iISUPPORT - the international collaborative rights-based
standards to support paediatric patients during clinical
procedures by reducing harm and establishing trust.

Professor Lucy Bray
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What will | be talking about-
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= WAL T « Children’s non-emergency procedures and the use of restraint.
\&7 N s « The development and content of the ISupport standards.
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« Acknowledging that health care procedures are often fast-

paced and involve complex interactions within complex
systems.

« Recognising that every child is an individual with different
needs, competence, ability, preferences and experiences.

« Recognising that lots of children have positive procedural
experiences - but many do not!

« Acknowledging that some of what happens within health care
causes children harm.




“Do the best you can

until you know better.

Then when you know better,
do better.”

Maya Angelou




* Most children and their parents say they do not have enough information about what is going to happen
for their procedure - an ‘information hole’.

« Parents may not know the impact of good preparation and may think they are acting in their child's best
interests to 'not tell them’

« Parents may not know the right language to use or how to source or use information and preparation
materials.
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Preparation and

information ~




« Some of the environments and spaces we ask children to enter can cause them to become dysregulated.
« First impressions count - it is so important to develop rapport, trust and connect with a child.

« There is often a very tight window of opportunity to ‘see the child’ - to look beyond first impressions and
pay attention to what is not being said (Pearson 2023).
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Arriving at the hospital or clinic.
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Children report feeling excluded from communication and not listened to when they have procedures.

All forms of communication (verbal, non-verbal, behaviour)

We often underplay rather than validating a child's emotions
* ‘lTamscared' .....you are fine'

» Stop stop ----- 'be brave, we are nearly done’

Communication and
engagement with the child to ]

develop trust. \ ‘
|




Parents do not always have the skills, knowledge or ability to prepare, involve and support their child
through a procedure,

Parents may not want to advocate - labelling as ‘difficult’,
Children report not feeling involved or supported to make choices when they are having a procedure
Children need to be regulated and feel they can trust adults before they can make choices.
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Choices - Analgesia,
distraction, positioning




« Children continue to be frequently held against their will for non-emergency procedures.

« Professionals can struggle to know when holding tips to restraint and can struggle to ‘'step-back’ or see
alternatives when a procedure has started - momentum.

« Remains uncertainty around boundaries and definitions of holding
« Restraint and the holding of children continues to be an accepted and unspoken part of children'’s care.
Children do remember and poor experiences have long lasting effects.

Making a plan A, B or
pause point

Bravery to stop and
_+ rethink




« Do we see the use of restraint or a distressed child as an event to report and learn from?
« Do we debrief and re-shape children and parent's procedural experiences?
* Do we consider the ‘next time' the child needs a procedure?

After the procedure.




rers

2333337373
For Parents / Ca

Choices - Analgesia, distraction, positioning
Coaching parents

Communication and engagement with
the child to develop trust.

Making a plan B or pause point

Knowledge of previous experience Bravery to stop and rethink

If you find it hard staying Try imagining you're

Arriving at the hospital or clinic.

eﬂ’u | 1 R w0 57| ' o AR After the procedure.

Preparation and
information
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Visit to Hospital
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« Minimal progress or changes to holding practices ‘whilst
re-named’ have been made in the last 20 years despite
research, publications and guidance.

* A visit from Katie Dixon 2019.

« [Support collaboration was born and we started our 2
year multi-phase multi-stakeholder development
project.

* The departure point was to clearly define restraining and
supporting holds.

Royal College
of Nuring,

Restrictive physical interventions
and the clinical holding of
children and young people

Children Comingw
to Hospital
Hints & Tips for Parents

e 1 parent




International
collaboration

50 experts
(anaesthetists, clinical
psychologists, nurses
(acute setting and
CAMHS), young
people, health play
specialists, consultant
doctors, youth
workers, parents,
academics and child

rights experts.



Stage 1 Stage 3

Rights based sta.ndards for children undergoing clinical Rights based standards for children undergning tests,
procedures version 1 treatments, interventions and examinations

. 2year development

Stage 2

Rights based standards for children undergoing clinical

Six international collaborative
group online meetings

Online meetings with three
youth forums and two
parents/carer groups in the UK.

Two one to one meetings with
young people advising on the
project.

procedures version 2

Online consultation survey with
children, parents and
professionals (n=155) from 18
countries.

Three international
collaborative group online
meetings.

Online meetings with two youth
forums and a parent forum.

Online consultation survey with
children and young people,
parents and professionals

(n=301).

One online meeting with a youth
forum and a parent forum and
one face to face consultation with
young people at the iCAN
conference.

Three international collaborative
group online meetings with Katie
present.

Attendance face to face at a local
young peoples' group

Attendance face to face at a group
within a primary school.

Two one to one meetings with
young people advising on
specific parts of the project.

Three international collaborative
group online meetings

Consulted internationally
with 203 children and
young people, 78 parents
and 418 multi-disciplinary
professionals including
those who may be ‘less
heard',

Consensus building.

Broadening of focus
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What are the ISupport rights-based standards-

The standards are for ALL children and young people (aged 0-18 years)
undergoing tests, treatments, examinations and interventions, based on
internationally agreed children'’s rights set out by the UNCRC (1989).

The standards aim to ensure that the short and long-term physical, emotional and

psychological well-being of children and young people are of central importance
in any decision-making for procedures or procedural practice.

Propose an approach to minimise the anxiety, distress and harm experienced by
children and establish trust with children having clinical procedures.
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What are the standards about?

Challenge the use of restraining holds for clinical procedures, whether
intended or labelled as such, by raising awareness that whilst restraining holds
occur in procedural practice and may be necessary to provide life- saving or
emergency care for children, such holds can be harmful and their use should
be minimised, openly acknowledged and documented.

First consensus definition of supportive and restraining holds

Act as broad principles which will need further consideration and adaptation
based on local regulations, laws and resources;



|
Rights based standards for children ¥

having a health care procedure
(test, treatment, examination, or
intervention)

+ The standards have been ped by an expert
consultation with children, parents and professionals.

+ The standards are framed by a commitment to prioritise the rights of a child [Unked Nations Convention
on the Rights of the Child, 1988) and ensure that thek short- and long-term physical, emotional and
psychoiogical well-belng are of central Importance In any practice and declsion-making related o health
care proceguras.

« These International stancards recognise that 3l children have rights that sNoukd be respected regardiess
of thelr age, disabiity, race, religion or beflef, sex, sexual orlentation, ethaicty, language, ablity, or any
other status.

+ These rights-based standards aim to provide Broad principies for practice to support all children aged
1TOM 010 18 y2ars UNdErgoing & NEatn care OCeoUre. THEGe SLancaras should be appled N practice
1o recognise and respect each Ndivicual chikd’s needs, competence, abiity, preferences and
experiences.

+ The Intention of these standards and how they should be applied In FACHCE are outned below.

sasssssanansanss

These standards intend to:

- Propose an approach to minimise any anwety, distress and harm experlenced by children whan
ungergoing heafth care procedures;

« Propose an apgroach to estabiish trust with children undergoing health Care procesures;

- Contribute to describing good procedural practice with children;

- Define and promote supportive holding as an approach to prortise chilien's rights and wel-being:

« Chalienge the use of restraining hoids for health care procedures, whether intended or labelied as such,
by ratsing awareness that whilst restraining nokis ocowr in procedural practice and may be necessary to
provide life saving care for children, holding 3 child against thelr wil Can be harmeul and should be
minimized, openly acknowiedged and documented;

+ Support health professionals and other nealth care workers (hereafter refesred to as professionals) In
AMVOCATING Tor CIBGTEN'S NGNS AN pOSKVE DIOCEAWE eXpernances;

» Be of value Intemationaly and across different clinical settings;

» Suppart “open and transparent” reflection and leaming between professionals, children and
parents/carers;

+ Act a5 broad principles which wil need conskieration and adaptation within different local requiations,
laws and resources; and

« Act a5 broad principles. to be consldered alongside professional judgement

The standards do not intend to:

+ Endorse the use of holds with ¢ they call for an honest and transparent
scknowledgement and documentstion of when such holds are usad within a hasith care procadure;

+ Cveride of replace Country or discpiing Spacific laws, reguiations, frameworks, polcies. standard
operating procedures of gukdance; and

-+ Provide spacific guidance on the use of pharmacsiogical Interventions for procedures, for exampe
procedural sedation andjor anaigesla.

group througn extansive

.
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To achieve good practice for children undergoing health care
procedures, professionals should recognise that:

sesesssnense
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1. A child has rights to be cared for by professionals who have
the appropriate knowledge and skills to support their
physical, emotional and psychological well-being and rights
before, during and after their procedure]

a) A child is cared for by a who has the
competent to conduct the procedure.

and skils and who is

b) A child is cared for by a professional who has access to appropriate equipment and resources (e.g.
staff, environment) to cenduct the procedure.

c) A child is cared for by a professional who has confirmed the ciinical need for the procedure.

d) A child is cared for by a who has the and skils to assess a

child’s individual needs, competence, abilties, preferences and experiences.

A child s cared for by a professional who demonstrates respect fer childrer's rights and who can
work in a child-centred manner to support and advocate for these rights.

f) A child is cared for by a who has the and skils to promote
procedural comfort and to reduce the potential for traumatic procedural experiences.

A child is cared for by a professional who can work in partnership with a child and their
parents/carers and who can utllise the skils and knowledge of the wider multidisciplinary team (if
avallable).

e
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. A child has rights to be communicated with in a way which
supports them to express (verbally or behaviourally) their views
and feelings and for these views and feelings to be listened to,
taken seriously and acted upon.
a) A child is commurnicated with directly in an open, honest, supportive and caring way to appropriately

acknowledge their feelings and in a way a child can understand and that is consistent with their
individual needs, competence, abillties, preferences and experiences at the time of the procedure.

b) A child s provided with the time and environment to develop trust and rapport with those present at
their procedure.

c) A child is provided with the time and environment ta feel able to communicate and freely express
their views and feelings before, during and after their procedure.

d) A childis encouraged and supported to express their views and feelings freely without pressure,

coercion or manipulation.

A child is encouraged and supported to recognise and communicate thelr rights

A child's parents/carers are supported to recognise and communicate their child's views, choices
and rights.

Yy

3. A child has rights to be supported to make procedural choices and

decisions and for these choices to be acted upon to help them gain
some control over their procedure.

A child is assumed to have the ability to be involved in choices about their procedure even when they
are not able to make bigger decisions on their own.
b

A child is provided with sufficient information, incliding ahtemate eptions and the potential outcomes
of those options, in ways that enable them to form their own views and be involved in choices and
decisions about their procedure.

5

A child is actively encouraged from the earliest opportunity and throughout the procedure to share
their views, feelings, procedural preferences and choices. This may include analgesia, methods of
distraction, relaxation techniques, positioning, who supports them for thelr procedure and sources of
comfort.

dj

A child is supported through their choices and decisions to have optimal contrel during their procedure.
A child and their parents/carers are provided with the oppertunity to discuss previous procedural
experiences to inferm procedural choices and decisions.

el

A child's parents/carers are supported by a professional who works with them to consider their child's
views, and choices for pt and 3

A child's views and expressions of refusal must be listened to, considered, taken seriously and given
due weight.

[

. A child has rights to be provided with meaningful, individualised

and easy to understand information to help them prepare and
develop skills to help them cope with their procedure.

A child is provided with tailored, easy to 1 | henest and appropriately timed
information to help them prepare for a procedure, understand what is happening and have the
opportunity 1o ask questions to check their understanding

Bl A child shall receive specific, honest and clear information at key points before, during and after their
procedure.

€) A child’s questions and expressions of concern should be responded to in a calm and honest manner in
accordance to their individual needs, compe! . abilities, pr. and expe

d) A child's parents/carers are provided with talored, appropriately timed, sasy to understand,

mearingful and honest information to ensure they are aware and prepared for their child's procedure
and have been able to ask questions to understand what is happening and their role in supporting their
child before, during and after a procedure.

Rights-based standards for professionals

5. A child has the right for their short- and long-term best interests and
well-being to be a priority in all procedural decisions.

a) A child's best interests must be prioritised in all decisions and actions befere, during and after a
procedure. A child's interests should be pricritised over those of their parents/carers, professionals and
the institution.

A child’s short- and long-term best interests are openly considered and collectively discussed by health
professionals, parents/carers and the child (where appropriate) in the preparation phase prier to the
procedure.

A child is protected from harm; any potential or actual harm to a chid caused by unnecessary procedures
or overriding their expressions of dissent should be carefully considered and mitigated wherever possible.
A child is supported 1o feel calm, secure and settled during a procedure.

P-4
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A child who becomes upset or resistant before or during a procedure Is helped as quickly as possible, if it
does not cause harm, to take a supported break. Professionals should be confident to step and
recansider the procedural plan.

A child and their parents/carers are supported after a procedure to talk through their experiences and
reflact on positive or any challenging aspects.
A child's health records will include clear documentation of what worked well during a procedure and

what procedural support of techniques would help for future procedures.
s to- .

6. A child has the right to be positioned for a procedure in a supportive
hold (if needed) and should net be held against their will.

sssssssssssssss

a) A supportive hold involves supporting a child to feel calm, secure and settled during a procedure. In a
supportive hold a child agrees 1o the procedure and positicning andfor does not express signs of

refusal

bl Suppertive holding Is a way of providing comfort to the child and helping them to maintain a good
position for the procedure.

<) A child Is orly held using a suppertive hold for their procedure

d) A child is encouraged to express their views and cheices about who will supportively hold them for their
procedure.

&) A restraining hold s any action to prevent a child moving freely against their choice or will while
expressing signs of refusal

f) Regardiess of who holds a chid, if it is against their will (expressed verbally and/er behaviouraly) the
hold is & restraining hold. A restraining hold should be recognised as such and not labelled as a clinical,
supportive of comfort hold.

) A child Is not held against their will (restrained) at any point ina procedure urless the procedure is
lifesaving or where there is a likelihood of significant harm f the procedure is not carried out

h)  Any child who has been subjected to a held during a procedure must receive

support from a 10 help them their and re- build trust.

il A child's health records will include clear documentation If they have been held without their agreement
(restraining hold), regardiess of who held the child. This would include the raticnale for using a restraining
hold, who made the decision that a restraining hold was necessary, the restraining hold/techniqueis)

used, and the outcome for the child.
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A child has rights to be cared for by professionals who have the appropriate
knowledge and skills to support their physical, emotional and psychological
well-being and rights before, during and after their procedure or intervention.

a) A child is cared for by a professional who has the appropriate knowledge and skills and who is
competent to conduct the procedure.

b) A child is cared for by a professional who has access to appropriate equipment and resources (e.g.
staff, environment) to conduct the procedure.

c) A child is cared for by a professional who has confirmed the clinical need for the procedure.

d) A child is cared for by a professional who has the appropriate knowledge and skills to assess a child’s
individual needs, competence, abilities, preferences and experiences.

e) A child is cared for by a professional who demonstrates respect for children’s rights and who can work
in a child-centred manner to support and advocate for these rights.

f) A child is cared for by a professional who has the appropriate knowledge and skills to promote
procedural comfort and to reduce the potential for traumatic procedural experiences.

g) A child is cared for by a professional who can work in partnership with a child and their parents/carers
and who can utilise the skills and knowledge of the wider multidisciplinary team (if available).
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A child has rights to be communicated with in a way which supports them to express
(verbally or behaviourally) their views and feelings and for these views and feelings to
be listened to, taken seriously and acted upon.

a) A child is communicated with directly in an open, honest, supportive and caring way to appropriately
acknowledge their feelings and in a way a child can understand and that is consistent with their
individual needs, competence, abilities, preferences and experiences at the time of the procedure.

b) A child is provided with the time and environment to develop trust and rapport with those present at
their procedure.

c) A child is provided with the time and environment to feel able to communicate and freely express their
views and feelings before, during and after their procedure.

d) A child is encouraged and supported to express their views and feelings freely without pressure,
coercion or manipulation.

e) A child is encouraged and supported to recognise and communicate their rights.

f) A child’s parents/carers are supported to recognise and communicate their child’s views, choices and
rights.
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A child has rights to be provided with meaningful, individualised and easy to
understand information to help them prepare and develop skills to help them cope
with their procedure or intervention.

a) A child is provided with tailored, easy to understand, meaningful, honest and appropriately timed
information to help them prepare for a procedure, understand what is happening and have the
opportunity to ask questions to check their understanding.

b) A child shall receive specific, honest and clear information at key points before, during and after
their procedure.

c) A child’s questions and expressions of concern should be responded to in a calm and honest
manner in accordance to their individual needs, competence, abilities, preferences and
experiences.

d) A child’s parents/carers are provided with tailored, appropriately timed, easy to understand,
meaningful and honest information to ensure they are aware and prepared for their child’s
procedure and have been able to ask questions to understand what is happening and their role in
supporting their child before, during and after a procedure.
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A child has rights to be supported to make procedural choices and decisions and for
these choices to be acted upon to help them gain some control over their procedure or
intervention.

a) A child is assumed to have the ability to be involved in choices about their procedure even when they
are not able to make bigger decisions on their own.

b) A child is provided with sufficient information, including alternate options and the potential outcomes of
those options, in ways that enable them to form their own views and be involved in decisions about
their procedure.

c) A child is actively encouraged from the earliest opportunity and throughout the procedure to share their
views, feelings, procedural preferences and choices. This may include analgesia, methods of distraction,
relaxation techniques, positioning, who supports them for their procedure and sources of comfort.

d) A child is supported through their choices and decisions to have optimal control.

e) A child and their parents/carers are provided with the opportunity to discuss previous procedural
experiences to inform procedural choices and decisions.

f) A child’'s parents/carers are supported by a professional who works with them to consider their child’s
views, preferences and choices for pharmacological and non-pharmacological interventions.

g) A child’s views and expressions of refusal must be listened to, considered, taken serious due weight.
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A child has the right for their short- and long-term best interests and well-being to
be a priority in all decisions.

a)

b)

A child’s best interests must be prioritised in all decisions and actions before, during and after a
procedure. A child’s interests should be prioritised over those of their parents/carers,
professionals and the institution.

A child’s short- and long-term best interests are openly considered and collectively discussed by
health professionals, parents/carers and the child (where appropriate) in the preparation phase
prior to the procedure.

A child is protected from harm; any potential or actual harm to a child caused by unnecessary
procedures or overriding their expressions of dissent should be carefully considered and mitigated
wherever possible.

A child is supported to feel calm, secure and settled during a procedure.

A child who becomes upset or resistant before or during a procedure is helped as quickly as
possible, if it does not cause harm, to take a supported break. Professionals should be confident
to stop and reconsider the procedural plan.
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A child has the right to be positioned for a procedure or intervention in a supportive hold (if

needed) and should not be held against their will.

a)

g)

h)

A supportive hold involves supporting a child to feel calm, secure and settled during a procedure. In a supportive hold a
child agrees to the procedure and positioning and/or does not express signs of refusal.

Supportive holding is a way of providing comfort to the child and helping them maintain a good position for the
procedure.

A child is only held using a supportive hold for their procedure.

A child is encouraged to express their views and choices about who will procedure.

A restraining hold is any action to prevent a child moving freely against their choice or will while expressing signs of
refusal.

Regardless of who holds a child, if it is against their will (expressed verbally and/or behaviourally) the hold is a restraining
hold. A restraining hold should be recognised as such and not labelled as a clinical, supportive or comfort hold.

A child is not held against their will (restrained) at any point in a procedure unless the procedure is lifesaving or where
there is a likelihood of significant harm if the procedure is not carried out.

Any child who has been subjected to a restraining hold during a procedure must receive appropriate support from a
professional to help them understand their experience and re- build trust.

A child’s health records will include clear documentation if they have been held without their agreement (restraining hold),
regardless of who held the child. This would include the rationale for using a restraining hold, who made the decision that
a restraining hold was necessary, the restraining hold/technique(s) used, and the outcome for the child.
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For professionals

Rights based standards for children gym

having a health care procedure

(test, treatment, examination, or ‘“’

intervention)
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For families
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a health care test, treatment, Pm
examination or intervention
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Widget version

Case studies
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The iSupport Case Studies

These four case studies aim to demonstrata how these rights-based
standards could be applied in ciical practice. The case studies aim to
demanstrate a range of cinical contexts and procedures, whist
recognising that it would not be possible to reprasent tha broad range of
childcen's individual needs, competence, abiity, preferences and
expariences.

“The first example within each case study is & demanstration of practice
‘without the appication of the rights-based standards and the second
shows spacific paris of the standards apphied and referanced, for
example (2c, Ta). Whist the first example within each case study results
in & pracadure being completed, this is often at the datriment of a chid's
Short and long-term wel-being as their interestc are not prioritisad aver
those of the parent/carer, professional or institution.
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The iSupport Prep Sheet
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Table to map the Rights-based standards
against key evidence and the articles of
the United Nations Convention on the
Rights of the Child.

This table maps the Rights-based Standards against the key articles from the

Uited on the Rights of “The table also
highights some key evidence and published debate to support the specific
sections.

Lanyard/card based version
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uPReT

Auditing practice to impact on practice

Having a health care test, w
treatment or examination

The ISupport standards show staff working in the hospital the best “
way to helg children have a test, treatment or examination.
= What you write will not identify who you are.
* The infarmation will be used to help the staff and hespital work
out haw to improve care.
 If you have any worries or questions about your care you need to
speak to staff directly.

My age ..

The test, treatment or examination | had (if you know)

The hesgital and department | was in (if you know)

During my test, treatment or examination

(]
O

‘&
]

The staff talked to me in a way | could 0
understand —

O0:

The staff listened ta my views and ideas

Comments

The staff helped me make choices and
decisions =

Comments

Audit tool for
children and
young people

Standards for children having a

health care test, treatment or UFE‘ET
examination

The ISupport standards show staff the best way to help children have a

health care test, treatment or examination.

& What you write will not identify you ar your child

« It will be used to help the staff and hospital work out how to improve care.

* If you have any werries or questions about your child's care you need to
speak to staff directly.

Age of my child.
Test, treatment, examination or intervention my child had.......c...
Hospital and department we were in . .

During my child's test, treatment, examination or intervention

The staff talked with us in & caring and supporLive way

The staff talked with us In a way we could understand

The staff listened to our views and ideas.

Comments

The staft helped me andjor my child share our ideas
and cheices far things like the use of pain medicing or
the best positien ta be in for the procedure.

The staff acted upon me andjor my child's choices and
decisions whenever possible

Comments

Standards for children having a
health care test, treatment,
examination or intervention

These standards provide broad principles for practice to support all J

children aged from @ to 18 years undergoing a health care test,
treatment, examination or intervention.

This audit tool will be used to help the staff and hospital work out
how to improve care. It is anonymous

Department..
Procedure undertaken.
Age of child involved.
Job rate of

ting this audit tool

During the test, treatment, examination or intervention

The child was cared for by professionals with the [ —
appropriate knowledge and skills 1o ensure a child's L

pracedural comfort.

The child was cared for by Brofessionals with the oo
appropriate squikment and [espurces (e.g. staff, 3
environment] to ensure a child's procedural comfort.

The child was communicated with directly in a

supportive and caring way te help build trust and
rapgort.

Infarmation was provided to the child in 3 way that was D [:

easy for them Lo understand,

The child was supparted ta ask questions and share [ —
their views about their procedure accarding to their L

preferences and abi

The child was supported ta be involved in choices such [ | ]

as things to use for distraction, the best Fosition to be
in and the use of pain medicine.

0o

es.

Walkthrough audit tool

This waKINFOUgN EXeqCise has DEan GRSIgNad to SCCHTPany and
provide addtionsl nsights Into procedural practice alongside the sudt
surveys completed by chidren, careglvers and healtn professionas.

+ Age of the chid..
+ Department...
+ Procedure the chik is having...........
+ Any other information of relevance.

% a Entering the department

ward or unit

- b the chid wrsicomod and spcken g

rt I the o pomnt kg the
cHik s waiting 7

+ 5 therc any ERNON pove to
e chik o ekt prosant (et b
clear and urorstangbic)? :

- s AaigEsia altered (I apprpeiaic]?

+ WD Itz wan ihe cEikd whika
troy wal?

« How kang cocs e chid wail o be

e
siractions for the chikt?

The treatment/procedure space and planning the procedure

« Wt = tho gt Re?

+ b5 tha child andjor careghver
pravicd with coar and honest
Fiarmatir?

+ Are the clikI's and/or Caregivor's
Eslions answercd?

- Has the Pl had anakgesla I
appecprizter?

+ b W chld ciferad any chicas?

+ s I carugives iy ow 1o
suppon: tre craT?

 How are the stall Communcalng
wilh [ ci#? .3 Ina caring way.
cirocty. bulding trust and rappcrt

+ How o e staif respond ¥ the
chi b ot

ez pesioning or Pokdng ben
dsruszod wilh e chid andicr
caragers

SCUPRCT

Audit tool for
parents

Audit tool for
professionals

Walk-through
tool




uPReT

Auditing practice to impact on practice

Standards for children having a

|
health care test, treatment, ﬁ@‘?@

examination or intervention

Alder Hey Dental team

[The ISupport standards provide broad principles for practice to support all children aged from 0
to 18 years undergoing a health care test, treatment, examination or intervention

This baseline audit was conducted in January 2024, Paper surveys were used to collect
information from professionals, parents and children (aged 6-18) aftending three dental clinics in
1.2 outpatients (within a children’s hospital in the UK) across one week

Surveys were collected from
+ 38 parents (of children aged 4-17 years)
+ 12 children and young people (aged 7-17 years)
« 17 professionals

Across the three clinics when the ISupport audit team were present, four families chose not
complete the surveys and two families were missed. Professionals who answered the survey
included dental nurses and specialist paediatric dentists.

The ISupport staff collecting the survey data also noted down contextual information while
spending time in the waiting room

The waiting room was at times very busy and noisy with long waiting times for families,
especially on one day when the dental team were short staffed. Many neuradivergent children
and young people and those with were often quite and dysregulated
by the time they were called into the clinic room. Parents were often stressed due to this long
wait

There was only ane plastic crate positioned on the flaor which had 5 toys in (plastic pig, plastic
cow, plastic crocodile, one book and a set of cups)

On one accasion when a young person was very distressed, hitiing his head and shouting loudly
a staff member found a quiet room for the family to wait in

right for their short- and long-term best
vell-being to be a priority in all procedural

=1) No (8%, n=1)
aff stopped

L1), No (16%, n=2)
trust and know the team | have been coming for a long fime”

=2), No (6%, n=2)

=1), No (6%, n=2)

led 'stop” or 'no’, the staff supported them to take a break.
n=6)

focedure to understand their experience

n=3), No (3%, n=1)

hild to remain calm and settled.

ing the procedure.
Not sure (6%, n=1)
g, strapped patient in their pram’, ‘did not like exam’

was best for this child, with the parent/carer and child, before

supported them to take a break

+ Yes (82%, n=14), NIA (18%, n=3)

's expressions of refusal and took them seriously.

As professionals, if this child became upset or showed 'stop’ or ‘no’ during their procedure we

« Yes (44%, n=7), No (6%, n=1), N/A (50%, n=8)

Standards for children havinga @&

health care test, treatment, U?Eﬂ

examination or intervention

Alder Hey E.N.T Outpatient clinic

[The 1Support standards provide broad principles for practice to support all children aged from 0

to 18 years undergoing a health care test, treatment, examination or intervention

This baseline audit was conducted in February 2024. Paper surveys were used to collect

information from professionals, parents and children (aged 6-18) attending the ENT clinic over

one day in the outpatient department (within a children’s hospital in the UK).

Surveys were collected from
« 22 parents (of children aged 2-17 years)
« 7 children and young people (aged 6-17 years)
+ 12 professionals

Across the clinic when the |Support audit team were present, three families chese not complete

the surveys. Professionals who answered the survey included health care assistants and
specialist nurses

A range of procedures were including post-operative examinations, nose
examinations and consultations.

The ISupport staff collecting the survey data also noted down contextual information while
spending time in the waiting room

« The waiting room was quiet and the waiting time was no longer than 15 minutes.

+ There was a play table, wheeley vacuum cleaner and shopping trolley, shop till and some
assorted toys. All the children under 10 years engaged with these toys.

« There was a TV showing cartoons.

ssessesssssssssessssstssesRseRR0RRe

A child has rights to be provided with meaningful,
individualised and easy to understand information to help
them prepare and develop skills to help them cope with
their procedure.

oung people
hformation | could easily understand
=6), Not sure (14%, n=1)

me to ask any questions | had

=6), No (14%, n=1)

any questions | had in a way that was helpful to me.
=6), Not sure (14%, n=1)

understand what was happening
=6), No (14%, n=1)

hild information that was honest and easy to understand
=18), Not sure (9%, n=2), No (9%, n=2).

child understand what was happening
18], Not sure (4%, n=1), No (14%,

hild time to ask questions
=17), Not sure (9%, n=2), No (14%, n=3).

any questions my child had in a way that was helpful to them
=17), Not sure (14%, n=3), No (3%, n=2).

5. we provided this child with information in a way that was easy for them to

=11), NIA (8%, n=1)

Audit reports and recommendations
Over 20 hospitals involved internationally
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Impact on practice - marginal gains

Focusing on making small changes helps focus teams away from it being 'too hard’ to make big changes

or that there is an easy one-off solution.

Looking across the child's whole procedural journey for the small differences which can make a big

impact

r“/ used the info and forms yesterday with a teenager in
a session as a reflective tool and it was amazing to see
her responses and the validation of her experiences.”

~

J

(health professional)

~

(The statement 'give me information that is
honest’, really helps him as he is often told
things won't hurt and they do hurt him. He
has therefore lost trust with hospital

(Off the back of the ISupport audit, we had interest from the
Exec Board and I'm in the process of pulling quotes together
for a significant redecoration to hopefully get funding through

Gtaff (parent) \[_*/
)

_J

the Charity! (health professional)




National level constraints on
health services

Evidence and policy

Societal beliefs about children's
abilities and agency

Child's health care
procedure

Organisations

¢ Reporting targets

* Over burdened services

¢ Cost-effectiveness

¢ Limited time and resources

© Professionals
¢ Accepted learnt practices
¢ Good intentions
¢ Short-term task focus
* Service pressures
¢ Assumptions

© Parents
¢ Uncertainty
¢ Limitations in knowledge
* Good intentions
¢ Disempowerment
¢ Assumptions

© Children
¢ Uncertainty, anxiety & fear
¢ Limitations in knowledge
¢ Previous experiences
¢ Disempowerment

CHILD
HEALTH AWARD
WINNER 2023

Standards for children having %L
promeipbfupiabmigy =T s
xamination or intervantion
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brayl@edgehill.ac.uk
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