disease, communication tools and practical advice about the management of the patient for an
all types of examinations. The training could involve an autistic patient and a social worker,
permitting to the radiographers to ask questions according to their needs. If possible, a forum
or live sessions should take place, to give time to the radiographers to practice what they

learned and to ask questions on their personal experiences.

7.3. Interaction with organisations dedicated to autistic individuals

To better inform autistic individuals and their carer/accompanying person about imaging
examinations procedure, it seems essential that autism organisations promote on their
website, useful links related to imaging examinations in general. Currently, social script
presenting imaging examination are available, for example, BD santé (63), or a video
https://vimeo.com/63857712 published from the work of Nordahl et al. (2016) (14), but specific

guides for the Swiss context are not available. To develop guidelines about imaging

examination to autistic patients and their carer, it seems essential.
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8. CONCLUSION

The objectives of this study were to explore and understand the strategies in use with autistic
patients in Swiss medical imaging departments by radiographers using a survey and
interviews. The radiographers shared to adapt their behaviour, were creative, adjusted their
communication, took more time with the patient and the carers and the support of a colleague

was also considered as an option.

This study has identified enabler's factors from the strategies in use to manage autistic
individuals. The support of the carer/accompanying person was the most highlighted enabler
factor, the good organisation of the institutions allowing an adapted time slot was also identified
as an enabler. This study has also demonstrated the barriers the radiographers face. The lack
of the communication of the patient’s condition, the lack of knowledge of communication tools
to collaborate with autistic individuals generated the support of the carer/accompanying person
as being indispensable. The preferences of each patient, the collaboration of the carer and
healthcare professionals, and the organisation of each institution resulting the management of
autistic patients as complex, being important to consider all factors. To meet these needs,
recommendations for improving the management of autistic patients have been developed
based on radiographers' suggestions, literature and imaging demands. Specific training and
education were identified as necessary to improve radiographer’'s knowledge to understand

autistic patients and on managing adequately.

Further work should look into the construction of relevant guidelines and recommendations for
the whole of Switzerland. Further studies should be conducted to develop scheduling and
adaptations protocols for each imaging modality to ensure a good communication considering
the ergonomics of each department and context. Radiographer’s practices in the management
of autistic patients should be observed and tested to identify which are the most adequate
approaches to interact as well as the development of adapted protocols. Studies should be
conducted to develop a guideline and pedagogic materials for autistic individuals, and their
carer referred for an imaging examination. Specific training for radiographers should be
integrated into undergraduate and postgraduate academic curricula for improving the
experience of the autistic patients and for the better preparation of healthcare staff, including

radiographers.
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11. APPENDIX

Appendix 1. Ethic approval

Project: Dear Sir/Madam, | would like to kindly ask you if the following project needs to be submitted
to ethics approval: Autism spectrum disorder (ASD) is a complex condition that affects how a person
communicates and socially relates to others, which brings (Req-2019-01148)

Form: Clarification of responsibility / Support Request

Consult the whole conversation

Message:
Bonjour,

Dans la mesure ou aucune donnée personelle (sic) liée a la santé n'est récoltée et que le projet ne
comprend pas d'observations ou d'interactions avec des patient.e.s, le projet n'entre pas dans le champ
d'application de la LRH et ne nécessite pas d'autorisation de la CER-VD pour étre mené.

Avec nos meilleures salutations,

Arthur Zinn-Poget

Responsable du secrétariat scientifique et administratif
Commission cantonale d'éthique de la recherche sur I'étre humain
Av. de Chailly 23

1012 Lausanne

021316 18 31

Appendix 2. Online surveys

Adapted survey according to the Swiss context and advices from the volunteer
radiographers

0. Introduction

Chers techniciennes et techniciens en radiologie médicale (TRM),

Nous voudrions solliciter votre aide dans le cadre d’'un Travail de Master en répondant a un questionnaire en ligne. Le sujet
de ce travail est la prise en charge des patients ayant un trouble du spectre de l'autisme en radiologie. Le but de ce travail
serait de proposer un guide, des conseils pour prendre en charge cette population a I'aide d'une revue de la littérature d'un
questionnaire et des interviews. En répondant a ce questionnaire, vous nous aiderez grandement a la réalisation de ce travail,
et nous vous en remercions sincérement.

06 juin 2021 m


https://submissions.swissethics.ch/en/project/messaging/conversations.php?projectId=22fe2dd1-be46-5ae7-bca0-da927f3344ee&conversationId=73980

Hes
% .

UNIL | Université de Lausanne

Vous avez la possibilité d'enregistrer vos réponses et de continuer de répondre au questionnaire plus tard a tout moment dans
le questionnaire en cliquant sur "Save and return later". Le logiciel vous demandera ensuite d'écrire votre adresse mail et un
code vous sera envoyer pour vous permettre de poursuivre le questionnaire.

Pour aller plus loin dans le questionnaire, veuillez sélectionner "Yes" si vous étes d'accord de répondre & ce questionnaire.
Les données seront enregistrées a des fins de recherche mais elles seront analysées de maniére anonyme. Veuillez ensuite
choisir la langue dans laquelle vous souhaitez répondre au questionnaire. Vous pouvez répondre au questionnaire jusqu'a fin
juin.

Ce questionnaire prendra environ 15 minutes.

Merci d'avance.

Sarah Carlier

Les directrices de cette thése sont Mmes Christina Malamateniou et Claudia Sa dos Reis

Contact e-mail pour toutes questions : sarah.carlier@master.hes-so.ch

Dear radiographers,

We would like to ask for your help for a Master’s thesis by answering a questionnaire. The subject of this thesis is the
management of patients with an autism spectrum disorder in radiology. The purpose of this work would be to offer a guide,
advice on how to manage this population using a review of the literature, a questionnaire and interviews. By answering this
questionnaire, you will greatly help us in the development of this study, and we sincerely thank you for it.

You have the possibility to save your answers and to continue answering the survey later at any time in the survey by clicking
on "Save & return later". The software will then ask you to enter your e-mail address and a code will be sent to you to allow
you to continue the survey.

To go further in the survey, please select "Yes" if you are willing to answer to this survey. The data will be recorded for research
but they will be analysed anonymized. Then please chose the language you would like to answer to the survey. You can
answer the survey until the end of June.

This survey will take approximately 15 minutes.

Thank you.

Sarah Carlier

The directories of this thesis Christina Malamateniou and Claudia S& dos Reis
E-mail contact for any queries: sarah.carlier@master.hes-so.ch

Consent button
Langue, Francais/English

English survey
1. Demographic:
a. In what type of hospital do you practice as a radiographer?
1, Cantonal University Hospital
2, University Hospital
3, Hospital
4, Clinic
5, Paediatric Hospital
6, Radiology Centre
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7, Other type of hospital, complete below
b. Is the institution public or private?

1, Public

2, Private

c. What role(s) do you have in the hospital?
1, Radiographer practitioner

2, Academic

3, Research

4, Manager

5, Educator

6, Superintendent of your modality

7, Radioprotection expert

8, Other role(s) not previously mentioned, please write.

d. Modality of expertise

1, X-ray

2,CT

3, MRI

4, Mammography

5, Special examination (e.g. digestives, urinary)
6, Interventional Radiology

7, Ultrasound

8, Nuclear Medicine

9, Radio-oncology

10, Other expertise, complete below

e. Years of experience as a radiographer
(0-5, 6-10, 11-15, 16-20, 20+)

f. Gender
Male/Female/Prefer not to say

Main questions:
a. Have you worked with patients with autism spectrum disorders (ASD) in any context?
Yes/No/| don’t know

b. If yes, in which context?
-l have positioned/scanned a patient with ASD for imaging examinations.
-l have created local guidelines for autism in the department.
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-l have trained radiographers on imaging Patients with ASD.
-l interacted with the carer(s) to prepare the Patients with ASD for the examination.
- Other context, complete below

c. If yes, was the patient's condition (ASD) communicated to you before you met the patient?

- Yes, via request examination

- Yes, verbally by another health professional

- Yes, verbally by an administrative staff

- Yes, verbally by carer/accompanying individual

- Yes, written on the patient daily list

- Yes, coded in the patient daily list

- Other way of communication, complete below

- No, it was not communicated to me beforehand by another health professional/administrative staff
- No, it was not communicated to me beforehand by carer/accompanying individual

d. If you had worked with patients with ASD, what did you find more challenging?
- Lack of communication within the healthcare services

- Lack of guidelines on how to manage the patient

- Lack of relevant training and knowledge

- The carers couldn't help, or they were absent

- A colleague unavailable to help you

- Other challenge/concerning, complete below

e. If you had worked with patients with ASD, what did you find more helpful?
- Good communication within the healthcare services

- Some local guidelines available

- Relevant training and knowledge

- Help from carers (3, 60.0%), Help from a colleague

- Other things you found more helpful, complete below

f. If you had worked with patients with ASD, what changes have you made before, during or after the imaging examination
compared to a standard medical imaging examination?

- | allowed a pre-visit to the department so they knew what to expect

- | adjusted my communication according to the patient

- | adjusted the positioning to avoid touching the patient

- | made the imaging/scan duration shorter

- | allowed more time to explain the examination to them and their carer(s)
-  made the scan less noisy

- Other change, complete below
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- I have made no changes to the examination procedure

g. Do you feel you can recognise a patient with ASD?
Yes/No/l don’t know

h. How do you think a patient with an ASD might present?

(Likert question: Strongly disagree, somewhat disagree, neutral, somewhat agree, strongly agree)
- Lack of eye contact

- Challenging communication skills

- Extreme anxiety

- Repetitive movements

- Sensory issues

- Something else a patient with ASD might present, please write.

i. Have you received training to deal with patients with ASD?
Yes/No

j- If yes, what type of training have you received?

- Formal University training at Bachelor level

- Formal University training at Master level

- Formal University training at Doctorate level

- Training at the hospital - study day

- Short course - Continuous professional development

- Online training

- Other type of training you have received, complete below

k. What type of training/knowledge do you feel would be necessary for someone to be prepared to work in medical imaging
with Patients with ASD?

- Recognising an ASD patient

- Communication with Patients with ASD

- Communication with carers of Patients with ASD

- To preserve the dignity of Patients with ASD and their family

- Calming down Patients with ASD

- Understanding the needs of Patients with ASD in Imaging

- Optimising/ modifying the medical imaging examination for Patients with ASD
- Other type of training/knowledge you feel would be necessary, complete below

. Do you have any local protocol at your hospital for imaging people/patients with ASD?
Yes/ | don’t know /No
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m. If yes, please upload it here.
n. Please write here any further comments you might have in relation to imaging patients with ASD.

o. For the French-speaking radiographers with an experience working with people with an ASD, please provide your contact
information here if you agree to be contacted for a telephone interview. Please note that the interviews will be recorded for
research purposes, but the data will be analysed anonymously so that no identity can be revealed for any participant or hospital.

p. Thank you for taking part in our survey. A report will be emailed to you after the end of the research project. If you are
interested to receive the report, please add your preferred email here.

Enquéte en francais
1. Démographique

a. Dans quel type d'hdpital exercez-vous en tant que TRM ?
1, Hopital cantonale universitaire

2, Hopital universitaire

3, Hopital

4, Clinique

5, Hopital pédiatrique

6, Centre de radiologie

7, Autre type d'hopital, complétez plus bas

b. L'institution est-elle publique ou privée ?
1, Publique
2, Privée

c. Quel(s) role(s) avez-vous au sein de I'hdpital?
1, TRM en pratique/praticien

2, Universitaire

3, Chercheur

4, Gestionnaire

5, Praticien formateur

6, Référent de votre modalité

7, Expert en radioprotection

8, Autre role, complétez plus bas

d. Modalités d'expertise
1, Radiographie

2, CT-scanner

3, IRM

4, Mammographie
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5, Examens spéciaux (p. ex. digestifs, urinaires)
6, Radiologie interventionnel

7, Ultrason

8, Médecine Nucléaire

9, Radio-oncologie

10, Autre expertise, complétez plus bas

e. Années d'expériences en tant que TRM : (0-5, 6-10, 11-15, 16-20, 20+)
f. Genre : Homme/Femme/Sans réponse
Questions principales

a. Avez-vous travaillé avec des patients ayant un trouble du spectre de I'autisme (TSA) dans un quelconque contexte?
Oui/Non/Je ne sais pas

b. Si oui, dans quel contexte

-J'ai positionné/scanné un patient ayant un TSA pour des examens d'imagerie

-J'ai créé des directives locales pour l'autisme dans le département

-J'ai formé des TRM a l'imagerie des patients ayant un TSA

-J'ai interagi avec le(s) proche(s) aidant(s) pour préparer les patients ayant un TSA pour 'examen
-Autre contexte, complétez plus bas

c. Si oui, est-ce que la condition du patient (TSA) vous a été communiquée avant 'examen ?

- Oui, par le biais du bon de I'examen

- Oui, verbalement par un professionnel de la santé

- Oui, verbalement par le personnel administratif

- Oui, verbalement par le proche-aidant/ I'accompagnant

- Oui, inscrit dans la liste de travail des patients du jour

- Oui, codé dans la liste de travail des patients du jour

- Oui, par un autre moyen de communication, complétez plus bas

- Non, il ne m'a pas été communiqué au préalable par un professionnel de la santé/ le personnel administratif
- Non, il ne m'a pas été communiqué au préalable par le proche-aidant/ 'accompagnant

d. Si vous avez travaillé avec des patients ayant un TSA, qu'est-ce qui vous a paru le plus difficile?
- Le manque de communication au sein des services de santé

- L'absence de lignes directrices sur la prise en charge du patient/recommandations locales

- Le manque de formation et de connaissances pertinentes

- Les proche-aidants ne pouvaient aider ou ils étaient absents

- Collégue indisponible pour aider

- Autre difficultés/préoccupations, complétez plus bas

e. Si vous avez travaillé avec des patients ayant un TSA, qu'avez-vous trouvé le plus utile?
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- Une bonne communication au sein des services de santé

-Quelques lignes directrices/ recommandations locales disponibles

-Formation et connaissances pertinentes

-L'aide des proches-aidants

-L’aide d'un collégue

-Autre moyen que vous avez trouvez plus utile, complétez plus bas

f. Si vous avez travaillé avec des patients ayant un TSA, quels changements avez-vous apportés avant, pendant ou aprés
I'examen d'imagerie ?

- J'ai autorisé une visite préalable au service afin qu'ils sachent a quoi s'attendre

- J'ai adapté ma communication en fonction du patient

- J'ai ajusté le positionnement pour éviter de toucher le patient

- J'ai raccourci la durée de I'acquisition de I'image/du balayage

- Je leur ai accordé plus de temps ainsi qu'au(x) proche(s) aidant(s) pour leur expliquer 'examen
-J'ai rendu le scan moins bruyant

-Autres changements, complétez plus bas

-Je n'ai apporté aucune modification a la procédure de I'examen

g. Pensez-vous pouvoir reconnaitre un patient ayant un TSA ?

Ouil Je ne suis pas s(r(e)/Non.

h. Selon vous, comment se caractérise un patient ayant un TSA?

(Likert question : totalement en désaccord, plutét en désaccord, sans opinion, plutét d’accord, totalement d’accord)
-L'absence de contact visuel

-Une aptitude a communiquer qui est difficile

-Une anxiété extréme

-Des mouvements répétitifs

-Des difficultés au niveau sensorielles

- Autres éléments que peuvent caractériser un patient ayant un TSA, complétez plus bas
i. Avez-vous regu une formation pour prendre en charge les patients ayant un TSA ?
Oui/ Non

j- Si oui, quel type de formation avez-vous regu ?

- Formation universitaire formelle au niveau Bachelor

- Formation universitaire formelle au niveau Master

- Formation universitaire formelle au niveau Doctoral

- Formation a I'ndpital - Journée d'étude

- Cours de courte durée - Formation professionnel continue

- Formation en ligne

- Autre formation, complétez plus bas

k. Selon vous, quels types de formations/connaissances seraient nécessaires pour préparer une personne a travailler en
imagerie médicale avec des patients ayant un TSA ?

- Reconnaitre un patient ayant un TSA
- Communication avec les patients ayant un TSA
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- Communication avec les proches-aidants des patients ayant un TSA

- Préserver la dignité des patients ayant un TSA et de leur famille

- Calmer les patients ayant un TSA

- Comprendre les besoins des patients ayant un TSA en imagerie

- Optimiser/modifier 'examen d'imagerie médicale pour les patients ayant un TSA

- Autre type de formation/connaissance que vous pensez qui serait nécessaire, complétez plus bas

I. Votre hopital dispose-t-il d'un protocole local pour I'imagerie des personnes/patients avec un TSA ?

Qui/ Je ne sais pas/ Non.

m. Si oui, veuillez le télécharger ici

n. Veuillez écrire ici tous autres commentaires que vous pourriez avoir en relation avec I'imagerie des patients avec un TSA

0. Pour les TRM parlant le frangais avec une expérience de travail avec les personnes ayant un TSA, veuillez indiquer ici vos
coordonnées si vous acceptez d'étre contacté pour un entretien téléphonique. Veuillez noter que les entretiens seront
enregistrés pour la recherche, mais les données seront analysées de maniere anonyme, de sorte qu'aucune identité ne puisse
étre révélée pour aucun participant ou hopital.

p. Nous vous remercions de votre participation a notre enquéte. Si vous souhaitez, un rapport vous sera envoyé par e-mail a
la fin du projet de recherche. Veuillez ajouter votre adresse électronique souhaitée ici.
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Appendix 3. Table 2 - Interview guide

Guide d’entretien des technicien-ne-s sur la prise en charge de patients ayant un trouble du spectre de
I'autisme en imagerie médicale

Débuter I’entretien

Présentation

Formulaire d’information et de consentement

Participant

Dimensions Questions
1. Parrapport ala prise en charge d’'un
patient TSA, comment avez-vous
vécu cette prise en charge ?

Expérience

2. Comment percevez-vous |la
collaboration des proches aidants
durant 'examen ?

3. Par rapport aux moments plus facile
ou plus difficile, qu'est-ce qui a rendu
plus facile ou plus difficile la prise en
charge ?

B) S’ils ont répondu qu’ils ont re¢u
une formation

Se présenter
Sujet et but de I'étude
Durée

Revue du formulaire d'informations: confidentialité des verbatim,
enregistrement, transcription et anonymisation des données, destruction
des données. Cette étude fera I'objet d’une publication.

Formulaire de consentement libre et éclairé

Temps pour les questions

Modalité d'imagerie de la prise en charge du patient TSA

Nombres d’années de pratiques

L’entretien

Relances
Avez-vous terminé l'examen ?

Comment avez-vous vécu la collaboration avec le patient et les proches
aidants, s'il s’agit d'un patient pédiatrique, adolescent ou adulte ?

S'il s'agit d'un patient pédiatrique, est-ce que vous avez trouvé que la prise
en charge d’'un enfant TSA et d’un enfant est différente ?

S'il s’agit d'un patient adulte, les proches aidants étaient-ils présents ?
Comment le patient pouvait-il communiquer avec vous ?

Selon vous, quelle place doit avoir le proche aidant dans la prise en charge
pour un examen X ?

Avez-vous eu les ressources nécessaires pour surmonter les difficultés ?
Quelles sont les stratégies que vous avez choisies pour surmonter les

difficultés ?
Que feriez-vous différemment si vous pouviez répéter 'expérience ?
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Formation

Institution

Fin de
I'entretien

4. Si vous avez rencontré des
difficultés, de quelle maniére Ila
formation vous a-t-elle aidé a
surmonter les difficultés ?

5. Est-ce que vos représentations d’un
patient TSA ont changé entre avant et
aprés I'examen ?

C) Si le TRM a vécu plusieurs
expériences

6. Si vous avez vécu plusieurs
expériences, quelles-sont  les
éléments qui ont changés dans vos
différentes expériences ?

A) S'ils ont répondu dans I'enquéte
qu'ils n'avaient pas fait de
formation

7a. Par rapport a une formation sur
I'autisme, si vous aviez la possibilité
de faire cette formation, quel serait
votre opinion dessus ?

B) S'ils ont répondu qu'ils ont re¢u
une formation

7b. Comment la formation sur
l'autisme vous a-t-elle aidé a prendre
en charge ces patients en imagerie
médicale ?

8. Par rapport a la chaine de
communication de votre institution,
comment se passe-t-elle s'il s’agit d’'un
patient TSA ?

9. Avez-vous eu suffisamment de
temps avec le patient et les proches
aidants ?

J'ai terminé mes questions, est-ce que
vous voudriez ajouter quelque chose
sur votre expérience ?

Hes

S'il s’agit d’un patient enfant ou adulte ?

A quelles formations pensez-vous?

De quelle formation complémentaire pensez-vous avoir besoin, par
rapport a votre contexte de travail ?

Quelles formations avez-vous bénéficiez ?

Comment la formation vous-a-t-elle aidé a communiquer avec le patient,
les proches aidants ?

Pensez-vous que la formation a été suffisante, si oui comment, si non
qu'est-ce que vous changeriez ?

Existe-il un protocole concernant la programmation ? L'examen ?

Etiez-vous dans de bonnes conditions pour effectuer 'examen ?
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Appendix 4. Consent form

Titre du projet : Expérience de prise en charge des patients ayant un trouble du spectre de l'autisme
par les technicien-ne-s en radiologie médicale.

La loi fédérale sur la protection des données (LPD) du 19 juin 1992 protege la personnalité et les droits
fondamentaux des personnes qui font 'objet d’'un traitement de données (art.1).

En référence a la LPD, les personnes doivent donner leur consentement libre et éclairé par écrit pour
la récolte et le traitement anonyme des données les concernant.

Ainsi, la personne soussignée :
Déclare avoir été informée sur les objectifs et la procédure de I'étude (formulaire d’'information).

Déclare avoir lu attentivement et compris les informations écrites fournies, informations a propos
desquelles elle a pu poser toutes les questions qu’elle souhaitait.

Atteste qu'un temps de réflexion suffisant lui a été accordé d’au moins 48 heures.

A été informée qu’elle pouvait interrompre a tout instant sa participation a cette étude sans préjudice
d’aucune sorte.

Consent a ce que les données recueillies pendant I'étude puissent étre utilisées, aprés avoir été
anonymisées et analysées, a des fins scientifiques.

A été informée que les entretiens seront enregistrés sous forme de vidéos et d’enregistrements audio.
Le contenu de I'entretien sera retranscrit et anonymisé. Une fois la transcription réalisée, les différents
enregistrements seront détruits.

A été informée que les personnes tenues par le devoir de confidentialité (I'étudiante et les deux
directrices) pourraient avoir acces aux données recueillies.

Madame / Monsieur
autorise I'étudiante
Nom : Carlier Prénom : Sarah

a travailler avec les données sensibles qu’il-elle-s lui-leur a livré.

Signature de la personne concernée : .........c.ccooieiiiiiiiiiiieienan.
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Appendix 5. Information form

Titre du projet : Expérience de technicien-ne-s en radiologie médicale sur la prise en charge des
patients ayant un trouble du spectre de 'autisme.

Madame, Monsieur,

Je suis actuellement étudiante en Master en Sciences de la Santé, dans la filiere technique en radiologie
médicale, avec la Haute Ecole Spécialisée de Suisse Occidentale et avec I'Université de Lausanne.
Dans le cadre de ma formation et de la réalisation de mon travail de master, jai dans une 1ére partie
effectué un questionnaire, et je voudrais vous inviter a participer maintenant a la 2eme partie du projet
qui consiste a des entretiens individuels. Voici plus de détails au sujet de I'étude et vous étes libre de
décider d’y participer ou non.

Le but du projet est que les technicien-ne-s en radiologie médicale (TRM) partagent leur expérience de
pris en charge d’un patient ayant un trouble du spectre de I'autisme (TSA) en imagerie médicale. A
travers ce partage, le but est de comprendre et d’explorer les stratégies que les TRM ont utilisées et
aussi d’identifier les barriéres et les facilitateurs qu’ils ont rencontrés durant leur expérience.

Cette étude concerne les TRM ayant pris en charge un patient TSA dans une des modalités d'imagerie
médicale (radiodiagnostic, radio-oncologie et médecine nucléaire). Une grille d’entretien a été préparée
afin de conduire les entretiens de maniére individuelle et semi-dirigée. Les entretiens auront lieu a
travers la plateforme de vidéo-conférence sécurisée et utilisée par la HES-SO Master (Microsoft
TEAMS) et les entretiens dureront environ de 20min a 30min. Une période de 10 minutes précedera les
entretiens pour accomplir les tests audiovisuels.

Les entretiens seront enregistrés sous forme de vidéos a l'aide de l'option de la plateforme, un
enregistrement audio sera aussi effectué en paralléle afin d’assurer la récolte des données. Le contenu
des entretiens sera retranscrit grace aux vidéos et aux enregistrements audio, les données seront
anonymisées et resteront confidentielles, accessibles seulement a I'équipe faisant cette recherche
(rétudiante et les deux directrices). Les vidéos et les enregistrements seront détruits aprés que la
retranscription aura été effectuée.

Il est prévu que le travail fasse I'objet d’'une publication, I'identification des participants ne pourra étre
possible. Les personnes qui auront accés aux données (I'étudiante et les directrices du travail de
master) devront respecter la confidentialité des informations. Les participants peuvent se retirer de
I'étude, interrompre l'entretien ou ne pas vouloir répondre a certaines questions méme aprés avoir
donné leur accord et cela sans préjudice d’aucune sorte.

Je reste a disposition pour toute question ou information complémentaire et je vous remercie pour votre
attention ainsi qu’au temps que vous m’accordez. Je vous prie de recevoir, Madame, Monsieur, mes
meilleures salutations.

Sarah Carlier
sarah.carlier@master.hes-so.ch
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Appendix 6. Table 3 - Operationalisation of the interview guide

Guide d’entretien semi-dirigé

Concepts

L’expérience
de prise en
charge d’un
patient TSA
parun TRM
en imagerie
médicale

Dimensions Composantes

Formation

Expérience

Connaissance

Interaction

/communication
avec le patient
et avec les
proches aidants

Examen

Interaction

avec le patient
et avec les
proches aidants

Difficultés

Indicateurs

Que pense le TRM sur une formation sur la
connaissance de l'autisme ? La connaissance de
I'autisme peut-il I'aider & prendre en charge cette
population en imagerie médicale ?

Prompt
Sile TRM a regu une formation :

Comment la formation sur la connaissance de
l'autisme a-t-elle aidé le TRM a communiquer avec
le patient et les proches aidants ?

Que pense le TRM a propos d'une formation sur
comment interagir et communiquer avec le patient
? Sur une formation sur la collaboration du proche
aidant durant I'examen? Sur une formation
prendre en charge enfant et adolescent avec
autisme et une autre formation pour prendre en
charge des adultes avec autisme ?

Prompt : si le TRM a regu une formation :

Le TRM a-t-il trouvé la formation utile ? A-t-il
ressenti une différence ? A-t-il trouvé qu'il était plus
facile de comparer la prise en charge avant et
apres la formation ? La formation pourrait-elle étre
meilleure, si oui, de quelle maniéere la formation
doit-elle étre modifiée ?

Comment I'examen a-t-il été mené ? Comment le
TRM s'est-il senti ? L'examen a-t-il été un succes ?

Comment le TRM a-t-il réussi a collaborer avec le
patient ?

Que pense le TRM sur linclusion des proche-
aidant durant I'examen ? Le TRM voit-il en les
proches-aidants des partenaires acteurs du succés
de 'examen ?

Le TRM a-t-il rencontré des difficultés ? Quelles
étaient ces difficultés ? Le TRM a-t-il eu les moyens
de faire face a ces difficultés ? Qu'a fait le TRM
pour surmonter ces difficultés ?

Questions pour I'entretien

A) S'ils ont répondu dans I'enquéte qu'ils n'avaient
pas fait de formation :

Quel est votre opinion sur la possibilité de faire une
formation sur I'autisme pour vous aider a prendre en
charge cette population en imagerie médicale ?
Prompt :

Quel est votre opinion sur la possibilité de faire une
formation sur la collaboration avec le proche aidant ? Et
une formation sur la communication avec I'enfant TSA et
adolescent et sur les adultes ?

De quelle formation complémentaire pensez-vous avoir
besoin ?

B) S'ils ont répondu qu'ils ont re¢u une formation

Comment la formation sur la connaissance de l'autisme
vous a-t-elle aidé a prendre en charge ces patients ?
Comment la formation vous-a-t-elle aidé a communiquer
avec le patient, les proches aidants ?

Pensez-vous que la formation a été suffisante, si oui
comment, si non qu'est-ce que vous changeriez ?

A) S'ils ont répondu qu'ils ont eu au moins une
expérience d'imagerie d'un patient TSA

Pourriez-vous parler de votre expérience de prise en
charge du patient TSA en imagerie médicale?

Prompts :
Avez-vous terminé 'examen ?

Comment avez-vous vécu la collaboration avec le
patient et les proches aidants ?

Y a-t-il eu des moments difficiles et d'autres plus faciles
?

Avez-vous eu les ressources nécessaires pour
surmonter les difficultés ?

Quelles sont les stratégies que vous avez choisies pour
surmonter les difficultés ?

Que feriez-vous différemment si vous pouviez répéter
I'expérience ?
B) S'ils ont répondu qu'ils ont re¢u une formation

De quelle maniere la formation vous a-t-elle aidé a
prendre en charge le patient ?

Prompt :

Si vous avez rencontré des difficultés, de quelle maniéere

la formation vous a-t-elle aidé a surmonter les difficultés
?
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Institution

Communication

Plage
horaire/temps

Protocole
d’imagerie

Comment la communication se passe dans
linstitution a propose des patients TSA ?
L'institution a-t-elle signalé que le patient avait un
trouble du spectre de l'autisme ? L'institution
s'arrange-t-elle pour qu'un collégue ayant une
expérience de la gestion des patients avec TSA
travaille avec le TRM?

Quelle est la politique de l'institution concernant la
programmation des patients avec TSA ?
L'institution a-t-elle prévu suffisamment de temps
pour aider le TRM a prendre en charge le patient
en bonne condition ?

L'institution posséde-t-elle un protocole sur le
processus de prise en charge du patient TSA ? De
la prise de rendez-vous a 'examen ?

Hes

A) S'ils ont répondu qu'ils ont eu au moins une
expérience d'imagerie d'un patient TSA

Comment se passe la chaine de communication de
votre institution en ce qui concerne un patient TSA ?

Prompt :
Comment ['institution procéde quand un patient TSA

vient dans le service d'imagerie ? Il existe un protocole
concernant la programmation ? L'examen ?

Avez-vous eu suffisamment de temps avec le patient et
les proches aidants ?
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Appendix 7. Additional results from the online survey

Characteristics of the radiographers
The French survey received fifty-five responds from women radiographers (55%) and thirty-

five from men radiographers (35%). The English survey received seven responds from women

radiographers (7%) and three from men radiographers (3%).
Additional radiographer’s strategies from the survey

Two participants (3.4%) wrote additional strategies: “the radiographer who performs the
examination should look similar to the caregiver/ family member (gender, colour of the hair) for
the patient’s comfort. To have a personal experience with people with autistic as a volunteer

accompanier for journeys helps”.

Comments at the end of the survey
Sixteen participants added comments at the end of the survey, about the behaviour of the

radiographer with patient and about the organisation. The comments about the organisation
follow: “difficulty in not moving, lot of noise, it takes time to manage, lack in leads to improve
the management. Difficulty in really anticipating the time needed for the examination and the

duration of the examination”.
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Appendix 8. Table 5 - Characteristics of the radiographers agreed

for an interview

ID Gender Type of Years of Role Area of Knowledge  Training Difficulties Helpful
Hospital experiences practice about care patient

autism with autism

33 Male Public 21 Radiographer = X-ray, CT, | Notsure No Lack of trainingand  Help from
Paediatric in practice MRI knowledge carers
hospital

51 Male Public 11t0 15 Referentofa | X-ray, MRI, | Notsure Yes, short Lack of Training/knowle
academic modality special course / communication in dge
hospital examinatio continue the department

n formation

54 Male Public 16 to 20 Radiographer = X-ray, Not sure No Each patient is Help from
Cantonal in practice special different, we must carers and
academic examinatio adapt colleague
hospital n,

ultrasound
59 Male Private Oto5 Radiographer | X-ray, CT, Yes No Lack of guide line, Recommendati
clinic in practice MRI, training/knowledge on/local guide
nuclear line,
medicine training/knowle
dge and help
from carers

79 Female Public 16 to 20 Radiographer = CT Not sure No Lack of Help from
academic in practice, communication in carers
hospital referent of a the department,

modality, training/knowledge
expert of

radioprotectio

n

96 Female Public 6t010 Radiographer | X-ray, MRI, | Not sure No Lack of guideline communication
Cantonal in practice, special in the
hospital referent of a examinatio department,

modality n, radiology Help from
intervention carers
al

102 Male Public 61010 Radiographer = X-ray, CT, Not sure No Carers wasn'tthere | Help from a
Cantonal in practice nuclear or couldn’t help, a colleague
hospital medicine colleague

unavailable
104 Female Public 21 Radiographer | X-ray, CT, Not sure No Lack of Help from
(work Cantonal in practice MRI training/knowledge | carers
with hospital
children
hypnosis)

114 | Male Public 16 to 20 Radiographer = X-ray, Not sure No Didn’t know Help from
academic in practice radiology beforehand by carers and
hospital intervention institution, lack of colleague

al communication

department, lack
training/knowledge,
lack of guideline
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Appendix 9. Additional results from the interviews

Five interviews have been conducted by the main author in French, the verbatim have been

translated in English.

Management of autistic patients by the radiographers
The interviewed radiographers answered that their managed autistic children, and one with

young children in the purpose of a study about autism:

Interview 1

En tout cas des souvenirs que je me rappelle, que
Je sais clairement que c’était de l'autisme, c’était
des enfants et ils étaient accompagnés...

Anyway, from the memories that | remember, that
| know clearly that it was autism, it was children
and they were accompanied...

This radiographer managed this population occasionally in CT:

Interview 4

Puis c'est ponctuellement qu'on en a qui ont, qui
ont ce trouble-l13, je dirais que c'est pas, c'est pas
souvent mais ¢a arrive.

Then it's occasionally that we have some who
have, who have this disorder, | would say that it's
not, it's not often but it happens.

Radiographers who managed autistic adults:

Interview 3

(...) la récemment, c'était quelqu'un de 40 ans, et
c'était un Covid, et quand j'essaie de faire la radio
je vois que c'est un peu bizarre, et puis l'infirmiere
me glisse, il a un retard mental, alors c'est juste
comme ¢a.

(...) recently, it was a 40 years old, and it was a
Covid case, and when | try to do the X-ray | see
that it's a bit weird, and then the nurse slips me,
he's mentally retarded, so it's just like that.

Interview 5

(...) j'ai eu juste un adulte autiste la semaine
passée. Mais c'était en radio. Donc euh, c'était
différent.

(...) 'just had an adult with autism last week. But
that was in Radiology (X-ray). So um, that was
different.

For another radiographer, it is not easy but it is a riche experience when they can do something

good:

Interview 1

Je trouve toujours que ce sont des prises en
charges qui sont évidemment pas, forcément

| always find that this type of management is
obviously not necessarily easy (...) | find it quite
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facile (...) je trouve que c’est assez enrichissant
finalement d’avoir ce type de patient (...) c’est
assez enrichissant surtout quand on arrive a faire
quelque chose de bien (...) je trouve que c’est
positif de pouvoir, d’avoir un peu des challenges
finalement d’avoir des patients pas forcément
(faciles).

enriching to have this type of patient (...) it's quite
enriching especially when you manage to do
something well (...) | think it's positive to be able
to, to have a bit of a challenge, to have patients
who are not necessarily (easy).

For another radiographer, he was astonished about the behaviour of the child:

Interview 2

Ce qui m’a marqué tout de suite, c’est que il a
commencé a démonter I'appareil ! En fait, je ne
dis pas démonter, mais la 1ere chose qu’il a faite
il a attrapé la poignée (...) la ou, les patients se
tient et il a commencé a la dévissée !

What struck me immediately was that he started
to dismantle the device! In fact, | don't say
dismantle, but the first thing he did was to grab
the handle (...) which the patients hold onto and
he started to unscrew it!

Challenges

Challenging communication about the condition of the patient from the institution
If the radiographer did not know in advance by the institution, it is a source of stress as the

radiographer cannot adapt the planning and does not have the time to manage the patient in

an appropriate manner:

Interview 4

(...) ou c'est compliqué, c'est si justement ¢a a
pas été annoncé planifié, puis qu'on se retrouve
un peu, devant le fait accompli, et puis
généralement c'est dans un contexte, on a un
programme qui est déja bien bien remplie, donc
on n'a pas forcément beaucoup de temps a
consacrer a ces personnes. C'est difficile
d'adapter le planning du jour, le programme, pour
pouvoir les prendre en charge de maniére
vraiment adaptée (...) c'est une source de
stress !

(...) where it's complicated, is if it hasn't been
announced in advance, and then we find
ourselves faced with a fait accompli, and then
generally it's in a context where we have a
programme that's already quite full, so we don't
necessarily have much time to devote to these
people. It's difficult to adapt the day's schedule,
the programme, to be able to take care of them in
a really suitable way (...) it is a source of stress!

It is difficult for the radiographer when he did not start well, was clumsy, because he did not

know the patient’s condition:

Interview 3

Ce qui est plus compliqué c’est quand on est
pressé et qu'on a pas vu que c'était un enfant
particulier ou un patient un peu particulier, et puis

What's more complicated is when you're in a
hurry and you didn't see that it was a special child
or a special patient, and then when you're in a
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guand on est un peu pressé et puis que ¢a a mal
démarré, on a pas eu, heu le contact qui s'est fait
comme il faut, et puis la, du coup c'est dur a
rattraper le coup...

hurry and it didn't start well, you didn't have, um,
the contact that was made as it should have
been, and then it's hard to make up for it...

Other challenges from the institution

There is no protocol adapted for patients with autistic for the scanner, more for the MRI:

Interview 4

Justement, je dirais pas au scanner, ce serait
plutét euh, a I''RM parce que bah voila c'est des
examens qui sont plus longs, qui demandent plus
de préparations (...) L'ennui avec le scanner, c'est
gue c'est un examen finalement, qui est tellement
rapide, qu'on pense que tout va rapidement! Y
compris la préparation, ce qui est pas forcément
le cas ! Donc c'est, c'est ¢a, le petit ennui, c'est
que, c'est effectivement pour 3 minutes de temps
machine, de se dire qu'on va peut-étre avoir
besoin d'une demi-heure, c'est un concept qui est
pas encore, bien ancré dans dans toutes les
tétes. (...) C'est qu'on peut se dire, oui! On le
pose sur la table, on saucissonne et puis hop !
C'est fait. Dans l'absolu, oui, on peut le faire
comme ca. Mais, je pense que suivant les,
généralement en plus ben, ils viennent rarement
euh, pour un, pour un scanner de la cheville ! On
va dire, c'est, c'est malheureusement plutét au,
niveau de, de la téte, des, des rochers, des
oreilles, des choses comme ¢a qu'on a eu. Et
c'est vrai que c'est, ben, c'est des examens ou on
est obligé qu'il soit absolument immobile, parce
gue sinon la, la qualité d'image est, est pas
bonne ! Donc nous on peut pas, on peut pas se
dire, tiens ! On réessaye 1 fois 2 fois 3 fois ! Donc
la, c'est pour ¢a qu'on, qu’on essaye toujours
vraiment d'avoir quelque chose qui, qui marche
au mieux. Mais et se dire qu'il faut vraiment
beaucoup de temps pour arriver a, a 2 secondes
d'acquisition. C'est, c'est des fois un peu
frustrant...

Precisely, | wouldn't say on a scanner, it would be
more like an MRI because these are longer
exams, which require more preparations (...)The
problem with the scanner is that it is an
examination that is so fast that you think
everything goes  quickly! Including the
preparation, which is not necessarily the case! So
it's, that's it, the little problem, it's that, it's
effectively for 3 minutes of machine time, to think
that we might need half an hour, it's a concept
that is not yet, well anchored in all heads. (...) It's
that we can say to ourselves, yes! You put him on
the table, you truss him and then hop! It's done.
In the absolute, yes, you can do it like that. But, |
think that according to the, generally speaking,
well, they rarely come for a, for a scan of the
ankle! We'll say, it's, it's unfortunately more at the
level of, of the head, of the, of the rocks, of the
ears, things like that that we had. And it's true that
it's, well, it's exams where we have to keep him
absolutely still, because otherwise the image
quality is, is not good! So we can't, we can't say
to ourselves, here! We try again once, twice,
three times! So that's why we always try to have
something that works best. But it takes a lot of
time to achieve 2 seconds of acquisition. It's, it's
sometimes a bit frustrating...

The radiographer takes the time even they will be late, does not refer the patient to another

day:

Interview 5

(...) ca nous est jamais arrivé (...) de pas prendre
de temps et puis, ou bien si ¢a va pas, de le
renvoyer. On prend le temps, ce qu'il faut, méme
si euh on a toujours une 30, 30 minutes de

(-..) it's never happened to us (...) not to take the
time and then, or if it doesn't work, to send it back.
We take the time, whatever it takes, even if we're
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décalage sur les autres machines, et puis si en
fait on voit qu'on prend du retard bah, l'autre
machine pourrait prendre le patient suivant.

always 30, 30 minutes behind the other
machines, and then if we see that we're falling
behind, well, the other machine could take the
next patient.

During the first wave of Covid-19, carer/accompanying person could not stay with the patient:

Interview 3

Surtout la avec le Covid, les proches aidants
étaient pas acceptés, j'ai pas trop de souvenir
précis mais dans d'autres, comme les gens
étaient pas accepté dans I'hopital, il y avait que
les patients. Bah ¢a, c'est un probléme...

Especially with Covid, family carers were not
accepted, | don't remember exactly, but in other
cases, as people were not accepted in the
hospital, there were only patients. Well, that's a
problem...

The patrticipant shared that a decorated environment could not be adapted to every patient

which this aspect is more applied for paediatric department, other resources should be put in

place to accommodate autistic patients:

Interview 4

(...) vous avez peut-étre déja vu ces, ces, ces
instituts qui sont orientés essentiellement
pédiatrie, ou le scanner ou I''RM sont décorées.
(...) Ce qu'on a pas, parce que je me vois mal
accueillir (rire) les, les adultes, qui viennent dans
les traitements d'oncologie dans un scanner
déguisé en bateau pirates ! Donc ¢a peut étre
rigolo, mais, voila ! C'est, c'est pas, c'est pas tout
a fait compatible. Donc la effectivement il faut, et
si on sait qu'on a affaire a ce genre de patientéle-
14, je pense qu'il y a des moyens a mettre en
place, pour étre tranquille pour pouvoir les
prendre tranquille dans les meilleures conditions.

(...) you may have already seen these, these,
these institutes that are essentially oriented
towards paediatrics, where the scanner or the
MRI are decorated. (...) What we don't have,
because | can't see myself welcoming (laughs)
the adults who come for oncology treatment in a
scanner dressed up as a pirate ship! So it can be
funny, but, there you go! It's not, it's not
completely compatible. So in fact, if we know that
we will manage this type of patient, | think that
there are resources to be put in place to be able
to take them in peace under the best conditions.

Challenging communication about

carer/accompanying person

the

condition of the patient from the

Sometimes, the accompanying person say nothing till something goes wrong:
Interview 3

Euh ben ¢a dépend mais, je pense que tant que
¢a va, il dit rien je sais pas mais souvent il
intervient...

Well, it depends, but | think that as long as things
are going well, he doesn't say anything, | don't
know, but he often intervenes...
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Challenging behaviour from the carer or the accompanying person
It is a difficulty if the carer does not help the radiographer or if he is absent, the radiographer

manages the patient as they see fit:

Interview 1

Si nous on est pas assez clair ou si le proche
aidant il, il veut pas suffisamment nous aider, ben
¢a, ¢a va nous mettre des barrieres (...) s’il vient
pas, on va devoir faire sans (...) mais je pense
que c’est clairement un handicap (...) Apres s'il
nous donne pas de barriéres, ben, on le fait au
feeling.

If we are not clear enough or if the carer doesn't
want to help us enough, well, that's going to put
up barriers (...) if he doesn't come, we're going to
have to do without (...) but I think that's clearly a
handicap (...) Afterwards, if he doesn't tell us any
barriers (sensory issues), well, we see fit.

The carer can also be not at ease and the help from a colleague is needed:

Interview 2

Ben la maman, elle m'a, elle m'a pas aidé. J'avais
I'impression que elle-méme, elle avait du mal a
gérer l'enfant. (...) La seule chose que, qu'elle lui
a fait, bah elle lui a pris les mains pour lui, pour
lui empécher qui qui voila, qu’il démonte, qu’il
démonte l'appareil ou... Mais a part ¢a, elle était
pas... Tu vois ? Ma collegue, elle était plus a
l'aise avec I'enfant que, que la maman !

Well, the mother, she didn't help me. | had the
impression that she herself was having trouble
managing the child. (...) The only thing she did to
him was to take his hands to prevent him from
dismantling the device or... But apart from that,
she wasn't... You know? My colleague, she was
more at ease with the child than, than the mother!

Challenging collaboration between the radiographer and the patient

Depending on the type of autistic patient, sometimes a collaboration is not possible between

the radiographer and the patient:

Interview 4

(...) je dirais que ca dépend peut-étre aussi du,
bah je sais pas si on peut dire le grade, dans
lequel le, I'enfant il est ! (...) Il y en a eu un,
vraiment, bah voila quoi (...) c'est juste pas
possible, donc euh... c'est, c'est se reposer sur le
parent pour voir qu'est-ce qu'on peut faire...

(...) I would say that it also depends perhaps on
the, well | don't know if you can say the degree,
in which the, the child is! (...) There was one,
really, well that's it (...) it's just not possible, so
um... it's, it's relying on the parent to see what we
can do...

06 juin 2021




Yonil

UNIL | Université de Lausanne

Challenging behaviour of the patient

Hes

It is a stress for the radiographer to acquire good images if the patient has a challenging

behaviour:

Interview 4

(...) c'estune source de stress ! On va dire, parce
que, le but pour nous, c'est darriver quand
méme, a produire I'imagerie, qui soit la meilleure
qualité possible, et puis sans que cela vienne un
combat...

(...) it's a source of stress! We'll say, because the
goal for us is to produce the best quality imagery
possible, and then without that it's a struggle...

The radiographer shared so that the patient does not move, it is easier to use restraints with a

paediatric patient than an adult because of their strength:

Interview 4

(...) un enfant, on va pouvoir effectivement
comme je disais, peut-étre l'installer, puis faire en
sorte que, il bouge pas en le maintenant en ayant
des contentions, un adulte ¢a a quand méme plus
de force, donc c'est tout de suite plus compliqué !

(...) achild, we will be able to effectively, as | was
saying, perhaps install him, then make sure that
he doesn't move by holding him in restraints, an
adult has more strength, so it's immediately more
complicated!

The radiographer reported that the paediatric patient with autistic for the MRI functional study

had a negative mood:

Interview 5

(...) il était dans la négation totale, quoi. Méme
les parents, il voulait pas écouter. Il voulait euh, il
voulait son, sa barre de chocolat, et il voulait sortir
de, (de I'hépital).

(...) he was in total denial. Even his parents, he
wouldn't listen. He wanted his, his chocolate bar,
and he wanted to get out of, (the hospital).

The radiographers shared that the management of patients with autism was not easy, for one

it was difficult the first time and they didn’t manage to do the examination for the MRI study:

Interview 5

La premiere fois, c’était assez difficile (...) Et
honnétement, euh, les parents ils ont essayés
(...) la psychologue a essayé, moi j'ai essayé et
en vain. Au bout de 2h (...) on arréte quoi.

The first time, it was quite difficult (...) And
honestly, um, the parents tried (...) the
psychologist tried, | tried, and it was in vain. After
two hours (...) we stopped.

06 juin 2021



Yonil

UNIL | Université de Lausanne

Hes

Challenging collaboration between the radiographer and a health professional

The radiographer shares that the nurses brought the adult patient for an X-ray just before he

closed:

Interview 5

lls avaient toute I'aprés-midi pour m'appeler pour
me dire voila, on aurait un patient pour faire une
radio de thorax, et cetera, pour vraiment prendre
une prise en charge correctement. (...) ils sont
arrivés a 17h moins une.

They had the whole afternoon to call me to tell me
that we would have a patient to do a chest X-ray,
etc., to really take care of him properly. (...) they
arrived at 5pm less one minute.

Radiographer strategies

The radiographers is creative and will play with the child:

Interview 1

(...) mais on va plus la jouer genre, avec le
doudou ou comme ¢a, moi, je la fais plus en
version, on va faire un petit voyage ! Ou bien si
on sait que I'enfant aime bien quelque chose, on
peut broder un peu, enfin je sais pas, faut étre
créatif finalement !

(...) but we're going to play it more like, with a toy
or like that, well, | do it more as a version, we're
going to make a little trip! Or if we know that the
child likes something, we can embroider it a bit,
well | don’t know, we have to be creative finally!

The radiographers are used to getting by:

Interview 2

On s'est débrouillé, comme on se débrouille
toujours.

We managed, as we always do.

The radiographers propose to the paediatric patients to listen some music:

Interview 5

Et puis le fait de leur proposer (...) de la musique,
euh, j'ai souvent, euh, en fait, la reine des neiges
(rire), comme euh en fait comme playlist qui est
demandé ou bien euh la le livre de la jungle et
cetera, puis en fait le fait de leur proposer ¢a, bah,
ca les allegent...

And then the fact of proposing to them (...) some
music, uh, | often, uh, in fact, the Snow Queen
(laughs), like uh in fact as a playlist that is
requested or uh the Jungle Book and so on, then
in fact the fact of proposing that to them, well, it
lightens them...
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The radiographers are used to adapt their management according to the patient as they have

different patients who come at the hospital:

Interview 1

(...) on essaye toujours de faire de notre mieux,
quon soit dans les meilleures conditions
possibles, c’est sar! (...) a I'hépital, on a quand
méme, (...) un panel de patients assez variés,
finalement, on a l'habitude de s’adapter assez
facilement, (...) en termes de diversité de
handicap, on a, on a vraiment de tout !

(...) we always try to do our best, to make sure
we are in the best possible conditions, that's for
sure! (...) at the hospital, we have a panel of
patients, (...) we are used to adapting quite easily
(...) in terms of diversity of disability, we have
everything!

Help from carer

The carer has an important role, he will inform the radiographer the way to manage the patient:

Interview 4

(...) mais il faut le savoir avant et puis il faut
effectivement avoir cette information avec le,
'accompagnant qu'il y a des choses que, voila !
Bah faut juste pas les faire, mais faut nous le dire
avant, parce que ¢a nous, pour nous c'est
naturel...

(...) but you have to know it beforehand and then
you have to have this information with the, the
accompanying person that there are things that,
there you go! You just don't have to do them, but
you have to tell us beforehand, because that's
natural for us...

The radiographer shared that to know the stimuli the patient does not like helps the

radiographer than to know the patient is autistic:

Interview 3

(...) s’il me dit, euh, il est autiste, ¢ca va pas
m'aider, en fait, et ils le disent pratiquement
jamais ! Mais il va me dire, voila il aime pas le
bruit il est sensible au bruit...

(...) if he tells me, um, he's autistic, it's not going
to help me, in fact, and they hardly ever say that!
But he'll tell me, he doesn't like noise, he's
sensitive to noise or (...) he doesn't like the light...

The radiographer take time at the beginning with the carer:

Interview 1

(...) une prise en charge conjointe de la salle
d’attente a la salle de préparation, finalement,
mais, mais oui ! Pour moi il faut vraiment prendre
ce temps au début et c’est clairement du temps
gagné pour la suite de la prise en charge.

(...) ajoint management from the waiting room to
the preparation room, finally, but, but yes! For me,
you really have to take this time at the beginning
and it's clearly time saved for the rest of the
treatment.
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The carer will reassure the patient:

Hes

Interview 3

De dire : tu vois elle est gentille, elle essaye juste
de te mettre ils vont euh, enrober un peu le truc...

To say: you see she's nice, she's just trying to put
you they'll uh, coat the thing a bit...

The carer helps if he can stay with patient during the images acquisition:

Interview 4

(...) c’est une difficulté si le proche aidant peut
aider vraiment pendant toute la durée de
l'examen, ben c’est vraiment bien, sinon la c’est
compliqué, s’il ne peut pas rester.

(...) it's a difficulty if the carer can really help
throughout the examination, well that's really
good, otherwise it's complicated, if they can't
stay.

Help from a colleague

The radiographer asked the help from a colleague ease with children:

Interview 2

(...) j'ai appelé ma collégue notamment, j'ai dit
ben deux c¢a, tout seul (...) c'était une simple
radio, donc du coup, avec ma collégue on (...)
s’en est bien, sorti.

(...) | called my colleague, | said well, two of
these, on my own (...) it was a simple X-ray, so
with my colleague we (...) managed quite well.

If he radiographer asked the help from a colleague, they share the work:

Interview 3

Je trouve c'est plus facile tout seul, quitte a, dire
a mon collégue, fait juste la technique moi je
m'occupe du patient, je trouve que c'est plus
facile, qu’il ait qu’un interlocuteur.

| find it easier on my own, even if it means telling
my colleague, just do the technique, I'll take care
of the patient, | find it easier, that he only has one
person to speak with.

Personal abilities

A radiographer will be more ease with children:

Interview 5

(...) moi, je suis plus a l'aise avec les enfants,
donc euh que ce soit des enfants euh peut-étre
difficile ou pas (...) j'ai une petite facilité parce que
c'est pas parce que je suis parent...

(...) I'm more at ease with children, so whether
they are children or not (...) | have a little facility
because it's not because I'm a parent...
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The radiographer has children, and he knows when he manages an autistic child:

Interview 3

(...) j'ai des enfants je compare, la avec la fille de
I'IRM, j'ai une fille qui a le méme age qu'elle, j'ai
vu a la seconde ou je I'ai vu que c'était, j'ai pensé
gue ca allait aller, mais en fait c'était trés
différent...

(...) I have children | compare, there with the girl
in the MR, | have a daughter who is the same
age as her, | saw the second | saw it that it was,
| thought it was going to be okay, but in fact it was
very different...

Enabler’s elements from the institution

If well scheduled from institution, the examination is going well:

Interview 2

Bah si c'est annoncé et que c'est planifié, bah ¢a
se passe en principe assez bien...

Well, if it's announced and it's planned, then in
principle it goes quite well...

The secretarial office shares the information about the patient to the radiographer through a

note in the planning for MRI:

Interview 2

(...) le secrétariat quand ils, ils font la prise de
rendez-vous, si ils ont une notions, qui est, un
handicape quelgue conque (...) ils essayent de
nous mettre un petit mot dans le dossier (...) Donc
si on a la notion, avant, on va faire venir le patient
avant, et puis ¢a, ¢a marche assez bien.

(...) the secretarial office when they, they make
the appointment, if they have a notion, which is,
a handicap or something (...) they try to put a little
note in the file (...) So if we have the notion,
before, we'll bring the patient in before, and that
works quite well.

Recommendation in practice

The radiographer should listen the patient wishes like in hypnosis:

Interview 3

(...) c'est quelgue chose en hypnose il faut jamais
aller contre le patient, alors, j'essaye surtout avec
des patients qui je vont étre un peu anxieux, ou,
jessaye, s'il a envie qui a quelqu'un qui vienne
avec, il faut le prendre avec.

(...) it's something in hypnosis you should never
go against the patient, so | try especially with
patients who I'm going to be a bit anxious, or, |
try, if they want someone to come with them, you
have to take them with it.
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The radiographer had a training to manage patients with mental disabilities, he puts itself to be

at the patient's level, speaks with simple words, give them confidence and do not lie to them:

Interview 5

(...) je me suis prété au jeu, a son jeu a lui.(...) je
lui ai parlé simplement. Et puis pas avec des mots
compliqués parce qu'ils comprennent pas. (...)
les enfants je, je les tutoyais (...) je les prends pas
de haut. (...) en ayant suivi ce, ce cours il y a
qguelgues mois en arriéere ben, jai pu me dire :
Ben tiens, en fait il faut vraiment se mettre, a leur
hauteur (...) devenir presque leur pote quoi.
Donc, euh, leur, les mettre en confiance c'est pas
leur mentir parce que, méme un enfant, euh, mes
enfants, il faut jamais leur mentir, donc euh si tu
leur mens une fois, c'est la catastrophe. Et puis,
je pense qu’avec les autistes, ben c'est la méme
chose (...) c’est un enfant qui reste.

(...) | lent myself to the game, to his game (...) |
spoke to him simply. And not with complicated
words because they don't understand. (...) | was
on first-name terms with the children (...) | didn't
look down on them. (...) having taken this course
a few months ago, | was able to say to myself:
well, in fact, you really have to put yourself at their
level (...) become almost their buddy. So, um,
putting them at ease means not lying to them
because, even a child, um, my children, should
never lie to them, so um if you lie to them once,
it's a disaster. And then, | think that with autistic
people, well it's the same thing (...) it's a child who
stays.

The radiographer thinks that a video with adapted words for paediatric autistic patients should

be available in the waiting room:

Interview 5

(...) nous on a une vidéo en tout cas (...) en salle
d'attente, mes collégues ont fait une vidéo de
prise en charge d'un patient. Comment ¢a se
passait. (...) Peut-étre le fait de de mettre une
vidéo en place avec des mots adaptés (...) pour
un enfant, serait encore bien...

(...) we have a video anyway (...) in the waiting
room, my colleagues made a video of a patient.
How it was done. (...) Maybe putting a video in
place with adapted words (...) for a child, it would
be good...

About the study on paediatric autistic patients, each patient failed the examination so the

radiographer thinks that the child should be prepared beforehand:

Interview 5

(...) quand on a des échecs, je me dis, mais,
peut-étre c'est pas moi, c'est peut-étre parce que
euh lenfant en fait a été mal, accueilli
auparavant. Ou bien la (...) psychologue, a peut-
étre mal fait ses, (...) choix, mais on va pas
critiquer puis remettre en question sa maniere de
faire (...) je pense que euh, dés le départ (...)
peut-étre méme avant de partir en X ou avant de

(-..) when we have failures, | say to myself, but,
maybe it's not me, maybe it's because um the
child was in fact badly, badly received before. Or
the (...) psychologist may have made the wrong
(...) choices, but we're not going to criticise and
then question her way of doing things (...) | think
that, um, from the outset, (...) perhaps even
before going to X or to X, to show the child what
an MR is. Just with videos.
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partir & X, de montrer a I'enfant, ce que c'est une
IRM. Juste avec des vidéos.

Training session with an autistic person

The radiographer thinks a training could be helpful in one side for the radiographer and in the

other side for the patient so that he has a good experience:

Interview 1

(...) tout ce qui peut faciliter notre travail, il faut
étre preneur (...) Et puis, faciliter notre travail c’est
une chose, mais c’est surtout, rendre la prise en
charge, pour la personne, la plus optimale
possible, ben qu’elle garde un bon souvenir, c’est
tout ¢a de vécu positif...

(...) anything that can make our work easier, we
have to take (...) And then, making our work
easier is one thing, but above all, it's about
making the care, for the person, as optimal as
possible, so that he or she keeps a good memory,
it's all about positive experiences...

The radiographer thinks that not every radiographer could be interested in a training about

autism because the management of autistic patients might be rare:

Interview 2

Mais aprés je sais pas combien de gens...
pourraient s'intéresser a ¢a ! Parce que,
effectivement, simoi en 6 ans je I'ai vu gqu'une fois
I'(...) sur une vie professionnelle combien de fois
(...) cavatarriver ?

But then | don't know how many people... could
be interested in that! Because, in fact, if I've only
seen it once in 6 years! (...) in a professional life
how many times (...) will it happen to you?

The radiographer prefers a training close to the reality with an autistic patient to understand

autistic people:

Interview 3

Je pense une formation, oui ¢a pourrait étre bien
I Juste avoir des exemples et puis que euh, que
quelqu'un d’autiste nous explique ce qu'il aime ce
qu'il aime pas (...) mais étre dans la, étre dans le
dans le terrain pas dans la théorie ! (...) quelque
chose qui soit prés de la, de la réalité (...) cest
surtout ¢a ! C'est d'arriver & se comprendre...

| think a training course, yes that could be good!
Just to have some examples and then that uh,
that someone with autism explains to us what
they like and what they don't like (...) but to be in
the, to be in the field, not in the theory! (...)
something that is close (...) to the reality. (...) it's
mainly that! It's about managing to understand
each other in fact.
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The radiographer to ask oneself the way to interact with the patient to get an answer, most of

the time the carer answer for the patient:

Interview 3

Moi souvent il me parle pas. Alors peut-étre(...) si
je leur adressais la parole autrement peut-étre
j'aurai des réponses. Souvent j'ai pas de réponse
comme, quand je pose une question. Et puis du
coup euh, voila c'est le proche-aidant qui répond
ou bien... Je sais pas si peut-étre je m'adressais
autrement aux gens, peut-étre que ce serait
mieux ?

| often they don't talk to me. So maybe (...) if | talk
to them differently maybe I'll get some answers.
Often | don't get an answer, like when | ask a
question. And then, um, it's the carer who
answers or... | don't know if maybe | would
address people differently, maybe it would be
better?

The radiographer shared that a live session should be better than a forum to ask questions

about the experience of managing an autistic patient:

Interview 5

(...) ils nous ont dit : vous pouvez parler de votre
ressenti sur en fait un forum. Mais c'est pas la
méme chose. Je trouve que genre on aurait
mieux fait de faire une demi-journée, et une autre
demi-journée, dire voila, j'ai pu faire, j'ai pu tester,
euh, j'ai pu tester ca et ¢a, comment je me suis
senti.

(...) they told us: you can talk about your feelings
on a forum. But it's not the same thing. | think it
would have been better to do half a day, and
another half a day, to say, | was able to do, | was
able to test, um, | was able to test this and that,
how | felt.

Knowledge about autism
Personal experience with autistic people:

Interview 3

(...) j'ai pas mal de contacts avec des autistes
parce que mon mari il travaille dans une
institution, il est responsable d'une institution ou
il y a des enfants, enfin ou il y a des adultes
autistes des jeunes adultes, et ils viennent des
fois a la maison. Les autistes, ¢a représente
beaucoup de styles, et puis on a des amis qui ont
un enfant avec un spectre autistique que je
connais depuis, bébé...

(...) have quite a lot of contact with autistic people
because my husband works in an institution, he
is responsible for an institution where there are
children, well where there are autistic adults and
young adults, and they sometimes come to our
house. Autistic people represent a lot of styles,
and we have friends who have a child on the
autistic spectrum that I've known since
babyhood...

The radiographer thinks that the management of patients with autistic is rare, and

radiographers might not know what autism is:
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Interview 2

Je pense que c'est assez rare. Apres, il y a peut-
étre des TRM qui savent méme pas ce que c'est,
l'autisme (...) la collégue, la que j'avais appelé (...)
c’était pas une TRM, mais de toute facon, ¢a, ¢ca
revient au méme, ben elle savait pas ce que
c'était. Je Iui dis écoute, mais... il faut
comprendre, c'est un enfant comme ¢a. Elle m'a
dit : qu’est-ce que c’est ga ?

| think it's quite rare. But then, there may be
radiographers who don't even know what autism
is (...) the colleague I called (...) she wasn't an
radiographer, but in any case, it comes down to
the same thing, well she didn't know what it was.
| told her, listen, but... you have to understand, it's
a child like that. She said to me: what is that?

Education at school

A radiographer said that at school they had some lesson about the management of people

with mental disability:

Interview 2

Je pense que personne n'a eu de, des notions sur
¢a al'école, on fait de la psychologie oui mais, on
rentre pas dans les détails de tous ¢a.

| don't think anyone had any, any notions about
that at school, we do psychology yes but, we
don't go into the details of all that.

Radiographer said that at school they had some lesson about the management of people with

mental disability:

Interview 1

(...) je me souviens qu’a I’école, on avait abordé
de maniére trés succincte, finalement, parce que
des cours de communication c’était, c’est jamais
de I'échelle un a un, parce que, une personne qui
fait de la simulation, si on fait de la simulation, il y
a toujours une personne qui simule la maladie
mais c’est jamais la méme chose que si on est a
I'’échelle un a un, devant le cas.

(...) | remember that at school, we dealt with it
very briefly, finally, because communication
lecture were, it's never on a one-to-one scale,
because, a person who does simulation, if you do
simulation, there's always a person who
simulates the disease but it's never the same
thing as if you're on a one-to-one scale, in front of
the case.
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Appendix 10. Additional characteristics from the Likert scale

In addition to the characteristics of autistic people asked to the participants through the Likert
scale, nine participants added some characteristics: “There are several forms and several
treatments, which means that patient behaviour varies greatly, even from one examination to
another (especially in paediatrics). Are interested in detail in the room (e.g. frames, buttons on
the machine). Screaming. Sensory and emotional hyper-acuity. Isolation, no possibility to
change habits. Limited interests. In his bubble, does not listen. Very specific wishes. Problems

dealing with too much input/ information.”
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