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Foreword

It was an immense honour to be asked to write this foreword,
and to be able to introduce a wonderful collaboration that will
make a real everyday difference to people and their families
and carers, supporting practitioners and professionals alike.

As Chief Officer of the South Lanarkshire Health and Social Care
Partnership (2016 -2021), | was approached by both Ramon
Hutchingson, the Co-ordinator of ARCH (the Autism Resources
Coordination Hub), and Thom Kirkwood formerly from Autism
Network Scotland with a proposal to pilot a programme called
the Development and Wellbeing Assessment tool (DAWBA) —a
tool originally developed in the 1990’s with considerable
evidence-based research and proven practical application. The
DAWBA complemented the “My Autism Profile,” an accessible, early self-assessment and
profiling tool developed at the ARCH, which was co-productively developed. The expertise
of Bill Colley, Chair of the Scottish Attention-Deficit / Hyperactivity Disorder (ADHD)
Coalition charity, in using the DAWBA added much valuable insight. Working together
brought a real meeting of minds with one crucial ambition — to make sure autistic people
and others with neurodevelopmental conditions owned, guided and self-directed their
screening, assessment, support, and care activity.

Val De Souza

The Health and Social Care partnership did not hesitate to support this pilot, the DAWBA
was clearly a well-researched and accredited programme. It is important to note that
DAWBA sits comfortably alongside existing NHS diagnostic processes and clinical tools. It is
heartening to see the model so widely endorsed and already being successfully used by
bodies such as NHS England and Wales, The British Association of Social Workers, The British
Psychological Society, and the National Institute for Mental Health in the U.S. as well as
currently being used in Denmark as a diagnostic approach.

The strengths of this approach include

e Atimely, cost-effective indicative assessment

e Help to reduce screening waiting times faced by many children and young people in
relation to suspected neurodevelopmental conditions including autism, ADHD, and
other psychological and clinical conditions.

e With both the backlog associated with the pandemic, and significant pressure on
services the tool offers the chance to identify children and young people’s indicative
presentation at an earlier stage, enabling crucial interventions to be mobilised in a
timely, tailored and person--centred manner, whilst other formal diagnostic and
assessment processes were still pending.

e Getting the right services and supports, at the right time, delivered by the right
people is an additional benefit the tool offers, aligning seamlessly with current
national and local policy and strategic aspirations including amongst many others;
‘Getting It Right for Every Child,” ‘Fulfilling the Promise’ and ‘Inclusion as Prevention’



The DAWBA embodies the spirit of co-production, ensuring that the child or young person is
firmly at the very centre of all considerations relating to their lives, and both they and their
networks of support remain fully engaged and consulted in all decision-making processes
using a robust rights-based approach.

We are now currently at the threshold of a post-COVID Scotland, where a recovery plan and
fairer future for all is promised, particularly those in need of clinical or social care
interventions and no better time for this DAWBA Pilot in Scotland.

You will read in the following report that the initial aspirations for the DAWBA have been
met, and indeed exceeded. Many participants report that by being kept central to the entire
process from beginning to end, the choices, flexibility and control they have exercised in
relation to the supports offered to improve their lives, has been truly respected. This is
warmly welcomed and a credit to those who had the vision and tenacity to believe in this
project and generate such significant changes and outcomes for these communities.

When reading the following report, you may also make the following observation
“uninformed solutions do not solve problems,” and the DAWBA offers us all; individuals,
parent carers, volunteers, and professionals a real chance to make informed and genuinely
co-created decisions together with the communities we serve.

Val de Souza
Chief Officer (Retired)
South Lanarkshire Health and Social Care Partnership
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Executive Summary

The results of the pilot project support recommendations made by Woolgar et al in
the 2014 NSPCC report that the SDQ/DAWBA could play a valuable role in addressing
the currently unmet needs of non-clinical professionals at an earlier juncture when
timely and informed decision-making and planning for children and young people
(and their families) is required and could prove invaluable.

The SDQ/DAWBA could be deployed as a cost effective/high-impact measure to
reduce the well-documented consequences of prolonged wait times and diagnostic
bottlenecks which can delay interventions by non-clinical professionals and negatively
impact on those users and carers affected by their decisions. A core strength of the
SDQ/DAWSBA is its capacity to generate highly accurate indicative profiles at/closer to
the point of need when informed decision-making is paramount.

The SDQ/DAWBA as used in this pilot, could offer significant “invest-to-save” benefits
with respect to ‘Getting It Right’ for children and young people to avert placement
breakdown, declining mental health and poor long-term outcomes.

The pre-diagnostic properties of the SDQ/DAWBA could also support non-clinical
professionals to gain greater insight into the severity, complexity and potential
consequences of children and young people’s unmet support needs as well as
potentially averting avoidable crises.

Considerable potential exists for the SDQ/DAWBA to be deployed at an
epidemiological level to inform broader planning objectives across large population
sets (e.g., local authority/health board).

The objectivity of the DAWBA could reduce potentially adversarial exchanges
between users, carers, and other resource gatekeepers by re-focusing discussions on
a less potentially biased manner and at a more asset-based level to the benefit of all
concerned.

The project did not elicit any major unforeseen consequences or negative responses
from participants their families or project partners.

Further research should be undertaken to determine with greater accuracy the
impact of the SDQ/DAWBA on professionals working with young people, and the
practical implications of a wider, non-clinical assessment approach of this type.

Access to the project and the benefits of participating were universally welcomed by
parent/carers as well as the majority of supporting practitioners and professionals.

The rated assessments delivered a higher degree of ‘equitable empowerment’ for
participating individuals, their parent carers, informal networks of support, teaching



staff, allied health professionals, mental health practitioners’ and social care staff
leading to shared, timely and informed interventions.

Overview

The pilot team undertook this exploratory baseline pilot project as a ‘coming together of
minds’ after collaborative exchanges considering the potential non-clinical application of the
Strengths and Difficulties Questionnaire (SDQ) and the Development and Well Being
Assessment (DAWBA) - both tried and tested assessment tools. This evolved into
consideration of the DAWBA as a triage tool applied in practice, a proposition mooted in
an NSPCC paper by Woolgar (et al) in 2014 titled; - ‘What Works in Preventing and
Threatening Poor Mental Health in Looked After Children’ as well as reflecting on other
reviews, reports, and action plans.

These early discussions raised some ‘What if?’ questions; --

» What if
*» There was an accurate, timely, cost effective, supportive assessment
process available that could provide a detailed, indicative wellbeing
profile of various neurodevelopmental conditions and psychiatric
disorders.

“* This could help select and direct the allocation of resources for further
assessment, earlier identification, and/or timely, tailored support
services by encouraging joined up approaches.

% A pilot study could identify if the SDQ/DAWBA might improve
collaborative practice to the benefit of assessed individuals, their
families, support practitioners, and professionals?

*» A baseline study could identify challenges and enabling factors
required for improved partnership working.

% Potential revenue, resources and quality of life savings might ensue
from a modest investment in such an approach?

+* The combined clinical & non-clinical application of this approach could

bring formal and informal support networks together, reducing
adversarial exchanges?

Conclusions
The strengths we identified in using the SDQ/DAWBA:

» The SDQ/DAWBA instrument can provide timely, cost-effective, and unbiased
indicative assessments

» Implementation is likely to lead to significant reductions in initial screening
processes, and consequential waiting times faced by many children and young
people., a factor identified in several reports including The Audit Commission for
Scotland in 2018.

» With both the backlog associated with the pandemic, and significant pressure on
services the tools offer the chance to identify children and young people’s indicative
presentation at an earlier stage, enabling crucial interventions to be mobilised in a
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timely, tailored and person--centred manner, whilst other formal diagnostic and
assessment processes remain pending.

Getting the right services and supports, at the right time, delivered by the right
people aligning seamlessly with current national and local policy and strategic
aspirations including amongst many others; ‘Getting It Right for Every
Child,’(GIRFEC), ‘Fulfilling the Promise’ and ‘Inclusion as Prevention’

The approach did not conflict with, or contradict other assessment approaches,
whether clinical or otherwise such as, ADOS, ADI-R, DIMENSIONS, ESSENCE or
SCERTS.

In contrast with current widely acknowledged delays, assessment took an average
92 days from consent to identified actionable outcomes, interventions, or diagnosis
74.87% of suggestions were identified as actionable thus far

Final reports informed decisions regarding identified needs

Self-directed partnerships enhancing practice between formal and informal
networks

There were significant Improvements in:

Service targeting
Tailored Interventions

O

More timely Interventions
Enhanced self-directed partnership actions
Enhanced/Improved multi-disciplinary & parallel working

o O

Suggestions/recommendations:

1.

Improvements could be made to the user-experience (UX) of the on-line
assessments through:
i. greater use of visual supports
ii. enhanced section on environment and sensory issues
iii. improved accessibility for ‘Apple’ technology
iv. creation of an optional ‘app’ format

The inclusion of a supplementary questionnaire for social care professionals would
broaden the scope of the wellbeing assessments to facilitate enhance multi-
professional dialogue.

Additional support may be required in completing questionnaires, due to literacy
and or language barriers.

Development of this pilot or equivalent model incorporating a piece of multi-
disciplinary learning which might promote the identified benefits of timely consent
to share of information. This could also lead to a shared starting point where
practitioners could agree and share the same assessment report, in practice with
service users and their networks of support.

A formal academic randomised control study could explore in greater depth the
benefits of an enhanced, holistic, and truly inclusive wellbeing overview assessment,



with timely, targeted services, tailored interventions and the benefits for individuals
and their families.

6. A financial modelling exercise could be undertaken to consider the potential cost-
saving benefits such an approach could offer in terms of social return on such an
investment.

7. Further research into the efficacy of the SDQ/DAWBA in assessing the needs of non-
English speaking children and young people.

The data (a very brief overview):

» 11 Project Partners
» 8 Nominating partners for participants.
» 51 Participants
» 37 Completions and report issues.
» 21 Feedback and evaluations
» 172 Questionnaires; comprising a mix of individuals, parent carer and professionals
» 117 Self-directed report and advocacy responses shared.
» 329 Indicative Wellbeing Concerns
» 207 Suggestion for further Considerations
» 155 (74.87%) Actions identified in partnership between families and professionals
“As parents it was particularly good to see something that captured a more holistic
overview of our daughters’ challenges. It confirmed we needed support, further
assessment, and explanations. Without this our daughter could well have ended up
leaving school with no supports.”
“A report like this would enable us to “This could be 1000 times better
make better more informed decisions” than what we have at present”
Childrens Panel Members Team Leader, Youth Justice, Social Work

N
“As both a parent and lead practitioner, | found this pilot to be very partnership

orientated, individualising and supportive for and to all”
J

The pilot team would like to thank our partners, our participants, and their families as
their partner professionals. Thank you.

|
[ |

This unfunded project was designed and delivered with no conflicts of interest.
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Introduction

-

~N

The coming together of
minds from advocacy and
education with a shared
joint concern on the need to

‘get better’ at assessing

K’needs at an earlier stage.’

Like all positive things they often start by an informal
conversation, this Innovatively Individualising Triage
Pilot Baseline Assessment is no different. Four years
ago, Thom Kirkwood formerly from Autism Network
Scotland was introduced to the Development and Well
Being Assessment Tool, DAWBA, by Bill Colley,
Educational Neurodevelopmental Specialist, who at that
time had been using the tools for more than three

years. The outcome of this triggered a big What if? And

several other related questions we posed:

What if there was an accurate, cost effective and person-centred assessment tool available
which could provide a comprehensive indicative profile as well as highlight various
neurodevelopmental and/or psychological conditions. A timely, non-biased way to select
and direct the allocation of targeted services with tailored interventions, and suggest the
need for further assessment where required, enabling a ‘whole team’ approach?

» What if

i) there was an accurate, cost effective, supportive assessment process
available that could provide a comprehensive indicative wellbeing
profile of various neurodevelopmental conditions and psychiatric

disorders.

i) this could help select and direct the allocation of resources for further
assessment, earlier identification, and timely, tailored support
services by encouraging ‘whole team’ approaches Granulated further
for this pilot to two questions?

» Would a pilot study identify whether the SDQ/DAWBA could potentially offer
improved collaborative practice to the benefit of assessed individuals, their families,
support practitioners, and professionals?

» Could a baseline study identify the challenges as well as enabling factors required for
improving collaborative partnership working, and what potential benefits this could
result in a social return of investment?

It has been used as an assessment tool in a number K’If this assessment was used\

of UK national surveys as well as other countries earlier in a relative’s
internationally, the totality of which highlighted its assessment, would it have
accuracy. One of these studies suggested it was time provided both reassurance
for an ‘evidence test” Thom concluded that an ideal and more beneficial

subject to assess the practical application of the
DAWBA as a triage tool was a close relative.

H ’I)II
By DAWBA as Triage we mean, - Can a DAWBA overview \for others going forward? /
report be useful to and for non-clinical professionals, families,

information more informed
decision making and could it

to enable service targeting and informed decision making.

11



The SDQ/DAWBA, is an internationally tried and tested diagnostic tool created by Professor
Robert Goodman, Child and Adolescent Psychiatrist, Kings College London in the mid-
nineties. The tool has more than 4500 academic and peer reviewed citations within a
searchable database of DAWBA publication. [1]

The SDQ/DAWBA questionnaires were duly completed and to Thom'’s surprise the rated
report outlined his relative’s presentation and indicative support needs with remarkable
accuracy, as well as posing several further considerations including family reassurance.
Thom recalled a previous discussion he had with a group of health clinicians in his former
role as Director, The Patients Association. This related to another assessment approach; the
Balint Method.[2] At the time this was and remains as a comprehensive approach to mental
health needs. When considered alongside the DAWBA, something of a flashbulb moment
occurred and the journey which eventually led to the present pilot was set in motion. This
was the realisation that both approaches represented accurate, comprehensive, and timely
overviews of mental wellbeing needs.

In support of this insight, a significant Case Review into the death of a young person caused
by suicide within one local authority area concluded that [3]

‘Strategic planning of mental wellbeing and mental

health services, informed by data on need and and with one consideration

outcomes, should ensure that mental health within the areas to consider

expertise and resources are more evenly spread
across the support continuum.’

N\ J

‘Greater involvement of local mental health experts, working in operational services
and schools, in planning and strategy. Shared design of mental health services across
primary and secondary health, social care and schools aiming to strengthen the
whole continuum of services from prevention through to targeted expert help.’

.

Question: Could we build on previous learning?

This baseline exploration assessment was initiated to
build on previous higher-level research looking into the
efficacy of the DAWBA and take this a step further
forward to look at the tool’s practical application and
potential to improve early identification.

This was a question posed in 2014 by NSPCC, Rees

Centre, University of Oxford - ‘What Works in woo CREERN 0 NLCCe
Preventing Poor Mental Health in Looked After

Children’ [4]

12



Could there be a potential benefit and impact for those not in the looked after system if
assessed using the SDQ/DAWBA?

The ‘usefulness’ of assessment instruments in research depends on their ability to detect
change in individuals over time; their usefulness as clinical screening tools depends on
whether they are capable of predicting mental health service need (when used by non-
clinicians) or, for clinicians, whether they can help to select and direct the allocation of
resources or further diagnostic assessments. Ease of use Preventing and treating poor
mental health in looked after children is also an important consideration. Taking this range
of uses into account, key findings that emerged from the review included:

‘Use of the Strengths and Difficulties Questionnaire (SDQ) with looked after children
has been shown to provide a good estimate of the prevalence of mental health
conditions, allowing the identification of children with psychiatric diagnoses based on
the Development and Well-Being Assessment (DAWBA).’

/‘Caregivers’ and teachers’ \ /‘The SDQ, Child Behaviour Checklist\

responses on the SDQ have (CBCL), Children’s Global
proven to be more useful than Assessment Scale (CGAS) and
self-reports and its use as a DAWBA can be scored and assessed
screening tool during routine to determine children’s clinical
health assessments for looked needs. The SDQ, CBCL and CGAS
after children has been shown to may be more useful as broad
increase the detection rate of measures of well-being than for

\socio-emotional difficulties.’ / \ assessing specific conditions.’ /

( ‘The DAWBA's use of diverse \ 4 ‘The reliability of assessments N

types of questions and added depends on who is completing the
focus on patterns, duration and instrument; in what context; and the
impact of symptoms may explain skills of the person interpreting
why it is most effectively used by them...’
clinicians, especially with complex \_ J
cases where clinical judgements

are needed.’ Note — In Scotland we now refer to ‘Looked
\ / After Children as ‘Care Experienced.’

Question: Who could be potential beneficiaries?
Adopting a pause to enable reflection, this brought to the fore a number of questions —
associated to unmet needs from challenges faced by individuals, parents, and carers, as well

as clinical and non-clinical professionals.

13
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Potential Clinical and Non-Clinical Beneficiaries?
Th|5 |nfographic - Individuals Parent Carers [P Grand Parents ‘ Legal Guardians
Clinical Cducational Support Learning Guidance
illustrates our initial o — Teacher Tenotiery
Speeoch lal Worker cial Worker Mental Health
view that the ) Lonouege W ZOTO Voun osdcs Protessionals
. Specialist Social Worker
answer to this could —_— o m—) e = W Poice D Residenta
. . Children’'s Panel
be wide and varied. v Sen, G -

A 4

Question: What are the potential barriers reported most frequently, from parents, carers,
and professionals alike?

e undue clinical diagnostic waiting times,

e undue waiting times for in-school assessments

e undue waiting times for social care assessments and interventions,

e “The right hand doesn’t talk to left,” practitioners in different settings delaying or
failing to share their assessments with individuals, families and across agencies

e bureaucracy and requests for assistance taking too long,

e Individual and family views and experiences being excluded, dismissed, or even
ignored

e there are not enough knowledgeable people within the workforce,

e why do we not listen to each other?

e we need a shared language!

Such barriers

{
an unmet The Unmet Need?
’
need’ see ) )
K it Not Knowing Conflict
Image oppOSI e | kmow that there ks something that is impacting o arf gftting a:!rul'lictin_g in[?rmalio_r\ iz lf:e
I on this child and family b have the whole situation has 18 very .adw:ls;lrlal. I.N’e
are ve ry rea e Ty iy need further balanced information but don't
know where to go.
and prompt the Assess
need for u rge nt I need to make an immediate decision about this I think that he may be autistic or have
wulnerable child but cannot CAMHS for an ADHD but | am not qualified to even
Ch a nges in assessment for 18 months (or up to 4 years). express that opinion.
practice. They —
hologist, privately | have to find a suitable placement for this
2 ounds. We don't have child but cannot make that judgement
are a I SO # vel o - Publicly waiting time without knowing what his/her needs are.

are very long.

supported by a
growing body
of evidence Could we... and with what...?
that there are

systemic
weaknesses in terms of the cohesion between agencies and lack of collaborative
assessment and planning between agencies principally education and child and

14



adolescent mental health. These impact provision for children with additional support needs
on a daily basis and outlined in reports including All our Children and All Their Potential [5]
Not Included, Not Engaged, Not Involved [6]

What are Scotland’s overarching intentions? Are there improvements that can advance
and support those intentions?

The intention, here in Scotland is clear. The direction of policy and legislation is towards
early intervention, inclusion, and equality. However, these remain aspirational principles.
Unfortunately, they still falter when it comes to joined up delivery.

“Could a multi-disciplinary, non-clinical early identification approach be of benefit utilising
the SDQ/DAWBA?” We believed so, hence our discussions in developing this pilot.

One would expect differing perspectives in the answers, but we thought there had to be
better ways of operating cohesively toward improved delivery in practice associated to
GIRFEC,( Getting it Right for Every Child), [7] and supporting the implementation of the
National Practice Models [38] whilst at its core supporting Scotland’s continued
implementation in practice of UNCRC,[9] and incorporation into Scots Law. [10]

%

/ I-cowvrisenmt \
We therefore recognise - The United Consent Order -- a)Person First (subject to capacity),
Nations Conventions on the RIghtS Of b)Joint (person and parent), c) Parent, d) Legal Guardian
the Child, ratified in the UK in 1991,
formerly at least in theory, into Person 21 Joint 16
practice consideration 1992, and
decided to align the pilot with these
principles; person-centred, human
rights based, and consent driven.

-

Legal Guardian 2

_ y

We know the development and well-being assessment tool has been successfully used in a
number of national surveys including key public bodies, for example: -

The report of a survey carried out in 1999 by Social Survey Division of the Office National
Statistics on behalf of the Department for Health, the Scottish Health Executive and the
National Assembly for Wales — ‘The mental health of children and adolescent in Great
Britain’[11] and by NHS Digital Mental Health of Children and Young People in England,

2017,[12] and Mental Health of Children and Young People in England, Wave Two Follow Up 2021
[13]

15



The pilot team also believed that as well as improving practice, inclusive integrated thinking
could offer potential benefits for taxpayers’ pounds and potential societal return on
investment expounded in the Microsegmentation Report March 2018. [14]

Evolving into broader strategic considerations, we realised a series of additional, yet
significantly relevant considerations especially with connectivity and cohesion in practice
aligned within policy. An opportunity to identify investment proficiency!

In parallel, ARCH, South Lanarkshire and The Renfrewshire Autism and Neurodiversity
Project, Renfrewshire HSCP joined the discussions as potential pathway partners, with
Renfrewshire seeking participation for adults only. Given the DAWBA’s academic citations
predominantly related to children and young people, it was recognised there was insufficient
academia to support such a consideration.

Further discussions including clinical oversight, ethics and processes, strategic potential as
well as practical implementation continued within a professional context across Scotland.
Inclusive of reflection on Why what we do matters?

For this pilot project we have - the coming together of minds from individuals, families,
education, social work/care, mental health, and advocacy, with the shared joint concern on

the need to ‘get better’ at assessing ‘needs at an earlier stage.’

Social
Work/Care

Inclusion and
- . -
Collaboration
e »

¥ "

After considerable deliberation we arrived at the conclusion that there was justification to
establish a study to explore the use of the potential of practically applying the SDQ/DAWBA
as an early identification profiling triage tool within a Scottish context guided by our
fundamental what if’s?

16



Why what we do matters!

Despite Scottish Government ASN funding increase overall, even pre-pandemic, certain
departmental or specialist funding has not kept pace with the increase in demand.

It could be reasonably argued more so, when account is taken of comorbidity rates and the
prevalence figures of children and young people in both the care and youth justice systems.

Prevalence All Increasing (For example but not limited to) ~ More than 4/5 people with ASC/D have ADHD traits
ADHD 1in 20 Between 1in 2 and 1 in 4 children with ADHD have ASC

Autism 1in 57 1in 3 people with ADHD have Development
Coordination Disorder/Dyspraxia traits
Development Coordination Disorder 2%-6% (e)

1in 3 people with Development Language Disorder

Developmental Language Delay 7.6% (e) have Development Coordination Disorder
Dyslexia 1in 10 Around 1 in 2 people with Tourette’s syndrome have
ADHD traits

Tourette’s 1% (e)
More than 1in 5 people with Dyslexia have ADHD traits
NDC - unidentified within Social Care System 44% (e)

Developmental Language Disorder and Dyslexia often
NDC - unidentified within Youth Justice System 45% (e) overlap

This information has ben drawn from various reports, raviews for axample ADHD UK, Autism Resource Centrs Cambridge, Dyslexa UK, Ican org.uk, BMJ, Sage Publications

It seems there is scope to use the SDQ/DAWBA as a triage tool in supporting those at the
front-line and articulated by the following anecdotes:

“This family is struggling, it is “I can’t help this child until |
evident it is not poor parenting, | know what the issues are?”

need this child assessed Teacher

Social Worker

“I know this girl needs
‘I know there is something wrong support, but I can’t access an

with my boy but what?” assessment to give me my

starting point?”
Parent gp

Teacher

“I have to find a suitable placement for this child but cannot make a
judgement without knowing what their needs are.”

Social Worker

17



“My daughter will have left
school without the help she
needs to meet her needs due to
very long wait times”

“I need access to an assessment
that will help me support this
young person here and now.”

Social Worker
Parent

“As dad | am along with my daughter’s teachers fed up trying blindly to
meet a need when we don’t know what it is!”

Dad

The need for change has been articulated via increasing demand, lived experiences and data
drawn from research. In addition to qualitative sources the pilot team sought to build and
expand upon previous work, including reviews, reports, and academia. We agreed that a
baseline study of a timely, comprehensive indicative wellbeing profile could support the
principles of inclusion as prevention and address findings such as those below:

In an investigation by

Scottish Public ‘Under complaint (a) we found that the records evidence
Services Ombudsman that the attitude of social work was at times judgemental
[15] into the Moray and based on pejorative private opinions’ and ‘Under
Council’s decision complaint (a) we found that there were numerous and
make around one significant failings in relation to gathering and taking into
family affected by account relevant information when making decisions
autism and other regarding the children’s care and education’
complex issues, they

fond \_ )

A Significant Case
Review [16] of one
young autistic person
within one local
authority areas
concluded that

‘... concerns were not always shared effectively with all key
partners, as they were being considered in isolation’

18



‘Issues around addressing the mental
health and wellbeing concerns of older
children mean young people aren’t being
referred to Child and Adolescent Mental
Health Services (CAHMS) or children’s
social care appropriately.

- J

[ ‘..a “dramatic increase” in the number of\

In April 2019, pre covid the Scotsman Scottish school pupils identified with a

[18] reported a data analysis range in neurodevelopmental conditions....

autism up by 101%, child mental health
problems up by 252% emotional and

behavioural challenges up by 87%, those
with communication challenges up by

In respect of Initial Case Reviews
(ICR’s) and Significant Case Reviews
(SCR’s) a recent Cultural, Artistic and
Scientific Knowledge for Prevention,
Access, and Retrieval (CASPAR) [17]
briefing stated,

presented by the Scottish Childrens
Services Coalition, a leading
children’s campaign group which

highlighted k 293%..] )
And from The Scottish Government “30.9% of children and young people in schools
Commissioned All our Children All in Scotland have an additional support need”

Their Potential [5]

and A System which
“That additional support for learning “... devalues and demoralises children
is not visible or equally valued within and young people who learn and
Scotland’s education system....” achieve in other ways...”

With the DAWBA'’s proven history as child and adolescent mental health assessment tool, if
utilised, due its comprehensive wellbeing overview may provide an opportunity to reflect
and build on access to and accessibility of accurate assessment information useful and
beneficial for other non-clinical practitioners, across education and social work and more.

It was concluded by project partners that it was worthwhile undertaking this Innovatively
Individualising Triage Pilot, as an observational baseline assessment project. Our purpose
would be to identify the benefits of the SDQ/DAWBA applied as a non-clinical profiling tool
and focus upon:

» identifier of individual strengths and difficulties
» identifier of underlying indicators

19



» provide an enhanced holistic person-centred overview benefit to (a) individual (b)
parents (c) practitioner (d) professional

» associated timeline prompting more timeous for targeted and tailored
interventions

» associated cost, time, and timeline savings

» value of SDQ/DAWBA Report as supporting information for subsequent clinical
diagnosis

with an overarching consideration re potential impact on early identification, for earlier
targeting of service provision and individualised tailored interventions.

20



The Assessment Tool (Information supplied by DAWBA Team)

The DAWBA is a package of interviews, questionnaires and rating techniques designed to
generate ICD-10 and DSM-IV or DSM-5 psychiatric diagnoses on 2—65-year-olds. The DAWBA
covers the common emotional, behavioural and hyperactivity disorders, without neglecting
less but sometimes more severe disorders. You can consult a list of diagnoses covered.

Information is collected from up to three sources:

e Aninterview with the parents of 2—17-year-olds.
e Aninterview with 12—-25-year-olds themselves.
e A questionnaire completed by teachers or another practitioner of 2—17-year-olds.

The DAWBA interviews can be administered either by humans or by computers. For the
ever-increasing proportion of young people and parents who are at home with computers,
the computer-administered interviews [19] have the advantage of cutting out the cost of
employing an interviewer. Below is a screenshot selection of the online provision.

DDAVWEA Choose the next topic

I For more information on how to choose, glick here.
Azaorbaycanca What next?

Rali s all
Bunrapcxm
Dansk

D attects y ent Bigures” such as parents
EAA ANV
English
Espanol
Francais
Hrvatski
Itakano
Korean/ Sra

Lietuwiy Choice of
Nederlands

Norsk Language
Polski

PortuguéEs
RomMmaEnsa

Pycckmia
Slovenski ~ |

tual isadilities

her strengihs anad GOOA points
The interview in general

Obsessions and compulsions
Many children have some rituals or suprstitions, e.g. not stepping on the cracks in the pavement, having 10 go theogh a special goodnight rbual, having to wear lucky clothes for exams, o needing a lucky mascot for school sports matches
Itis also common for children to go through phases when they seem obsessed by on particdar subject or acthity, 2. ¢ars, a pop group. 3 football team

But what we want to know is whether Zo Zo has any rtuals or obsessions that go beyond this

Does 20 2o have rituals or obsessions that upset heg waste a lof of hee time, o inkerfere with her ability to get on with everyday ife?

o ®

No
Yes

<<Back | Save>>

In addition, some respondents find it easier to be honest with a machine than a person.
There is also a convenience factor since a growing number of respondents can complete the
'online' DAWBA from home or work. But there are also many circumstances where having
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an interviewer is an advantage. It is quick to train DAWBA interviewers and previous clinical
experience is not essential, see Interviewers' Instructions [20]

The interviews and questionnaires involve a mixture of closed questions such as "Does he
ever worry?" and open-ended questions such as "Please describe in your own words what it
is that he worries about?" With the computer-administered interviews, the respondent
types the open-ended answers into the text boxes. With the interviewer-administered

interviews, it is the interviewer who transcribes the answers. Interviewers can also add
comments to the transcript, e.g., about a respondent's difficulty understanding questions,
or about a respondent's reluctance to speak about specific topics.

To increase acceptability and reduce costs, the interviews and questionnaires have
deliberately been kept as short as possible. As a rough guide to length, the parent interview
takes around 50 minutes to administer to a community sample. The corresponding youth
interview takes around 30 minutes to administer to a community sample. The teacher
guestionnaire takes around 10-15 minutes.

The length of interviews is further reduced by skip rules that allow entire sections to be
omitted when screening questions indicate that the child is extremely unlikely to have the
diagnoses covered by those sections.

Information from the different informants is drawn together by a computer program that
also predicts the diagnosis or diagnoses, generating six probability bands, ranging from a
probability of less than 0.1% of having the relevant diagnosis to a probability of over 70% of
having the relevant diagnosis. The computer-generated predictions may be enough for
some research studies, but for clinical use and some research studies, the computer
predictions are not the finishing point - they are simply a convenient starting point for
experienced clinical raters who decide whether to accept or overturn the computer
diagnoses (or lack of diagnoses) in the light of their review of all the data, including
transcripts.

The DAWBA combines the simplicity of respondent-based measures with the oversight of a
counsellor or psychologist. Getting respondents to complete the interview online can
reduce costs by 80% or more. If interviewers are needed, then using non-clinical rather than
clinical interviewers reduce costs. Skilled clinical investigators are expensive and scarce - the
DAWABA uses them very economically. For example, the 1999 British nationwide survey
employed around three hundred non-clinical interviewers to assess over 10,000 children -
but only required two clinical raters back at base.

The initial validation study of the DAWBA suggested it had considerable potential as an
epidemiological measure and promise as a clinic assessment Goodman et. al., 2000. [21] A
decade of subsequent experience has confirmed this. The DAWBA has been used in all the
British nationwide surveys of child and adolescent mental health, Meltzer, Gatward,
Goodman, & Ford, 2003. [22] These surveys, and similar surveys in many other countries,
have generated reasonable prevalence rates, and shown the expected pattern of
association between disorders and independent risk factors - thereby providing further
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evidence for the validity of the DAWBA. The DAWBA has also taken off as a clinical
assessment in a wide range of contexts and countries.

Over and above the routine rating process adopted by the DAWBA, as part of this pilot we
have a dual overview of the algorithmic generated report. Firstly, by a high experienced,
trained rater, followed by further overview not just to the generated report, but to the
rater’s overview considerations and suggestions. Consultant Clinical Psychologist do this
second overview.

In ensuring a robust and objective rating process, a two-tiered screening arrangement was
put in place. The first rating was undertaken by a DAWBA trained and accredited rater,

followed by a second tier of clinical oversight by a Consultant Clinical Psychologist.

Later reference is made to identified conditions within the final generated wellbeing profile,
and both ‘probable diagnosis’ and ‘indicative diagnoses’ referenced.
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Advocacy Response

The pilot team are consciously aware of the challenges autistic individuals, their families,
and those with other neurodevelopmental conditions often have in accessing timely,
targeted, and tailored interventions. Equally the demands and pressures practitioners and
professionals have in their endeavours to meet those needs via targeted service provisions.

We are all appreciative through our experiences irrespective of our roles, that some of the
interfacing conversations in addressing these challenges can be complex, uncomfortable
and in far too many situations become unnecessarily adversarial.

Advocacy can play a significant contributory role in alleviating aspects of those challenges,
whilst at the same supporting and enabling individuals, their families, practitioner, and
professionals to achieve solutions for going forward in positive collaborative ways.

Unfortunately access to advocacy for autistic people and those with other
neurodevelopmental conditions and their families is currently a postcode lottery of
commissioned or grant funded services, often part of statutory advocacy provisions.

There is already a national strategic context to meeting the challenges of access to
advocacy, often controlled by eligibility criteria, which has the dual impact of service
limitation.

Individuals’ families and communities/ groups of people may need a range of diverse types
of advocacies, and it is vital that advocacy provision is available appropriate to need,
delivered by the right people at the right time.

Advocacy need has been recognised across a range of reports and plans, for example, The
Promise, [23] The Accountability Gap, [24] ASL Action Plan, [25] The Autism and Advocacy
Exploration Report, [26], The Microsegmentation Report, [14] the latter two both part of the
Scottish Strategy for Autism. Most recently the Autism and Advocacy Policy Action Paper
Jan 2022 [27], which is due to be followed up by further submission to policy leads by the
Autism Advocacy Network.

Given the significant and clearly known gaps in advocacy provision, the pilot team in shaping
the pilot determined along with the DAWBA Report that we would provide an advocacy
component by means of ‘Advocacy Response’ intended as a helpful guide in suggesting
further steps.

When it comes to autism and other neurodevelopmental conditions, one realises advocating
is often and more often than not, more than a single issue and it is about the person, the
team including family, the processing and system, with outcome beyond more than an
output.

The focus of considerations and suggestions from a DAWBA report, have within the
advocacy response have taken account of the overall common interest holistic advocacy
approach via a positive collaborative partnership where all adopt a co-productive
participatory engagement resource in practice.

24



The objective is a ‘gentle suggestive nudge’ for Inclusion as Prevention by Inclusive and
Together.

In adhering to a rights-based approach, it was suggested to twenty-five participants and
their families that they may have had a statutory access to Independent Advocacy provision
due to mental health or additional support for learning legislation. Unfortunately, twenty-
three were unsuccessful, two were successful, one receiving advocacy, the other family
support. Does this in itself highlight an advocacy supply problem or narrow eligibility
criteria?
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Analysis

As well as the raw data we are able to pull on from the DAWBA reports, Participant
Overviews, we have also included the evaluation questionnaire which follows. We have
incorporated responses from those into our critical analysis, statistical analysis, case studies
and reflective learning.

Evaluation Questionnaire

We have one more request from you. Would you, your supporters be so kind as to complete
this evaluation questionnaire below.

This has been an exciting and interesting baseline exploratory project. This project team and
our nominating partners would like to thank you for participating. We thank your

supporters, family, practioners and professionals who have help you.

It is important to re-emphasise this project was unfunded and the pilot team committed to
this without remuneration.

Evaluation Questions

Please tick your nominating partner agency

Nominating Partner Cross One
AlSee

ARCH — Autism Community Resource Hub -- ARCH

CLC Consultancy

COAST — Champions of Autism Spectrum Together
RANP — Renfrewshire Autism and Neurodiversity Project
SAIL — Supporting Autism in Lanarkshire

Silent National Partner

Work it Out

Other Please Name

Did the project information leaflet and consent form inform you sufficiently with where
applicable
further granulated information from your nominating partner agency.

Yes No
Did this collectively explain your rights? Yes No
Did you request any reasonable adjustments made? Yes No

Please indicate
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How did you find the questionnaire?

Please indicate.

What would you suggest could be done to make it easier and or more relevant?

Please Indicate.

Was there anything you thought obviously missing?

Please indicate.

Did you find the report useful? Yes No

Did you think it was accurate re you? Yes No

Please indicate.

Do you propose to use the report? Yes No
Do you intend to, or have you shared the report? Yes No

Who do you intend to share the report with?

Please Indicate — (e.g., Teacher, Spec Teacher, Ed.Psych. Clinical Psych. GP. SALT. OT.)
You can indicate as many people or organisations as you wish.

How do you propose, if at all, to use the report?

Please indicate.

Do you think it will add value in determining any outcome with the people or services you
share the report with?
Yes No

Please indicate.

Will it contribute to a reduction in adversarial conversations with people about your care,
diagnosis or in place support?

Please indicate.




Has it help to attain targeted service to support you and or tailored supports for you? Please

cross all that are applicable or appropriate.

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

Identify General Learning Profile/Plan

Identify Strengths and Weaknesses

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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Additional Comments

As a professional supporter did you find the report informative? Yes No

Did the report information assist you to target service better with tailored supports?

Please expand.

Did the report enable you and or such service to tailor support more beneficially for the
individual?

Please expand.

Do you think such a report is beneficial in early more holistic wellbeing identification?

Please expand.

Was the soft advocacy response, where issued, useful as a guide? Yes No

Please expand

It is worth noting that all the way through this pilot process, participants, families, and
partner practitioners and or professionals were asked to inform us which policy/practice
areas they could identify potential benefits. All evaluation and feedback points, many
repetitive have been incorporated into the report and or the selection of case studies.

Critical Analysis

Given that the principal aim of the project was to evaluate the efficacy of the DAWBA as a
comprehensive indicative wellbeing profiling triage instrument to inform thinking and
planning for professionals working with children and young people, this section of the
report will focus not only the DAWBA per se, but on the practical considerations involved in
making it available to that client group (including for example, social workers, teachers,
residential care managers, youth justice workers, members of the Children’s Panel, etc.) or
as appropriate to the team around the child.
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The process

Beneficial to begin with by
illustrating the participants
overall journey within this
pilot project, see illustration
opposite.

The Participant Journey

Nomination Consent Questionnaires Triangulation

Rating Clinical SDQ DAWBA Advocacy
Oversight Report Response

o Participant y
Ratticipant & Partner Feedback Project
Matie Actions Evaluation Report

When a new referral was registered with the project and completed the compliance
process, the case was passed by the Project Coordinator to the DAWBA Rater with the

following information:

Gender of CYP

P wnNe

Type of interviewee

No further information was provided.

The project Coordinator then assigned an identification code (e.g., J13M) to allow both

Age of child/young person (CYP)

Number of structured interviews required

Rater and Coordinator to liaise over the interview process without compromising data held

exclusively by the coordinator.

Interviews slots were then generated by the Rater and the on-line links sent by email to the
coordinator who then distributed these to the client.

On completion of the interviews, the Coordinator would alert the Rater who would then
complete a draft rating profile before sending this as an inclusive part of the full DAWBA

report to the Clinical Supervisor, who would then either endorse the report or suggest
additional information, changes in style or tone, or make any other recommendation before
the report was forwarded by the Project Coordinator to the client, along with a soft

advocacy response.
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eEmail processed (5 minutes)
Receipt of -Interv!ews generated (5 mlnutes) .
request eInterviews sent to Coordinator (2 minutes)

*DAWBA initial ratings read and analysed (20 minutes) )
eRatings cross-referenced against open-text answers (15 minutes)
*Probability ratings given for DSM5 and ICD 10 conditions (10 minutes)
*C-GAS and HoNOSCA ratings provided (5 minutes)

Rating

Process

_J
¢Clinician's notes (15 minutes) \
eSuggestions for next-steps and/or support (5 minutes)
eDraft report issued to clinician
eLiaison with clinician
eSubmission of final report to Project Coordinator

The rating processes

The specificity and sensitivity of the DAWBA algorithm have been established through the
normal scientific process of peer reviewed research. The rating process, whereby these
initial findings are then used to guide the development of a full profile requires considerable
experience in the field of diagnostic assessment across a range of developmental and
mental health conditions and the rater must have the confidence to ‘challenge’ an indicative
finding or suggest that others are added-in as considerations.

Thus, in terms of the study group:

» Initial suggestions of OCD were sometimes dismissed/over-ruled if the behaviours
were comforting rather than intrusive.

» Indications of Bipolar disorder were frequently questioned or over-ruled due to the
age/stage of the client, and if there was no evidence of true ‘mania’ or if
‘hyperactivity’ might provide an alternative explanation

» Where ASD emerged as a strong possibility, anxiety and phobias were considered in
this context rather than as discreet disorders.

» ASD was occasionally suggested as a possibility where not otherwise indicated if
there was sufficient evidence to suggest that self-report was itself influenced by this
condition.

» Where ‘trauma’ was suggested in the client history, PTSD might not be rated if the
full diagnostic criteria were not evident in client responses.

» CD and ODD were treated with caution in clients with ASD or ADHD where
behaviours were context-specific (e.g., prompted by anxiety).

In all cases, and as would be expected in an exercise of this nature, the main

recommendations or suggestions were for further assessment using specialised clinical
services, or for further information gathering.
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Clinical oversight

The pilot did not seek to employ the DAWBA to generate diagnoses or initiate treatment,
rather this was an opportunity to see how a generalised profile might be of benefit to non-
clinical professionals. However, to maintain a degree of rigour in the assessment process all
generated indicative profiles were reviewed by a clinical psychologist to ensure that they
met a minimum standard for accuracy by those who would be potentially using them.

This also allowed potential actions to be attuned to the requirements of local available
clinical and social services.

There were no significant disagreements between the Rater and the Clinical Supervisor, but
the latter was able to add further insight on occasions and to suggest changes of style and
tone to avoid potential difficulties in consulting with existing clinical professionals and
ensure the DAWBA was regarded as offering added value and insight rather than challenge
pre-diagnosed conditions.

Risk Management

Prior to the establishment of the project, consultations took place with experienced DAWBA
raters to determine what, if any, risks might arise.

The principal concern that emerged from those discussions was the issue of ‘safeguarding’
and how the project team should manage any disclosures that could indicate immediate risk
to a CYP.

It was agreed that the Rater and Clinical Supervisor would alert the Project Coordinator at
the earliest opportunity should such a situation arise, and that the coordinator would them
contact the referring agency to determine what action should be taken. One of the Pilot
partners retains a ‘Reserved Function’ via a statutory agency in this regard. Agreement was
reached that any potential Child or Public protection concerns would be involve his
guidance.

Four such cases arose and were actioned by the
project coordinator via pilot partner with ‘Reserved
Function’ within 2-3 hours of issue being flagged up.
Three out of the four had already been seen by
CAMHS with each having a determination. One,
more severe, had an imminent appointment with
local CAHMS Crisis Team.

“I have already had a positive
response to this report from the
CAMHS” Crisis Team.”

Instances of severity we hope would always be met _
by the fundamental principles within Scotland’s | e Time, Space,
Suicide Prevention Action Plan 2022-2025, ‘Creating

oo _ Compassion...”
Hope Together’ [28] by the practice inclusion of
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In the event where, any person may be at risk of significant harm, national guidance for
child and adult protection would be followed. If this came across as imminent, then
emergency services would be informed.

The second set of risks concerns possible ‘false positive’ and ‘false negative’ results, i.e., that
a condition might be suggested by the DAWBA that was not actually present or one missed
that should have been included in the final profile.

Given that the project was not aiming to provide definitive diagnoses, any subsequent
demonstration of inaccuracy would fall into the field of diagnostic uncertainty’ rather than
being classified as an error. In many cases, DAWBA probabilities were matched against
DSMS5 criteria to ensure diagnostic compliance and only time will tell how prospectively
accurate the DAWBA was at identifying the correct range of psychiatric and psychological
conditions provided in the probability profile.

A third identified risk is the potential for parents/carers to misinterpret an indicative
suggestion to imply that a definitive diagnosis had been given. This, despite considerable
efforts to clarify the purpose the indicative profile to all participants, this possibility has
been shown to have occurred and one requiring further consideration.

In cases where abuse or neglect may be under consideration as a factorin a CYP’s
presentation, the DAWBA made no attempt to contribute towards this differential
formulation but instead offered additive value in identifying potential independent factors
which could also be part of that process.

Furthermore, accuracy in assessment hinges on the quality of information disclosed and this
varied in this pilot as it does in the clinical situation.

Finally, the project was not aimed at providing or initiating treatment but guiding support
and thus a recommendation based on one indicated condition would not be likely to cause
harm if a different one was present.

Recommendations/Suggestions

The dilemma facing the Rater and Clinical Supervisor was how best to convey the findings of
the DAWBA rating in terms of the language and nomenclature employed.

At an early stage it was decided to re-phrase ‘recommendations’ to ‘suggestions’ to reduce
the risk of offence to those who might feel that the project was attempting to undermine or
challenge existing services.
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ﬂThose involved in the DAWBA ratings \

As indicated above, the most common noted the potential added-value to the
suggestion was for further assessment assessment process of good quality school
and in particular the value that could be observations exploring pupil mood,

added to an understanding of a CYP’s behaviour, and social interactions in both
needs by a comprehensive school structured and unstructured environments
observation. It is worth emphasising: to demonstrate functioning in more than

Qne domain.” j

“‘DAWBA raters frequently suggested that an understanding of pupil needs would be
enhanced by input from allied health professionals and in particular speech and
language and occupational therapists.”

In terms of practice, this approach fits nicely and complimentary to and along with the
DAWBA in terms of undertaking welling being assessments, it is supportive under the
GIRFEC framework [7] alongside assessments for reasonable adjustments and additional
support for learning needs. The DAWBA assessment is available within the NHS provisions
and can be used within existing assessment pathways.

Education Scotland 7]

In other cases, it was suggested that allied health professionals might undertake
assessments to determine with more precision, the current function of a CYP in terms of
speech, language, and communication, or where issues had been indicated with respect to
sensory processing.

In a small number of cases, the level and/or complexity of need suggested that
families/carers may benefit from additional support, but this could not be explored in any
depth without reference to the locale, and the availability and capacity of existing services.
However, the suggestion itself could encourage those involved in supporting the CYP to
investigate specialist maintained, third sector, or other options, and was thus considered to
be worth including in the final report.
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Critical Analysis Summary

1. The administration process worked effectively and efficiently but could be improved

in the following ways:
a. DAWBA IDs should be used in preference to Coordinator-generated
identification codes
b. The update tools in the DAWBA system, including the ‘To Do’ list could be
used more effectively by the Rater to assess on-going progress
c. There is a yet un-demonstrated concern that information disclosed in the

participant’s overview might be excluded from the DAWBA interview because
the participant may wrongly conclude that the Rater already has access to it.

2. Whilst there was confidence that the ratings were valid, the robustness of the resul
could be improved, by:
a. Providing on-line support prior to the issuing of interviews to explain the
process prior to completion

ts

b. Providing support to help participants understand the value of more in-depth

open-text answers, particularly with reference to the.
i.  Frequency of behaviours
ii.  Intensity of behaviours
iii.  Impact of behaviours
¢. Increasing the number of interviews
d. School participation

3. Participants might benefit from having direct access to the Rater or Clinical
Supervisor to understand what the final DAWBA report means.

4. Some minor glitches in the DAWBA itself require attention, and specifically the
gender pronouns used in the report which can mis-identify individuals.

Statistical Analysis

From the pilot partnership, the key geographical partners via the ARCH - Autism Resource
Coordination Hub - are strategically South Lanarkshire Health and Social Care Partnership,
and South Lanarkshire Council with the following third sector or inhouse partners, namely;
Action for Children, Champions of Autism Spectrum Together, Support Autism in
Lanarkshire, Work it Out -Including --Social Inclusion Project, Youth Justice South
Lanarkshire.

The other three partners were: Bill Colley CLC, Caledonian Learning and Care — Educational
Specialist & Neurodevelopmental Specialist. Thom Kirkwood, AlSee Consultancy —
Advocating Inclusion Specialist, Change Agent, and Trainer and Renfrewshire Autism and
Neurodiversity Project.

Neurodiversity Voice was integrally inclusive throughout, inclusive of neurodiverse
individuals, parents, carers, and professionals.

35



Most pilot partners were Nominating Partners, where they could nominate individuals for
participation. Others provided both nominations and expertise, others just expertise.

Number of Nominated Participants
2

Action for Children via ARCH
AlSee

In this infographic, one can
see the number of nominees

per nomination partner. ARCH 13
COAST via ARCH

RANP

SAIL via ARCH

Work it Out/SIP via ARCH
YISW via ARCH

= B MW M

AGE Demographic

n=51
11and 12t0 14 1519 20-23 Over 23 The ta rget age range for

- nominated participants was set
| l | between 7 years old to 23
: @ o o years old, with a caveat, we
® would accept a small number
below 7 and over twenty-
s three, with the aim of
objective learning and
11 8 10 3 comparisons if and where
possible.
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The neighbouring infographic
provides the breakdown the age
demographics of the project
participants. In line with modern
thinking and of course consent. We
enabled self-identified gender, as
per the infographic below. We did
not provide a choice option. We
simply allowed an open box within
the Participant Overview document,
to enable the individual/parent
carers or legal guardians to enter
their own choice.

The participants came from across
Central Scotland, the majority from
West Central, with the remainder
from East Central. The infographic
below provides a further
breakdown.

Self Identified Gender
o Izz:?ilcipants

24

=)o

()

Female

Granular Contribution

Total Questionnaires Issued @

To Individuals

SW Youth Justice o

Parent Carers General Health Professional o
Grandparents Support Worker SC o
Legal Guardians Support Worker YC o

Ed Psychologist o
Other o

Drop out = 43 Questionnaires. Incomplete = 31 Questionnaires

Teachers

Out of School Care

There were six provision/services sectors from which the participants came. Unsurprisingly
the majority came as expected from within education. What was surprising, was the small
number of combined sector participants e.g., education/social work, education/social care,
employability/social care. There were only five identified as combined.

The nomination process
was via a nominating
partner, as this built in an
additional safeguard for
participants and their
families, as well as the pilot
project itself. The six sectors
and their associated
participant numbers can be
seen in the visual opposite.

Sector

n=>51

Employability

Youth Justice
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In respect to Granular Contribution the level of commitment from individuals, their
parent/carer, legal guardians, to attain initial commitment from a professional to complete
a questionnaire on child or young person’s behalf was exceptionally promising.

Taking account of fifteen participants who drop out (29%,) equating to forty-three
guestionnaires issued that were not completed, - this still left thirty-one questionnaires
either not started or insufficiently completed to enable a contribution. See information
visual opposite.

We, like families were surprised, by the fact that twenty-five educational professionals
committed to individual and or parent to completing a questionnaire on an individual’s
behalf, supporting their assessment, yet only one third were duly completed.

Self Directed Report/Response Shares
Despite this negativity, for

“ Individusals 4 Grand Parents
unexplained reasons, it

1 or We have I
would appear |t has not chosen to self 3 Parent Carers “ Legal Guardians

directly share

deterred individuals and or our feschers Ed. Peyeh
DAWBA

parent carers S:S:Drt and “ Clinical Psych. 3 S.L. Teacher

from self-directing report and i outschooiCare IEMP Speech L.

advocacy responses acCross the fo[lowing [ Social Worker ii Mental Health
. professionals Professional

their networks of both or B Susport Worker General Health
f H | d practitioners Spaciailet Health Professional

proressionals and non- 2 RenEIs e -’ Other

professionals as shown on

the foIIowing infographic Number with arrows represents number of times a

report/response has been shared

From the SDQ/DAWBA Reports, we were able to identify as per infographic below,
indicative concerns. Concerns sufficiently justified to the nominating partner that

Iindicative Concerns

“ Austismn 12 P 1 Oppositional
Separation General
6 za . T ’ Conduct
3 - Arudety Anoiety
ccumulative - N Amsorexia
Specific " n
number of . Phobia -;:‘ Depressio Bulimia
individuals Deliberate “ L
eitiy -Z* Social Phobia Self Harm s
indicative Panic “ Bipolar -;* Psychosis
COnNCcCerns.
. Emotions at Feeding
-» Agoraphobia “ School “ Difficultios
mEm) FTs0 mrm Liachment = Searig
Difficulties Difficulties
- Elimdnation
E’ CeCD 29 Hyperactivity a Difficulties

MNumber with arrows represents number of times a concerns
has been indicated
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participation in this pilot would be beneficial These are illustrative of explanations for some
of the challenges and concerns being raised by either individuals, their parents/carers, or
legal guardians and/or professionals with professionals.

The DAWBA algorithm,
provides an indicative
probability of diagnosis. The
computer prediction is never
an absolute "no" or "yes";
instead, the individual is
assigned to one of six
probability bands, ranging
from less than 0.1% likely to
more than 70% likely.

From this pilot’s data, autism
for example, we can deduce
there is an estimated 16-24
individuals with a varying
likelihood of between 15% to
70% probability of receiving a
formal diagnosis.

Using the same example, one
of the ‘benefits’ of this
assessment instrument
depends on the effectiveness
and complimentary and
supportive skillsets between
the rater and clinical
psychologist, in providing
additional strategic insight
into current and future need.

Probability of Disorder

less than 0.1%

around 0.5%

around 3%

+ around %15
++ around 50%
+++ | 70%

Autism

General Anxiety

18 4
0 u

Likely Probability (%) of Diagnosis

A pear DAWEA algarithm

Separation Anxiety Specific Phobia Social Phobia
L i ki L} 1] 1 [} 17 7 o
12 6 4 1 0 17 1 [} 7 L]
Agoraphabia PTSD oco
] i 10 '] '] i (/] 6 (] o
[ 0 3 1 [] o 4 ] B 8
Depression Hyperactivity Oppositional
0 8 7 1 ] 12 1 L] 6 i
7 1 ] ) 17 4 ” u n L)
Conduct Anorexia Bulimia Tics

5 1 2 5 o 1 4 3
2 [ 3 (] ] ] b [}

DSM 70 50 15
D 70 50 15 Note: Nothing below 153 included

Without use of this assessment instrument, delay in any diagnostic assessments that can
impact on timely interventions could be implemented by other professional disciplines.
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Consideration for Further Exploration and or Intervention
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Within the pilot, the SDQ/DAWBA reports, collectively identified and suggested as chart
10

below, areas for considerations for further explorations and or interventions.
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Consent to Report
Issue.

Iss

Questionnaire
Complete to Report

- -
Timeline
Average Working Days

to Questionnaire
Completions .

Queestionnaire Issue

Issue.

We learnt that we were able to engender less adversarial conversations. Whilst at the same
Consent to
Questionnaire

time augment improved horizonal conversations between individuals, parent carers and

professional alike, supporting input and co-created outputs into actions
As a result of this parallel multi-disciplinary inter-communicative approach our average

timelines both per stage of our process and overall are illustrated in the following visual.
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Outcome: An average of

from consent to intervention implementation or diagnosis.

Outcome: Based on suggestions for consideration from the DAWBA report and soft touch
advocacy response.

partnership identified actionable rate reported.

Are we answering either of our two big questions? One can deduce statistically and in
practice, the partnership approach of placing children and young people at its core, (with

the one person one report ethos, and a supportive soft advocating response) is having some
impact.

Included is a random selection of case studies.
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Case Studies

Case Study Sample A
Summary Profile Pilot Categorisation — Health and Education.

Participant in this case study a resident in Central Scotland, attending a mainstream school.
Despite pursuing professional diagnostic assessment for a number of issues and concerns,
yet, even with professional acknowledgement. Whilst investigative assessments are
underway and have been for some time, there is no assessment conclusion or definitive
plan of action in terms of treatments, interventions, or support. It is for this reason, after
independent advice and guidance, it was suggested, participation in this pilot project could
be beneficial. Our hope is that it may provide some reassurance and steps, no matter how
small, towards much requested and sought-after diagnosis and supports. Given the child’s
lack of development and capabilities, the online questionnaires for this assessment were
completed in this instance by, mum, dad, and a family support person.

Participant Overview

With no clear diagnosis yet. This individual’s growth is unusual since pre-birth, she has
always been exceedingly small for her age and the family have been told that some of her
features point to a genetic condition or syndrome. This may include a neuro-development
disorder, a learning disability or possibly autism and that “bits of her brain are missing,” as
well as being informed she has the mind of a much younger child.” A recent Brain scan
showed some brain abnormalities and possibly something called “Temporal Cortical
Hypoplasia” as well as a number of other flags, a sleep disorder, a heart murmur,
Hyperacusis and Symbolic Agnosia.

This child has also experienced a lot of earache and respiratory complaints and she has
constant stomach issues and bowel problems. Sleep is always difficult and more recently
she has been having sleep seizures. She is waiting for a follow up brain scan under general
anaesthetic and referred for an Autism Assessment (standardized screening), but the family
have been told this can take 18+ months to happen.

SOCIAL AND EMOTIONAL ISSUES:

These date back to pre-school; been told she is “emotionally all over the place” She has
difficulty concentrating and coping with background noise and loud noises. Too many
people around her at once make her anxious. She often gets stressed and frustrated and
tends to hit out and fight if there are too many children around her, she has separation
anxieties and going into school causes her to get really upset. Although once she is there she
usually settles down. She hates any type of change — e.g.: even a slight change of furniture
or décor She is happy and affectionate child, but she is not keen on being touched, kissed,
or cuddled. She also hates wearing clothes and hates dressing or being dressed and she
tends to strip-off indoors whenever she can.
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In 2020, it became known she has been a victim of child-on-child sexual abuse which has
made her even more emotional. This individual is soon to start seeing a CAMHS worker.
LEARNING ISSUES:

While she really loves being active, doing well at physical activity such as gymnastics and
cycling and roller skating etc., she still cannot read or write or sound letters out as she
struggles to read even simple words like “and,” “no” and “it “. She cannot complete quite
simple schoolbook tasks such as reading, writing, drawing, craft etc., In comparison with her
classmates she is well behind where she should be, having still not reached “early level”
stage.

The school have only very recently started putting in some exceedingly small support
strategies in for her. We have been struggling for a long time with no help.

The family from advice and guidance from Enquire and CYCPS have submitted a request for
a coordinated service plan.

Development and Wellbeing Assessment Summary

This DAWBA profile was generated as part of e mieesrs, s Ber BAWEA Repart

a Scottish Pilot Project which aims to explore This may inciude concers pcked up i open e ansrs

the use of the DAWBA in non-clinical settings

as a triage/pre-diagnostic assessment

instrument. Ratings are based on the

probability estimates generated by the

DAWBA algorithm and are informed by open-

text data from the respondents. They are not S v@ & " &»f\d s

) RO ‘&o ¢ \c°° ' i\&&:\o\‘\z@e %@9 &o
to be regarded as concrete ‘diagnoses’ but Bl e&@@““lo&«\* «\°&@°°"Q° Q& o
‘working hypotheses’ to assist in planning Fe & *@;@PD 4
and decision-making. Complex profile with N
reasonable consistency between
respondents. Medical concerns noted in
terms of impact on young person (YP) and
family. Possible chromosonal atypicality

noted.

£
{;

Likely Probability of Diagnosis (DSM)

as per DAWBA algorithm

Further assessment may benefit from multi-
disciplinary diagnostic service viz differential
dx. High probability of neurodevelopmental
disorder and comorbidity. Autism risk
identified with key diagnostic criteria met for
full assessment (e.g., ADIr/ADOS). As a
pervasive developmental disorder, ASD risk
may support intervention decisions re other
areas of need, including post-trauma support.
Specific processing needs of ASD clients

Panic
Agrophobia
PTSD
OCD
BDD
General Anxiety
Sleeping...
Other

Conduct
Elimination...

Bipolar
Anorexia Bulimia

Autism
Emotions at School

Separation Anxiety
Psychosis

Specific Phobia
Social Phobia =————

Depression
Deliberate Self...
Attachment...

Hyperactivity

Oppositional

Tics Tourettes

Feeding Difficulties

B70% ®50% W15%
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should be considered when attempting any
generic support (e.g., CBT). ASD risk informs Likely Probability of Diagnosis (ICD)
understanding of possible contributory B

factors viz separation anxiety, specific and
social phobia, generalised anxiety, and 'ODD'
and conduct 'disorder'. ODD and CD not
currently rated for this reason - i.e., that

Social Phobia =—

behaviours may be explained better in terms E § % % JE 2 § § 3>§ % gf E §>_§ g g 't §§ § f
. . 5Pccact Xoo0QEESOcbGgLgonmy
of autistic regigidities and needs rather than <gaa®g SELEEEE § 2 % RN
. ) . 0 & 7948 g 8 e =
as discrete disorders per se. Biploar over- “se & go° £2 3 p o
Q T A
) [} =
V)

B70% W50% W15%

fltwum:wdr—rﬁxMs'wie’;h“%*.
ruled due to age/stage and lack of evidence of

true elevated mood rather than hyperactive
episodes. ADHD indicated.

Academic difficulties noted and suggestive of
potential benefits of assessment for specific
learning difficulties (e.g.,
dyslexia/dyscalculia/dysgraphia) and cognitive
function. Assume vision and hearing have been
assessed as 'normal'. If not, testing may be of
benefit. Intellectual +/- developmental delay?

Suggestions: 1) Differential diagnostic assessment with focus on genetic and
neurodevelopmental contributions to needs profile. 2) OT assessment re sensory profile and
possible development of 'sensory diet' to minimise stress. 3) SALT assessment to determine
receptive and expressive language capacity. 4) Communication passport based on SALT
assessment to assist YP in communicating with adults and peers. 5) Cognitive assessment to
determine current level of function (both at home and at school) and reasonableness of
age/stage demands being made of the YP. 6) Academic adaptations to curriculum and
environment (sensory/attentional challenges + social demands) 7) Psychological
interventions re post-traumatic support to be informed by idiosyncratic processing needs of
a (potentially) autistic YP 8) Support for the family in terms of understanding contradictory
needs for 'sense of safety', structure and routine, as well as stimulation and challenge. Help
to identify triggers and to de-escalate meltdowns. 9) Support for school staff in terms of
understanding YP's complex needs and vulnerability. Emphasis of helping YP to feel safe
with respect to environment and relationships.
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Advocacy Response

The demonstrates multiple and complex pre-diagnostic probability with working hypothesis
suggesting the likelihood of syndromic diagnosis, thus highlighting the current overarching
challenges that the child, her family, and practitioners and professionals collaborating with
her are facing.

Based on the information available and consideration of the key questions. (See below.)

Key Question Note answers are based on info currently available Yes | No

Is the family doing all they know how to or with advice and guidance attempting to do the right thing | v/
re their child’s assessments and interventions

Does the child have complex or multiple needs which have a significant or adverse effect on his/her | v/
learning?

Does the child have Additional Support Needs? v
Will the Additional Support Needs of the child last for more than a year? v
Do the child’s Additional Support Needs require a significantly high level of co-ordinated input to v

educational planning from one or more agencies in addition to Education?

Is there in a need for substantial and significant additional support provided by Education ata Level 3 | v
Continuum of Support model?

Does the child have a detailed Child’s Plan? Not that we have been made aware of. v

Is the Education Authority responsible for the education of the child or young person? v

Would the child, the parents and front line educators and support staff benefit from input from allied | v
health specialists associated to child’s needs?

Is there a need for potential further exploratory assessment by appropriate specialists? v

Would the child benefit in the short, medium or longer term, from one of the following - Child’s Plan, | v/
Coordinated Service Plan, Staged Intervention Plan, Individualised Educational Programme, Personal
Learning Plan ? https://education.gov.scot/parentzone/additional-support/how-schools-plan-
support/types-of-plan/#:~:text=Co%2Dordinated%20Support%20Plans -
This%20statutory%20plan&text=Your%20child%20may%20be%?20eligible,non%2Deducation%20servi
ce%200r%20agency

Would both advocacy support and further parental support be beneficial for child and her family? v

We would strongly suggest assisting in planning and supportive decision making, strong
advocating support for a plan, with an overall focus on GIRFEC and the SHANARRI
components.

It is, however, more the content of a good plan that is significant rather than the type.

There are many ingredients and inclusions in making a good plan.
https://www.autismnetworkscotland.org.uk/documents/view/c356b7c5-143a-48b5-92¢9-
df2e09e1b146

Delivery of direct advocacy provision is not part of the pilot. In this instance we signposted
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to two advocacy organisations, where acceptance and access may/will be subject to
eligibility criteria.

Delivery of direct advocacy provision is not part of the pilot. In this instance we signposted
to two advocacy organisations, where acceptance and access may/will be subject to
eligibility criteria.

In consideration of a good plan, this may include some or all the following and more
depending on further assessment:

e Qutcome focussed to benefit the individual, make targets achievable and
measurable

e Undertaking of further assessment and identification

e Ensure holistic education and social development both in and out of school

e Encompass the individual as far as capacity enables in the development of their plan
to the best of their own capability (provide supportive advocacy if required) (use
supportive communication tools if appropriate)

e Take account of hidden sensory issues often a key trigger for meltdowns, a trigger
and solution analysis may be helpful.

e Have an initiative-taking partnership approach which includes individual,
parent/carers, practitioners

e Beinter-agency connected, health, social care, including third sector clubs etc. if
appropriate

As we all know beneficial outcomes for an individual are based on positive collaborative
partnership working, including between parents and professionals and professional to
professional. We would suggest this is critical in this instance to enable joint delivery of
suitable and timely interventions to meet the individual’s needs.

Feedback and Actions Taken.

“We were delighted to have been referred to this pilot via a legal professional who
works within children’s rights. We found the questionnaire’s challenging and very
thorough.” Parents

[ “As parents we found it very \

reassuring that we were aware of (
our daughter’s complex challenges.
The report confirmed that we
needed support, further assessment,
and explanations, not just for us, but
for the professionals that also k

\ collaborate with our daughter.” /

“The soft advocacy response
empowered both of us as parents,
our daughters support practitioner
and teacher to advocate better for

our daughter’s needs.”

J
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“Our hope and objective were to encourage more meaningful joined up person centred
approach in relation to education health and social inclusion and to improve a joined
up working practice to enable more focused discussions in our daughters TAC
meetings, reducing conflict both between professionals, and professional practitioners

and us parents.”
g J

“We shared the DAWBA report and explanation leaflet with the following professionals
-- Teacher, Head Teacher, Educational Psychologist, GP, CAMHS, associated AHPs, and

L with local authority Inclusion, ASL and Needs Service Manager.” )

4 )
“It has taken us a long time to get this far, and it is too early to state what will actually

be put in place to support and bring about improved outcomes.”
\ J

/ “We felt there could be \ “We appreciated the referral to GN

improvements by the a) advocacy service. We did not get

questionnaires could have advocacy. We got some family

supportive visuals or explanation support to help us at TAC meetings
videos, b) an advocacy and with communications with

professional could hold professionals and service managers.
responsibility for accountability Too early in practice to determine
and coordination of information the direction of actions.

flow associated to progress via “Thank you for enabling us via this

\ TAC meetings.” / \ pilot.” /

Observationally, this family and their professional partners can envisage actions if
implemented having a positive impact of delivery within the following policy areas —

Getting it Right for Every Child, [7]

The Promise [23]

The Accountability Gap [24]

All Our Children All Their Potential [5]

The Additional Support for Learning Action Plan (ASLIP) [25]

The Neurodevelopmental Specification: Principles and Standards of Care [29]
United Nations Convention on the Rights of the Child [9]

The Equality Act. [30]

and more.

YVVVVVVYVY
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Case Study Sample B
Summary Profile Pilot Categorisation —Further Education/ Employability/Social Care.

The participant in this case study is a young adult, resident in Central Scotland, part time
college, and in receipt of SDS Package. Despite pursuing employability options for the last 3
years, nothing has transpired to date. This young person and his family hope that
participation within the pilot may bring some cohesion and better understanding of the
young person to the fore to enable accessibility to with reasonable adjustment to inclusive
opportunities.

Participant Overview.

| am a 22-year-old young adult who has autism. | struggle with social situations and require
constant prompting to behave appropriately. | love people; however, | find friendships
exceedingly difficult. | say inappropriate things and say things that people find rude and
upsetting. | am unaware of dangerous situations and have no sense of stranger danger, so |
speak to everyone and think that everyone is my friend. This makes me very vulnerable, and
| was arrested a few years ago and had to go to Govan police station. This was a very
frightening and scary time for me. | only spoke to the lady and was trying to be friendly.

My anxiety levels can escalate very, very quickly. | struggle with time and if | do not do
something at a certain time, | can become frustrated and angry. | require support to keep
calm and stay on a green | require this support everyday several times a day.

| have no concept of money. | love to shop, and | can open an eBay account as a guest. This
has got me into a lot of trouble with my mum as | bought a few trains at £225.00 each. | am
trying to work on having a better understanding of money and trying to learn how to
budget. This is extremely challenging for me and |1 get frustrated when | have spent my
weekly allowance .| search for the bank cards when my mum goes to bed or goes out into
the garden .| want to go on a plane next year if | am well enough so | know | will need to
save for this .

| live at home with my mum and my brother. | would like to live on my own when | am older.
Mum came over to my house and | can make her dinner. My brother and his girlfriend can
also visit me. | love my family very much and enjoy the family parties that we have. | love
when my mum’s friends come over.

| really enjoy the club one evening a week. | get to see my friends there and we have lots of
fun.

We chat and laugh. We also support each other if any of us are struggling with things at
college or at home.

This participant disclosed two previous diagnoses, autism and learning disability.
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Development and Wellbeing Assessment Summary

Autism. Other consideration depression, ??Mania/bipolar??ADHD combined.

Consistent responses from self and parent/carers supported by open-text information.
Autism diagnosis appears secure and may explain specific and generalised anxieties, social
communication and interaction difficulties, and routines/obsessions. OCD not discounted

but main intrusive feature appears to be
associated with time rather than
discomfort in the activities/thought
patterns per se. Worth exploring further.
Impact of life events noted and especially
loss of grandparent. Associated with onset
of depressive features in profile. Possible
unresolved issues around bereavement viz
impact on family routine and personal
interactions. Bip/ADHD worth exploring
further and specifically nature of elevated

Separation Anxiety

Specific Phobia n———

Social Phobia

Indicative Wellbeing Profile Concerns DAWBA

Panic

Agrophobia

PTSD

OCD =——

BDD

General Anxiety

Report

Depressior
Deliberate Self...

Bipola

Emotions at School
Attachment...

Hyperactivity
Oppositional

Conduct

Anorexia Bulimia

Tics Tourettes

Psychosis

Feeding Difficulties

Sleeping Difficulties

Elimination...

Other TEE———

mood v hyperactivity. Auditory hallucinations noted. No current evidence of self-medication
but possible unmet need re mood. Also explore potential dysregulated sleep and impact on
daily function. Pattern/severity etc. Treatment options could be informed by ADHD/Bip Dx
and assessed alongside current treatment programme. DAWBA profile supports further

investigation and potential differential Dx for comorbidities common in ASD population.

Likely Probability of Disgnosis (DSM)

as per DAWBA algorithm

OCD ' ————
Depression = —

General Anxiety = —
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Advocacy Response

Autism

Separation Anxiety

Specific Phobia  m———

Social Phobia

Panic

Likely Proability of Diagnosis (ICD)

Agrophobia

PTSD

OCD =
BDD

as per DAWBA algorithm

General Anxiety
Depression e ——
Bipolar

Deliberate Self Harm
Emotions at School
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Attachment...
Hyperactivity

15%

Oppositional

Conduct

Anorexia Bulimia

Tics Tourettes

Psychosis

Feeding Difficulties

Sleeping Difficulties

Elimination...

Other

Given this young person DAWBA report and Participant Overview both complementary to

one another demonstrates a number of probability factors with working hypothesis.

In this case one may consider advocating for further investigations as indicated within the
DAWBA report as well as consideration for occupational inclusion and bereavement support

via for example-
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a) Sharing the DAWBA with his Psychiatrist or Psychologist
b) Employability or further programmes at college.
c) Seasons for Growth programme to support his bereavement understanding.

It may also be worth considering supporting DM to complete a My Autism Profile to help
him understand his own condition. My Autism Profile
https://www.southlanarkshire.gov.uk/downloads/file/13763/my _autism profile

It is also our understanding that this young person is entitled to Independent Advocacy
under current mental health legislation re his autism. Search the SIAA
https://www.siaa.org.uk/find-an-advocate/

Feedback and Actions Taken.

r
“We found the questionnaires comprehensive and thorough. Being online was a big
benefit as one could log in and out completing in sections as need be. Supporting
processing.”
.
(" . .
“Would suggest increased visuals.
Would suggest consideration of making it an app as oppose online questionnaire thus
enabling improved ease of use.”

“We felt it could be useful to have a stronger component re environmental and sensory
challenges/concerns.”

concerns we felt could be there. Concerns over and above already diagnosed autism
and intellectual disabilities.”

“My sons and | self-directly shared the report with my son’s psychiatrist and used it to
support our underlying concerns. We also used the report to support our actions in
respect of his self-directed support provisions.”

U U WL S U

\
{ “We found the report fully accurate and informative, and it noticed some underlying
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“Mly sons psychiatrist found the report informative and used it as a supportive guide in
his considerations re further assessment.”

~\

Through our family’s equity level discussions with professionals, we envisage the on-
going actions positive impact on and of delivery within the following policy areas —

Getting it Right for Every Child,[7] [if this was done whilst still within education]
The Promise [23]

The Accountability Gap [24]

All Our Children, All Their Potential [5]

The Additional Support for Learning Action Plan (ASLIP) [25]

The Neurodevelopmental Specification: Principles and Standards of Care [29]
United Nations Convention on the Rights of the Child [9]

The Equality Act [30] and UNCRPD [31]

The National Mental Health Strategy 2017-2027 [32]

The COVID Recovery Strategy — A Fairer Future [33]

and more

VVVVVVVVYVYY

“As both a parent and lead practitioner, | found this pilot to be very partnership
orientated, individualising and supportive for and to all”
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Case Study Sample C
Summary Profile Pilot Categorisation —Education/CAMHS

The participant in this case study is a young adult, currently progressing through high school
and experiences difficulties with social communication and interaction and inflexibilities
that impact her daily life.

Participant Overview.

I am a 14-year-old girl, in my second year in high school. | live at home with my brother,
sister, mum, and two dogs. | have always had problems with noise as long as | can
remember. | cannot cope with loud noises like banging, shouting etc. | have trouble getting
to sleep most nights, sometimes rocking myself to sleep. Mum says | have been like this
since | was a baby.

| do not cope well with changes and find it hard to work up the motivation to do things
sometimes. Finding school difficult as there are so many people and so much noise that it
overwhelms me. | get incredibly stressed out and anxious about it.

| fond friendship a struggle too as | often think my friends do not like me or find me
annoying as | often do not understand what they mean, sometimes by their actions or by
what they say. | sometimes get upset and think it would be better if | were not here because
of the way my thoughts are.

| also have tics which | cannot control, and | do not know how to stop them either.

| struggle to concentrate for extended periods of time, feeling as though | forget things
quickly, especially if | need to carry out a few instructions one after the other.

| get angry and stressed out at trivial things.
Development and Wellbeing Assessment Summary

General profile is of a young female with elevated levels of anxiety, low resilience, and
currently depressed. Discrepancy between self and parent symptom reports is not unusual.
Specific and social

phobia noted and rated

accordingly. Insufficient Indicative Wellbeing Profile Concerns DAWBA

data for ASD to be Report

considered an elevated
risk, but subtle
indications of difficulties
with social
communication and
interaction and
inflexibilities warrant
further investigation.
Presence of both motor
and vocal tics suggestive
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of TS (or similar) and thus of underlying NDD contribution to presentation. Strengthens
relatively weak evidence base for attention disorder and supports parental comments re
weak executive function and organisational skills. Understanding of female ADHD
phenotype may help with further assessment and understanding of difficulties.

Further investigation into social understanding and communication skills, and collateral
information on learning and behaviours (esp. social interaction) would help. Quantitative
info on extent and quality of peer relationships would support formulation. Sensory
difficulties? Worth exploring to establish full range and impact. Unclear whether true mania
or pro-dromal psychosis are present. Responses suggest not, but vigilance necessary.
Suggestions for considerations: 1) Holistic assessment considering both emotional and
developmental contributory factors (esp. tics), 2) Further information on current academic
attainment and cognitive performance, 3) School observation with focus on social

function and social skills, 4) Short sensory profile to establish extent, if any, of sensory
difficulties (with possibility of sensory diet to alleviate stress), 5) Strengths-based approach
to building peer relationships and self-esteem, 6) Availability of 'trusted adult' with whom
she can communicate her concerns

Likely Probability of Diagnosis (ICD) Likely Probability of Diagnosis (DSM)
a5 per DAWBA algorithm as per DAWBA algarithm
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Advocacy Response

This young person’s DAWBA report demonstrates a number of indicative possibilities, which
one would suggest following up on. Treatment to help control TICs can have impacting
benefits on an individual confidence with potential positive knock on to other aspects of life.

In her case one may consider advocating for further investigations as indicated within the
DAWBA report as well as consideration for additional support via

a) Sharing the DAWBA with her GP for further referral or psychologist for further
assessments. Risk has been identified re suicidal planning.
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b) Consider the use of Handicalender https://www.abilia.com/en/our-
products/cognition/memoryand-
calendars/handicalendar, could be supportive app for remembering.

c) Explore options or access to befriending or support provision.
d) If she thinks her voice is not being heard at school perhaps one could approach My Rights
My Say.

Disclaimer - The above is based on the outcomes of the Development and Well Being
Assessment and the Participant Overview. It has been issued for consideration and
suggestion. It is up to the individual, subject to

capacity, the parents/carers, legal guardians, in partnership with practitioners and
professionals to decide and determine what actions are taken if any going forward.

Feedback and Actions Taken.

r
“We found the questionnaires “Would be used to have more pictorial

comprehensive and thorough.” supports.

7

Provision of telephone support.”

“. Our daughter found it very helpful
she felt included about her, for her. é “Opportunity to have a stronger )
Enabling those who supported her to be PP v g

more informed and do a better job.” component re environmental and
sensory challenges/concerns.”

\_ J U J

4 N
“We shared our daughters report with her key teacher, headteacher, GP. CAMHS. And

other Allied Health Professionals.”
\ J

~\

“As parents it was very good to see something that captured a more holistic overview
of our daughters’ challenges. It confirmed we needed support, further assessment, and
explanations. Without this our daughter could well ended up leaving school with no
supports. “

J

~ 1
“The report and advocacy response empowered our daughter, ourselves as parents, and

her key teacher to advocate better for our daughter’s needs.”
\ J

N

“It already has, it has changed the whole outlook of the TAC meetings they are more
inclusive, especially of taking our daughters views into consideration. We are fully
supportive of this process now, whereas before it was a constant battle.”
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Table re Suggestion for Consideration and Self-directed Partnership Identified areas of

action

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

Identify General Learning Profile/Plan

Identify Strengths and Weaknesses

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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“Guidance and Support for learning teachers took note and actioned accordingly,

especially associated to daughters’ anxiety, which impacts across all her daily life.”
\

Through TAC discussions as actions are implemented it could be having positive impact
of delivery within the following policy areas —

Getting it Right for Every Child, [7]

The Promise [23]

The Accountability Gap [24]

All Our Children All Their Potential [5]

The Additional Support for Learning Action Plan (ASLIP) [25]
The Neurodevelopmental Specification: Principles and Standards of Care [29]
United Nations Convention on the Rights of the Child [7]
The Equality Act [30] and UNCRPD [31]

The National Mental Health Strategy 2017-2027 [32]

The COVID Recovery Strategy — A Fairer Future [33]

and more

VVVVVVVVYVYY

“Thank you for enabling us to be part of this pilot.” “Know me better - Enables

us all more.”

“This assessment approach should be used for more young people who are
struggling.”
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Case Study Sample D
Summary Profile Pilot Categorisation —Education

This is young male resident in Scotland, transitioning between secondary with a number of
challenges that are impacting on his daily life, while waiting for assessments.

Participant Overview.

This young person has a range of different difficulties which are educational and
developmental. In Primary 5 he was assessed by Speech and Language Therapy due to
concerns mum had over his understanding of words — hearing words and then repeating
them back differently, and word recall issues. The school were initially very resistant to this
as he is articulate and can talk fine. However, SaLT came back with a language disorder
which has not been catered for by his high school. Negative cycle focusing on behaviour at
school for all of first year at high school. This has led to mental health and self-esteem issues
and a lack of relationships between him and others. Relationships have always been
particularly important to him.

He also has dyslexia. He is not keen to be seen as different to others. However, at the point
of filling this page out, he is realising that he is different to other people and that he does
not know why.

He is showing concerning traits around social situations. He is mirroring behaviour that he is
seeing e.g., other teens using the same words leads to him using the words even when he
does not know when to use them or what they mean. At times he seems worried about
looking stupid and therefore will keep speaking when there is some sort of disagreement
with friends or adults. This is leading to issues with adults in and out of school. He then
fixates upon how a situation was for him and struggles to see other viewpoints. He struggles
to maintain friendships because he needs constant reassurance in friendships. When having
conversations back and forth with friends, he can take it too far, or take things very
personally.

When something goes wrong, he seems incapable of being able to deal with it and will have
a meltdown. Meltdowns are caused by him struggling to communicate things or not being
sure what to do next, from the bread being mouldy, to fall out with friends. It will not
always be clear why he is having a meltdown.

He fears violence due to experiences with domestic abuse (not directly) when he was
younger and counselling, he had for that. This has led to him panicking when there are
violent fights at school. He may become very hyper after them and has explaining that he
feels scared, and he is not sure how to behave when he feels like that.

He really struggles with doing things there and then and will try and say ‘later’ so a task is
delayed until a future point. It is like he does not know how to start a task, he tends to panic
and become frustrated. If asking him an open question, he struggles. Metaphors are difficult
for him — he thinks they are strange. He is very literal. Has issues seeing things from the
perspective of others without support e.g.one group of teenagers at school walking about
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with pride flags telling him to go and kill himself because he is not gay leads him to think
everyone who is gay behaves like this. He fixates on things he is interested in and needs
others to understand why something is important to him there and then.

He has OCD tendencies, low self-esteem, a tendency to lean towards disordered eating,
especially when he is feeling unsecure/unsafe.

As parents we are struggling to get the correct supports in place for him.
Development and Wellbeing Assessment Summary

Tourette ADHD combined OCD Generalised anxiety ??PDD/Autism

Profile of a young person ill-at-ease in educational setting. Reasons unclear but appear to be
associated with both academic under-performance, difficulties in interacting with adults and
peers, and problems with self-regulation.

Uncertainty around cause of heightened anxieties and direction of causation between these
and other difficulties (e.g., hyperactivity/OCD). Both developmental and emotional disorders
appear to be evident. Possibility of ASD remains despite insignificant risk indicated. ADHD
indicated and supported need for further assessment in both school and home

domains. Profile would benefit from detailed school observation and examination of social
understanding and academic functioning (i.e., does he have the social kills and
understanding but is unable to access them? YP may be struggling with curricular demands
if cognitive functioning below that of peers. Also, likely to have difficulties with executive
functions (time management, personal organisation etc. Open text answers support
involuntary nature of many observed behaviours and thus challenge with self-management
in certain situations. A cognitive assessment may help school staff to understand YP's
difficulties with task completion and classroom behaviour.

Also, worth exploring SpLDs other than dyslexia. It is evident that he is hyperaware of how
others perceive him and as such the response from all adults collaborating with him will be
vital in supporting him, particularly in relation to behaviours that he has no control over.
Negative responses such as ‘telling off’ or drawing attention to him in a classroom setting
will perpetuate his anxiety

and exacerbate the

behaviours. If staff are Indicative Wellbeing Profile Concerns DAWBA

aware of his engaging in Report

movements or
vocalisations, we would
recommend that they
check in with himin a
supportive way. Interviews
provide support for further
examination of both OCD
and Tic Disorder. Overall
complexity of profile
suggestive of need for
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differential assessment to tease apart causal links and to discriminate any underlying NDDs
from contribution of emotional factors. Risk of attributional uncertainty and 'explaining'
range of behaviours by reference to low cognitive ability rather than pervasive disorders. YP
might benefit from: 1) Detailed school observation, 2) SALT assessment (esp. re social
understanding and communication), 3) NDD (including ASD and ADHD) assessment, 4)
Cognitive assessment, 5) Additional support in class and during unstructured periods in
school day (social support), 6) Child's Plan or Learner Profile to support school staff in
understanding YP's difficulties, 7) (Depending on outcome of the above) a differentiated
curriculum, 7) Differential dx.

Likely Probability of Diagnosis (DSM) Likely Probability of Diagnosis (ICD)
as per DAWBA algorithm as per DAWBA algorithm
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Advocacy Response

This DAWBA report demonstrates a number of factors and probabilities with working
hypothesis to assist in planning and decision making, suggesting the likelihood of conditions,
for example, ADHD, OCD, and potentially ASD.

In this case one should consider advocating for further investigations as indicated within the
DAWBA report as well as consideration for and of and their appropriateness in compliance
with for example ASL, UNCRC, and Equality -

a) Sharing the DAWBA with his GP for further referral or psychologist for assessments

b) Sharing with allied health professionals in particular Speech and Language. Perhaps
the development of communication protocol for him.

c) Sharing with school to support appropriate inclusion into an integrated multi-
disciplinary plan of action.

d) Supporting his inclusion in and understanding of plan — See link
https://www.autismnetworkscotland.org.uk/documents/view/e89f18ff-a89e-46b 8-
98bc-97146b093bff

e) Given the indications from the DAWBA in supporting him it may be beneficial for him
to complete ‘My Autism Profile’ copy attached, as this will help support him in
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understanding himself as well identifying further assets which can be built on
together.

f) Consider target that are achievable in small components and how they are
measurable to enable him, so he can see, feel, believe, and understand for himself
that he is making progress, building confidence, resilience, and capability.

g) Consider reasonable adjustments for example environment and learning.

h) Independent Advocacy via My Right My Say for educational matters --
https://www.partnersinadvocacy.org.uk/my-rights-my-say/

Or via Central Advocacy Partners
http://centraladvocacypartners.org.uk/Default.aspx

From experience of advocating for many individuals and families, with a positive partnership

approach and all on the same page person centre individual first approach with cohesive
strategies supporting SHANNARI principles, the outcomes for everyone have a greater
chance of achievement.

Disclaimer - The above is based on the outcomes of the Development and Well Being
Assessment and the Participant Overview. It has been issued for consideration and

suggestion. It is up to the individual, subject to capacity, the parents/carers, legal guardians,

in partnership with practitioners and professionals to decide and determine what actions
are taken if any going forward.

Feedback and Actions Taken.

“It was challenging as the wording seemed to contain double negatives. However, the
main challenges related to my son’s difficulties e.qg., if a question asked, ‘Do you feel
sad, angry or down?’ he would only be able to consider one of those options and would
answer based upon this. This makes it hard when the answer is no.”

\_ J

N
“I know that the NHS assessments are remarkably similar. It would be advantageous if
a SalT could be commissioned to resign the forms use across the board.”

. J
“We have shared report with School, SaLT, Ed psych, pupil support and GP and with
CAMHS. It highlighted potential diagnoses which could then be investigated in more
detail.”

J
“We did find that CAMHs were unprepared to accept the findings of the report because
it did not fit within their referral process e.g., it came from the GP and not the school.
This is a flaw within CAMHs as opposed to an issue with the report.”
. J
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Table re Suggestion for Consideration and Self-directed Partnership Identified areas of

action

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

X

Identify General Learning Profile/Plan

X

Identify Strengths and Weaknesses

X

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

X | X | X | X |X|X

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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It was still seen as ‘undiagnosed’ which should not be an issue in Scotland, but it was.

A rights-based approach, as we incorporate the UNCRC into Scots law at the
beginning of 2023, could provide increased opportunities for this pilot project to help
increased children and young people. Crucially, it could be used to ensure public
bodies/local authorities/Scottish Government are recognising their duties in terms of

/”It did to a certain extent, reduce adversarial conversations. \

those with ASN and SEN.”

“The pilot identified many unmet needs that had not been highlighted before. It was
the gateway to my son getting the support he required. While resources at LA and
school level are still problematic, the school now know what the unmet needs are —
something we would not have achieved without this pilot.”

\_ J

“It led to us getting further assessments which would not have been considered without
this pilot. If we had not been lucky enough to hear about this pilot and be accepted
onto it, my son would have been excluded from school.”

“I wish All young people had access to this project. | feel this should be central

to assessing unmet needs in school and helping schools (and parents) get the

resources they require.” Parent/Professional
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Case Study Sample E
Summary Profile Pilot Categorisation —Education/CAMHS

The participant in this case study is a young adult female resident currently attending
mainstream high school. This young person and her family hope that participation within
the pilot may bring better understanding of the young person to the fore to enable more
targeted supports to meet the young person’s needs — collaborating with family and school.

Participant Overview (own words)

High pain threshold — has hurt oneself numerous times badly and does not seem to feel it.
No temperature control jumpers on in the hot weather, wanting to go to school in a shirt
when its freezing outside. Casual comfortable clothing is favourite.

Avoids social inclusion as far as possible, for example if family are over, she will stay in her
room and does not want to come down. Has a singular friend from high school. Used to go
to clubs, swimming, art, coding, when she was younger as | sent her. She would protest
about going to clubs a lot, but | wanted her to mix and have something social to do. This
gradually stopped going, no point in pushing it as she points blank does not want to go. She
does not really want to go out the house anymore even refusing to take the dog a walk
round the block.

Second year at school she has started to slip and is always late for school. Even if we get up
early, she still manages to be late. She has no sense of urgency and does not seem to care if
other people are then late. At primary school she would often take herself away and stand
in the furthest end of the football pitch. Complaining of noise and people. It is all the
sensory issues around the school.

Always needing to be preoccupied or would manage to cause a situation. Often not noticing
the other people around us. Regularly start a fight with other family members, often causing
injury. Has never been worried or has any empathy towards any of us. Now | have a sore
shoulder and when she is off on one, she goes for my shoulder prodding it.

Always been taken everywhere. | have never been able to let her out to play. She always ran
across the road without looking and still does it to this day. She has a mobile phone so | can
contact her. She gets on school bus but needs a bus pass to get home. Her brother gets on
the bus too so he can keep an eye on her. Not so long ago she did not arrive home from
school. It was 17.30pm and she was not answering her phone. | went out in the car looking
for her. She had got off the school bus with a friend to go into the shops. The friend lived
there so she walked it home and her phone was dead. Sounds fine but | always need to
know where she is because she can be very unpredictable. She does not seem to
understand some danger. She is getting better but wanted to go a walk to the forest with
her friend. When | asked her why she said to look at the reservoir. This is the same reservoir
the school tell the kids not to go near as one of the pupils drowned in it.

Having trouble with personal care, been going on for a couple of years now. This is a trigger
and will cause her to have a meltdown. Now she goes in for a shower once a week with a
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fight. | am stumped with tried everything of which | can think. | do not understand it she
liked the bath when she was younger. When she was escalating if | caught her soon enough,
she would go in for a bath and that helped soothe her.

She causes a lot of upset in the house due to her behaviour. If she is in the mood to start
things, she will annoy her brother by taking his things. This results in a fight which she seems
to enjoy. Then she will start on me by repeating what she is saying over and over. If she
does not get the reaction, she craves she will try to damage the house. The lights in the
living room and the glass doors have a been a target lately.

When she comes in from school, | can usually tell what kind of day she has had. Before at
primary | would open the front door, her bag would get thrown and she would have a
meltdown. This has happened at high school, so | have been straight on the phone to get a
team around the child meeting.

It is worth pointing out that she has an ADHD Diagnosis.
She is capable and has a lot of potential, but | know | need to keep an eye on her.
Development and Wellbeing Assessment Summary

Considerations DAWBA -- ADHD combined, Oppositional defiant, Conduct disorder.

DAWBA profile suggestive of ADHD/ODD/CD comorbidity, hence difficulties in supporting
challenging behaviours. Considerable home adjustments and problems noted. Bipolar over-
ruled as no evidence of mania and episodes better explained at this stage by hyperactivity.
ASD contribution unclear. Marked egocentricity may be explained by social immaturity and
prolonged avoidance (hence lack of development) caused by perception of repeated
"failure". Insufficiency of clear ASD diagnostic profile or collateral information from school.
Certain rigidities in behaviour but RRS characteristics are vague. Language and
communication issues worth exploring further to determine level of understanding and
access to social skills. Similarly social motivation. Current functioning points towards
potential future difficulties in sustaining engagement with education and overall mental
health resilience. Uncertain impact of Covid lockdown arrangements on current
functioning/presentation and stage in transition (P7-S1). Comprehensive school observation
would assist formulation as

would evaluation of cognitive

function and presence of any Indicative Wellbeing Profile Concerns DAWBA
organisational or specific Report

learning difficulties. Current
Dx of ADHD appears to be
supported by DAWBA. Clinical
involvement also noted. Sleep
and elimination problems
noted. Family under
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unstructured periods), 2. Consideration of general learning profile including relative
strengths and weaknesses, 3. Exploration of potential islands of competence as
opportunities to build self-esteem and promote positive interactions with staff and peers, 4.
Consideration of enhanced transition to HS and support that may be required to make this
successful, 5. Social skills assessment, 6. Support with ADHD - helping her to understand
own difficulties.

Likely Probability of Diagnosis (DSM) Likely Probability of Diagnosis (ICD)
as per DAWBA algorithm 25 per DAWBA algarithm
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Advocacy Response

Having advocated for a substantial number of clients over the years, one realises advocating
can be more than a single issue. It is about the person, the team, including family, the
processing and system, with outcome beyond more than an output, beneficial for individual,
family, and the practitioners and professionals collaborating with them, with an objective
harmonising horizontal discussion.

The focus of considerations and suggestions below have taken account an overall common
interest holistic advocacy approach for a positive collaborative partnership where all adopt
and a co-produtcive participatory engagement resource in practice. In short Inclusive and
Together.

This young person’s DAWBA report is suggestive of an underlying ‘disorder’ with current
functioning pointing towards potential future difficulties in sustaining engagement with
education and overall mental health resilience.

One may consider advocating for further investigations as indicated within the DAWBA
report as well as consideration for additional support via

a) Sharing the DAWBA with professionals that collaborate with this young person for
potential follow-on assessment as

b) The suggestions within the DAWBA may bring to the fore additional understanding
of oneself for oneself and further guide professionals and family into a more asset-
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based approach building on strengths re social interaction and resilience re overall
wellbeing optimising benefit of the individuals islands of strength.

c) Explore further how best to implement an education and wellbeing plan that is achievable
and workable.

Feedback and actions taken

Gis individual and family and their supporters fed back that \

» project information and consent provided sufficient information, explained
their rights and they had no requests for reasonable adjustments

» the online questionnaires were easy to follow and straight forward enough

shared the report with CAMHS and aspects of it with the school

» believed the report would add value in determining actions and outcomes
with both people and services they interface with

Y

» the report and advocacy response will reduce the adversarial conversations
re care, diagnosis and in place supports

\_ J

This YP now has a dual diagnosis of ASD ADHD, and the benefits of this pilot has

» Contributed to actions on diagnosis
» Action on wellbeing supporting GIRFEC/ SHANARR! Indicators and much
more.
» Added value to parent /professional partnership working
Added value to school/staff support
» Supported parent/professional requests for access to
Nurture base
Let us Introduce Anxiety Management
Transitions course

Y

The outcome and action taken will be on the table at the next Team Around Child

meeting along with a consideration request from parent for either a base
Qacement or to hybrid model. /

Consent, through assessment to actions including diagnosis -
92 days

“Thank you for enabling us to be part of this triage pilot project. Long awaited,
much needed”
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Case Study Sample F
Summary Profile Pilot Categorisation —Education

This is young male adult resident in Central Scotland, in high school and experiencing
challenges and difficulties in his daily life.

Participant Overview (own words)

He cannot go a full day or usually a full hour without being agitated with parents or siblings.
He would never misbehave in school and is described as well-mannered and respectful
there in stark contrast to home.

He is also rude to health staff, hospitality staff and previously to grandparents/aunts (but no
longer to relatives as they avoid any demands whist in their care). He explains this that we
all annoy him and hates that we tell him what to do. Parenting styles have been majorly
adjusted to meet his needs and things that are expected from his siblings are not expected
from him as aware he seems unable to meet the demand.

He dislikes praise and unlike other children that it would motivate them to repeat the
behaviour it often has the opposite effect and angers him, as a young child he would never
except stickers even from dentist, doctors etc. He had an extreme stammer that came on
suddenly aged 2 years 4 months and lasted until aged 4 years.

As a child he was frequently unwell until aged eight when he seemed to grow out of it. He
had a constant cold and frequent ear infections, tonsillitis and even when got chicken pox it
was more severe than any other child.

He was an incredibly happy baby and met all his developmental milestones, his speech was
exceptionally good, and he spoke at an early age like his siblings, the only difference was he
did not often speak in front of others and would present as shy. The first couple of years of
primary he would present as quite quiet in class and in p1 did not speak to the art teacher
all year.

Our son has always been sensitive to certain noise or smells and from aged one would be
extremely distressed by fireworks. He would complain about the smells of other people’s
houses and would say this loudly in front of them. He is extremely sensitive and irritable
about clothing; he prefers dry fit clothes. He also prefers clothes when they are brand new
and not been washed before once washed he will blame me that | have ruined them and
they feel different and then usually refuse to wear them .In primary he would not wear
school trousers he would be verbally and physically aggressive when attempts were made
for him to wear them so joggers were purchased instead. He describes certain fabrics feel
like needles on his body and when trying on you can often see the discomfort. Clothing
often leads to arguments especially at times when certain clothing is to be expected like
when attending more formal occasions. He would happily live in shorts and t-shirt but only if
dry fit material.
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Despite his dislike of noises, he is very loud and loves to play his music very loud. He gets
terribly angry if his sister cries and will shout and be nasty to her about this despite it being
appropriate for her age.

He would be able to show empathy to a friend that was sick but not a member of the family.
When | was unwell with covid he was incredibly angry with me and blamed me for having to
isolate despite us previously isolating due to him, he said that was different as it was not his
fault.

Despite me being on the go constantly and rarely sitting down he feels | am lazy; he gets
angry if children appear "lazy" to him if they do not play out for hours the way he wants too.
He has a good sense of humour and understands jokes, sarcasm, facial expressions, change
of tone and other changes in body language and he is also able to demonstrate these and
clearly shows a change of emotions.

Day trips and holidays can be extremely difficult with him, and our last trip abroad 3 years
ago was exceedingly difficult he spent the full week been verbally and physically aggressive
to us all. Often, he feels things do not meet the expectation of what he thought they would
be like. He will comment it was waste of money even though we have paid for it.

He hates me for sending him to school and even though school feel like he enjoys it he tells
me he hates it and wants the teachers all to die. He often uses strong language like this and
will say wants to kill his brother and wishes he were dead; he also will say to me to go kill
myself and die. This can simply be for waking him for school. He never wakes up nicely he
will shout and scream at me despite lots of adjustments made to help him like not putting
on the lights giving him longer to come round unlike siblings. He will also say he wants to kill
himself and this will be for just getting asked to do something usually a simple request like
tidy up etc. He will expand on it and say things like | will get a knife and stab myself. He says
he feels people look at him and likes to wear a cap as it makes him feel more comfortable as
people cannot fully see him.

His perception is not actually true of the event, for instance if a parent must physically get
him to his room due to behaviour and safety for siblings etc he will shout and scream that
he is being abused. He will do these other times if even bumped into. He often does not
remember his behaviour and will say i did not say or do that and he really does not
remember or remembers it differently. He does not like to say sorry and if he does will
always say "but "afterwards and say it our fault. Or like if he has punched me, he will say
you are lucky | did not punch you in the face as | wanted too.

He is hypermobile and OT have said his fingers are very hypermobile making writing painful
and more difficult. His older sibling would describe him as a "bully,” and he goes out his way
to be unkind to him despite his sibling being kind and easy going.

He directs his anger towards me, but Dad works long shifts and is not home a few evenings
but when he is off on holiday etc. or weekend off, he will display similar behaviours to him
although has never punched him but will clench his fist to do so but has pushed him before
and destroyed property. He says he likes Dad more than me yet will be me that he comes to
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when wants to ask anything or problems, issues and would be me he wants to tuck him in at
night or he will text to tell me something. He had extreme separation anxiety with me from
a baby to 8/9 years. During this time, he would be really upset when left at school or with
other family members although not with Dad. He would never seek support from another
adult if upset and tells me he would only speak to me about a problem.

He finds it extremely difficult to fall asleep and this is even worse on holiday, and he will
shout and annoy others due to this. This is true also if we stay in hotels, his behaviour will be
incredibly challenging aggressive to his oldest sibling.

Completed by parents and with some contribution of information shared with the individual
himself.

Development and Wellbeing Assessment Summary

DSM-IV diagnoses. ADHD combined. Specific phobia?? Oppositional defiant

NB differential parental impact scores which require further explanation. Sufficient
indication of sensory difficulties to warrant OT assessment and anxiety/phobic responses to
require further exploration. Marked egocentricity suggestive of ASD-type profile but
insufficient RRS behaviours to indicate this as meeting diagnostic criteria.

However, empathy deficits noted as significant. PDD/NoS? Social and communication
dysfunction may be associated with immaturity re understanding and accessing skills (also
NB social motivation) rather than absence of such capacity.

Demand avoidance very evident from responses and identifiable as a trigger for challenging
behaviours. QoL likely to be

improved bY understanf:ling Indicative Wellbeing Profile Concerns DAWBA

and supporting underlying Report

anxieties. Treatment
options could be explored.
Low self-esteem. NB
contribution of sleep
disruption to mood,
behaviour, and daily
function. Self-report
provides interesting
contrast to parental scores
and may be indicative of
problems in understanding
relationship between self and others, and an illusory bias re current function.
SUGGESTIONS: 1) Further exploration of possible NDD contribution to current difficulties
inc. differential Dx, 2) Assessment of social understanding and current capacity to access
social skills, 3) Collaborative work with parents to explore behaviour management strategies
in order to ensure consistency and provide positive reinforcement, 4) OT assessment re

BDD N—
Other N

Panic
PTSD
ocD

Bipolar ———

Attachment.. ———

Conduct I
Psychosis

Agrophobia
Depression

Specific Phobia = —
Social Phobia n————
General Anxiety T
Hyperactivity e ————
Oppositional T ———

Deliberate Self...
Tics Tourettes

Autism  EE———
Separation Anxiety I

Anorexia Bulimia

Feeding Difficulties n——————

Emotions at School

70



sensory difficulties and anxieties and possibility of a sensory plan based on elimination of
triggers and enhancement of sensory diet.

Likely Probability of Diagnosis (DSM)

as per DAWBA algorithm

Likely Probability of Diagnosis (ICD)

as per DAWBA algorithm
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Advocacy Response

This person’s DAWBA report is indicating a range potential concerns which warrant further
considerations which may be helpful in service targeting with tailored interventions
supportive of the individual family and professionals who collaborate with him after formal
identifications.

In this case, based on the DAWBA report and the PO, we would suggest advocating sharing
of the report, considerations and development of effective actions going forward.

In appreciating the challenges, we would suggest strong advocating support for a plan that
incorporates the considerations within his DAWBA. It is, however, more the content of a
good plan that is significant rather than the type of plan.

There are many ingredients and inclusions in making a good plan.

In consideration of a good actions, one may include some or all the following and more
depending on further assessment:

e Outcome focussed to benefit the individual, make targets achievable and
measurable

e Undertaking of further assessment and identification

e Ensure holistic education and social development both in and out of school

e Encompass the individual as far as capacity enables in the development of their plan
to the best of their own capability (provide supportive advocacy if required) (use
supportive communication tools if appropriate). This ensures CYP’s rights to
inclusion and participation are being met.
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e Take account of environmental / sensory issues often a key trigger, a trigger and
solution analysis may be helpful. If undertaking would suggest this is done both in
and out of school and in and out of classroom.

e Have an initiative-taking partnership approach which includes individual,
parent/carers, practitioners

e Be inter-agency connected, health, social care, including third sector clubs etc. if and
as appropriate.

Given this young person, may qualify for access to independent advocacy under
https://www.partnersinadvocacy.org.uk/advocacy-for-children-and-young-people/ or check
the SIAA website https://www.siaa.org.uk/find-an-advocate/

Disclaimer - The above is based on the outcomes of the Development and Well Being
Assessment and the Participant Overview. It has been issued for consideration and
suggestion. It is up to the individual, subject to capacity, the parents/carers, legal guardians,

in partnership with practitioners and professionals to decide and determine what actions
are taken if any going forward.

Feedback and Actions Taken.

é )
“We found the questions in the questionnaire to be “An APP version
relevant and it also allowed at times to expand and give a would for some be
more detailed description of some of the behaviours.” easier to use”
.
(
“Language adapted more to suit “We do feel like services will clearly
children to help make completing it see the areas we and our son need
easier for them.” most support with.”
. J
“Our son himself felt that there were not enough questions related to sensory issues,
we were able to add lots of our own information in about this but felt more direct
questions around this were lacking.”
\ J

( “We found the report fully accurate, and it validated a lot of the thoughts we have
around our son’s difficulties. This was a positive experience for us, as over the years we
have struggled to find services that understand fully the issues we face and were
insistent that due to not having faced significant trauma our son could not have
certain conditions that we ourselves had researched and felt likely.”

G J
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Table re Suggestion for Consideration and Self-directed Partnership Identified areas of

action

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

Identify General Learning Profile/Plan

Identify Strengths and Weaknesses

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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“The report has been shared with school who feel it has helped them understand our
son’s needs more and put strategies in place to support him. | have contacted O.T who
plan to come in to school to assess him further and | have an appointment with them
to discuss the report. We feel we will continue to use this in the future if we require any
other services to meet his needs.”

N\ J

([ “We feel it gives us a stronger voice when speaking to services and also reduces the A
need to repeat the difficulties we face whilst being able to easily facilitate discussion.”

. J
“It has enabled improved more balance discussion between professional to
professional and us. Improved inclusion in planning and supported co-productive
decision making.”

. J

In this instance this report was issued a few days before transitioning planning meeting and

the feedback from this clearly indicates when parents staff and professionals are working
with partnership approach actions can happen. Especially when based on an informative
effective holistic overview, having an eye on the suggested areas of action for this young

person.

We can as a collective team envisage actions if implemented having positive impact of
delivery within the following policy areas —

» Getting it Right for Every Child, [7]

» The Promise [23]

» The Accountability Gap [24]

> All Our Children All Their Potential [5]

» The Additional Support for Learning Action Plan (ASLIP) [25]

» The Neurodevelopmental Specification: Principles and Standards of Care [29]

» United Nations Convention on the Rights of the Child [7]

» The Equality Act [30] and UNCRPD [31]

» The National Mental Health Strategy 2017-2027 [32]

» The COVID Recovery Strategy — A Fairer Future [33]

and more
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Case Study Sample G
Summary Profile Pilot Categorisation —Education

This is young male resident in Central Scotland, transitioning from primary to secondary
school, with a number of challenges that are impacting on his daily life, with wait after
waiting for assessments.

Participant Overview (own words)

Often concerned with social relationships, particularly in school where interactions are
tense. This because | feel anxious about interacting with people, | find difficult to have a
good relationship with, where | feel their treatment of me goes unrecognised. | find making
friends difficult. | feel like | am not liked by most of the people in my class and | feel
harassed.

| worry about going to school most of the time because | am afraid of having a difficult day. |
feel some teachers favour some students to a degree where they get away with treating me
unkindly. | feel most of the teachers at school do not listen to me regarding conflict. | often
feel frustrated and angry when something does not go well for me. This can include
schoolwork where we are required to work in groups.

| prefer clear rules and guidelines and | do not like it when others do not follow these rules.
It seems pointless to have rules if everyone does not have to follow them.

| like playing on-line but avoid playing if there is more than one other person in a game. | do
not like playing with groups of people. | also do not like team sports because | do not feel
valued, like others think | am rubbish.

| often feel lonely, sometimes life feels pointless because | feel isolated. | do not sleep well. |
struggle to get sleep; | often wake in the night and then cannot get back to sleep. | feel tired
all the time. | feel sad a lot and | do not know why.

My son is very articulate and can express his concerns well, but he has suffered from
exceptionally low moods and his comments are sometimes worrying. He has always been a
poor sleeper, and this is a major factor in how he feels. He can take a couple of hours to get
to sleep or he can wake in the night and be up for a few hours before going back to sleep.
The social isolation and lack of routine through lockdown has had a detrimental effect on his
happiness. As a family, we were not concerned about him before lockdown. He has always
seemed a little “different,” but there were no red flags. He recognised Autism in himself
before anyone else, he identifies with some autistic traits.

Development and Wellbeing Assessment Summary
Asperger ??ADHD inattentive

NOTE TRANSITION NEEDS OF THIS YP. Profile of a young person with subtle but significant
difficulties in social interaction and development which are having a considerable impact on
his sense of self and emotional well-being. Causation is problematic given information
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available but there is evidence of certain rigidities in thinking and behaviour and a marked
egocentricity that cause barriers both at home and at school, and in social situations.
Notable is the quality of information provided in his self-report and the higher level of
impairment that he himself identifies. Both ASD and ADHD (inattentive presentation) are
viable as potential diagnoses but require further assessment, as does his capacity to
understand and communicate

with his peers. Assessment

would benefit from school Indicative Wellbeing Profile Concerns DAWBA

input and a detailed school Report

observation. Given self-
identified needs, any future
intervention is likely to focus
on his social development,
sense of being included, and
opportunities to interact with
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to explore areas of relative
strength and interest (e.g., expressive, and creative arts).

SUGGESTIONS: one. Detailed school observation (NB 'masking'), 2. SALT assessment
(receptive and expressive language skills and social understanding), 3. Assessment for both
ADHD (inattentive) and ASD, 4. Provision of opportunities for interaction in small groups, 5.
Differentiated curriculum to allow opportunities to develop islands of competence, 6.
Positive reinforcement of current strengths to improve wellbeing.
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Advocacy Response
This young person DAWBA report questions ASD/ADHD inattentive, with subtle yet
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significant difficulties in social interaction, development, and sense of self and his emotional
wellbeing. Highlighting the current overarching challenges that he, his family, practitioners,
and professionals working with him are facing.

In this case, based on the DAWBA report and the PO, we would suggest advocating sharing
of the report, an effective positive transition plan with considerations of some key questions
outlined in table below.

Key Question Yes | No

Is the family doing all they know how to or with advice and guidance attempting to do the right thing
re his assessments and interventions

Does he have complex or multiple needs which have a significant adverse effect on his learning?
Does the he have Additional Support Needs?

Will his Additional Support Needs last for more than a year and perhaps be longer without early
support building assets, understating and resilience

Does his Additional Support Needs require a significantly high level of co-ordinated input to
educational planning from one or mare agencies in addition to Education?

Is there and what is the need re substantial and/or significant additional support provided by
Education re Continuum of Support model?

Does he have a detailed Child’s Plan? Mare specifically in this instance a ‘Transition Plan’ to support a
Child Plan
Is the Education Authority responsible for the education of the child or young person?

Would he, his parents and front line educators and support staff benefit from input from allied health
specialists associated to his needs?

Is there a need for potential further exploratory assessment by appropriate specialists?

Would he benefit in the short, medium or longer term, fram one of the following — Child's Plan,
Coordinated Service Plan, Staged Intervention Plan, Individualised Educational Programme, Personal
Learning Plan ? https://education.gov.scot/parentzone/additional-support/how-schools-plan-
support/types-of-plan/#:":text=Co%2Dordinated%205upport%20Plans, -
This%20statutory%20plan&text=Your%20child%20may%20be%20eligible non%2Deducation%20servi
ce%200r%20agency

Would hoth advocacy support and further parental support be beneficial for him and his family?

As he self identifies with some autistic traits it may be worth accessing My Autism Profile
https://www.southlanarkshire.gov.uk/downloads/file/13763/my autism profile

In appreciating the challenges, he is currently facing, we would suggest strong advocating
support for a plan that incorporates an implementable approach to transition. It is,
however, more the content of a good plan that is significant rather than the type of plan.

There are many ingredients and inclusions in making a good plan.
https://www.autismnetworkscotland.org.uk/documents/view/c356b7c5-143a-48b5-92¢9-
df2e09e1b146
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In consideration of a good plan, this may include some or all the following and more
depending on further assessment:

e Outcome focussed to benefit the individual, make targets achievable and
measurable

e Undertaking of further assessment and identification

e Ensure holistic education and social development both in and out of school

e Encompass the individual as far as capacity enables in the development of their plan
to the best of their own capability (provide supportive advocacy if required) (use
supportive communication tools if appropriate). This ensures the CYP’s rights to
inclusion and participation are being met.

e Take account of environmental / sensory issues often a key trigger, a trigger and
solution analysis may be helpful. If undertaking would suggest this is done both in
and out of school and in and out of classroom.

e Have an initiative-taking partnership approach which includes individual,
parent/carers, practitioners

e Be inter-agency connected, health, social care, including third sector clubs etc. if
appropriate

e Additional consideration may involve ‘flexi start/end’ of school day and “flexibility’ in
subject change, some schools have adapted to this for some pupils very successfully.

It may also be worth two further considerations for exploration (eligibility criteria may
apply) to help support him and his confidence and resilience building.

Access LIAM sessions — LIAM — Lets Introduce Anxiety Management.

PLUS, Forth Valley offer support groups clubs that may be beneficial. They used to, do not
know if they still do, have one specifically for autism. http://plusforthvalley.org.uk/

Central Advocacy Partners have a project Autistic are Awesome
http://centraladvocacypartners.org.uk/projects/youngautism.aspx

Finally, he is within the age category for Independent Advocacy My Rights My Say
https://myrightsmysay.scot/

Disclaimer - The above is based on the outcomes of the Development and Well Being
Assessment and the Participant Overview. It has been issued for consideration and
suggestion. It is up to the individual, subject to capacity, the parents/carers, legal guardians,
in partnership with practitioners and professionals to decide and determine what actions
are taken if any going forward.

Feedback and Actions Taken.

[ “We found the report very thorough. ]
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Table re Suggestion for Consideration and Self-directed Partnership Identified areas of

action

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

Identify General Learning Profile/Plan

Identify Strengths and Weaknesses

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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(” )
“We have shared the report with school, and it will be shared also with CAMHS.”

\ J
é )
“An option to say ‘this doesn’t apply to me’ for some questions would be extremely
helpful. Supporting processing especially for children and young people.”

4 D
“Sometimes responses like ‘never’ ‘occasionally’ or ‘always’ can be hard to choose. Just
felt there was a need for further explanation.”

. J

/ “As my son is transitioning from \

primary to secondary school, we
consented to the report being issued
direct to my son’s primary school
with the advocacy response to his
secondary school. We were
delighted with the reception and
action from his secondary school.”

-

“The transition lead with the secondary

school acted promptly with a same day

response to the pilot team asking what
she could be doing in the meantime.”

\_

r”From previous discussions, Action
when and if implemented could
have positive impact on and delivery

within a broad range of policy and
practice areas.”

“It is hard to know how CAMHS will

receive and interpret the report, as

many practitioners are set in their
ways.”

“As parents the report was very
informative and helped us
understand and identify the issues
affecting our child.”

J

G

\

J

-

“The pilot team responded
professionally suggesting the
importance of discussion within my
sons transition planning meeting”

~

J

“We will be using the report and soft
advocacy response to enhance my
child’s assessments, and actions for
improved outcomes.”

(
“I would like thank Autism Network

pilot.”
g

Scotland for nomination referral to this

J

As well as having positive and
important impact on my son.
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Case Study Sample H
Summary Profile Pilot Categorisation —Education

This is young male resident in Central Scotland, part way through high school and
experiencing challenges and difficulties in his daily life.

Participant Overview (own words)

| was always aware of adaptions | would need to make for my middle child’s environment
from when he was around 8 months old, we lived with clear boundaries and a structured
routine which enabled my other two children to manage well. In both my other two
children’s development | have become aware of them both struggling with managing school
life, maintaining relationships especially healthy ones for my oldest daughter and anxiety.
This has been more apparent as they reach adolescence where they are freer in their own
daily life and more challenges of different routines in high school.

Development and Wellbeing Assessment Summary

High and consistent impact scores. Evident low self-worth and difficulties in establishing and
sustaining friendships. Experiencing problems with P7-S1 transition. NB impact of covid
restrictions on continuity both of education and social development. ADHD rated. Some
repetitive behaviours (not OCD) but insufficient information to suggest ASD as contribution.
Worth exploring executive function capacity and emotional maturity. Social disconnect with
peers due to immaturity/lack of confidence rather than absence of skill. Sufficient sensory
difficulties to warrant further

analysis and intervention (e.g.,

sensory diet). Family stress also Indicative Wellbeing Profile Concerns DAWBA

noted as contributory factor. Report

SUGGESTIONS: 1. ADHD
assessment, 2. ASD screening
given family 'risk’, 3. OT
assessment, 4. Support at school
re friendships groups with
potential adjustments to
curriculum, 5. Emphasis on
strengths-based learning and
exploiting relative strengths, 6.
Support to enhance self-esteem
and build resilience.

PTSD I —
OCD ——
BDD m—
Other EE———

Autism

Panic
Bipolar I U

Conduct

Agrophobia ) e e = m——
Depression T

Attachment...
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Social Phobia m——————
Hyperactivity T —————
Oppositional S —————

Tics Tourettes

General Anxiety I

Anorexia Bulimia
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Likely Probability of Diagnosis (DSM)

as per DAWBA algorithm
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Advocacy Response

This young person’s DAWBA report is indicated a range potential concerns which warrant

as per DAWBA algorithm

Depression

Deliberate Selft

General Anxiety

Emotions at School

B70% W50%

Attachment...
Hyperactivity

15%

Oppositional

Conduct

Anorexia Bulimia

Likely Probability of Diagnosis (ICD)

Tics Tourettes

Psychosis

Feeding Difficulties

Sleeping Difficulties

Elimination Difficulties

Other

further considerations which may be helpful in service targeting with tailored interventions

supportive of the individual family and professionals who work with this individual.

In this case, based on the DAWBA report and the PO, we would suggest advocating sharing
of the report, considerations, and development of an effective support positive support plan

with considerations to include some key questions for example, see table opposite.

In appreciating the challenges, we would suggest strong advocating support for a plan that
incorporates the considerations within his DAWBA. It is, however, more the content of a

good plan that is significant rather than the type of plan.

There are many ingredients and inclusions in making a good plan.

82



Question for consideration by self and his parents and partnering professionals Yes | No
Is the family doing all they know how to, with advice and guidance attempting to do the right thing re
individual assessments and interventions

Would he bhenefit by further exploratory assessment by appropriate specialists?

Would he and his parents and front line educators and support staff benefit from input from allied
health specialists associated to his's needs?

Would he and his family benefit from identified social care or third sector supports?

Does he have complex or multiple needs which have a significant adverse effect on his learning?
Does he have Additional Support Needs?

Will the Additional Support Needs of this person last for more than a year and perhaps be longer
without early support building assets, understating and resilience?

Do his Additional Support Needs if identified require a significantly high level of co-ordinated input to
educational planning from one or more agencies in addition to Education?

Is there and what is the need re substantial and/or significant additional support provided by
Education re Continuum of Support model?

Does he have a detailed Child’s Plan supporting both education and wellbeing indicators?

Is the Education Authority responsible for the education of him?

Would he benefit in the short, medium or longer term, from one of the following — Child's Plan,
Coordinated Service Plan, Staged Intervention Plan, Individualised Educational Programme, Personal
Learning Plan ? https://education.gov.scot/parentzone/additional-support/how-schools-plan-
support/types-of-plan/#:~:text=Co%2Dordinated%20Support%20Plans,-
This%20statutory%20plan&text=Your%20child%20may%20be%20eligible, non%2 Deducation%20servi
ce%20or%20agency

Would both advocacy support and further parental support be beneficial for this person and his
family?

In consideration of a good plan for this young person, this may include some or all the
following and more depending on further assessment:

e Outcome focussed to benefit the individual, make targets achievable and
measurable

e Undertaking of further assessment and identification

e Ensure holistic education and social development both in and out of school

e Encompass the individual as far as capacity enables in the development of their plan
to the best of their own capability (provide supportive advocacy if required) (use
supportive communication tools if appropriate). This ensures the CYP’s rights to
inclusion and participation are being met.

e Take account of environmental / sensory issues often a key trigger, a trigger and
solution analysis may be helpful. If undertaking would suggest this is done both in
and out of school and in and out of classroom.

e Have an initiative-taking partnership approach which includes individual,
parent/carers, practitioners

e Be inter-agency connected, health, social care, including third sector clubs etc. if and
as appropriate.
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Disclaimer - The above is based on the outcomes of the Development and Well Being
Assessment and the Participant Overview. It has been issued for consideration and
suggestion. It is up to the individual, subject to capacity, the parents/carers, legal guardians,
in partnership with practitioners and professionals to decide and determine what actions
are taken if any going forward.

Feedback and Actions Taken.

“The questionnaire took me far longer than | had anticipated, this was more because
of trying to get others to engage in the process. The questions covered more insightful
direct questions that | have previously experienced, which, for me, indicates a well
thought out process which will highlight and identify a more precise evaluation of
\ individual’s needs. “ )

( “I think moving forward that if someone is completing this questionnaire that they \
should task themselves with completing small sections at a time and not all at once, |
also believe that moving forward, if someone can be appointed a role that they assist

individuals to complete the questionnaire wither in person, call or video link if they feel
they need this assistance. The questions are relevant and unsure that if any removed

K would be of any benefit to the outcome.” )

“There was nothing | felt was missing, where | felt that the choices were not relevant
there was space to explain why, this is something that | feel has lacked in previous
family assessments and had been left feeling the questions were not a good all-round
indicator of the person.”

. J

[ “Yes, we completed this as a family. | have three children who filled out a limited \
number of questions, which limits the information being received. This report was
accurate, my middle son is autistic and ADHD and this didn’t have a high percentage
in his report, however, having had a conversation with pilot team about my sons
mental health it was evident which had a high percentage indicator it was evident
that this was extremely accurate as his mental health has been far more of a struggle
for him in the past two years. Overall, | considered this report perfectly accurate and

\ reflective.” /

“Yes, | have already shared this report of my child to the CAHMS crisis team, | also plan
to share this with his support teacher to ensure he receives more support in school.”
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Table re Suggestion for Consideration and Self-directed Partnership Identified areas of

action

Target / Tailored Provision

Cross all
Applicable

Comprehensive School Observation

X

Identify General Learning Profile/Plan

X

Identify Strengths and Weaknesses

X

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

Screening for Additional or Differential Assessment re DX

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adaptations re Curriculum

Explore Open Text Answers

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

Eating Difficulties

CBT potential Benefits re Anxiety/OCD

X | X [ X | X | X

Increase Social Inclusion (Support) and QOL v Attainment Goals

AHP Assessments SLT % or OT

Social/Friendship Inclusion and Development

Clarification of Age/Stage expectations/supports

Psychological Interventions re PTSD

Family supports

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

Post School Planning

Reasonable Adjustment in Employment

Improved Individualised Employment Placement

Disabled Student Support Application

Other
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“I will use the report for all of my children especially where | feel my children and
myself are not being heard, the indicators from the report are far too prominent to be
ignored, and also to aid in the process of receiving the correct support.”

“It has enabled improved more balance discussion between professional to professional
and us. Improved inclusion in planning and supported co-productive decision making.”

\. J

“It is worth noting, as a parent | believe all three of my children who took part in this
pilot received very accurate and reflective reports.”

-

“I have already had a positive response to this report from the CAMHS Crisis Team. |
am in hope that moving forward it prevents us being sent to several different
organisations and specialists and limits both the time this takes and the distress it
causes with my children when they have had to repeat the same issues to many
different people.”

. J

“| feel the report gives me a safe platform to communicate my concerns and also
empowers my children to feel listened to by believing their needs are valid, past
experiences have not always been positive and often minimised or dismissed.”

J

“I can't thank the pilot team enough for all of their time, patience & knowledgeable advice”
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Reflective Learning

Reflecting on the extract below from Judy Eaton’s book about females and mental health
and autism.

“Many parent carers report their biggest challenges post-diagnosis as being ‘loneliness and
isolation’.... It appeared most had given up hope of receiving targeted and timely support
from professionals...This does raise a profoundly serious question about the usefulness of a
diagnosis if that is all that is available.........ccccovvveiineiiiine the more likely they will be to
develop mental health problems as they grow up, presenting even greater potential cost to
society in the future...” [34]

That extract is a succinct summary of what we hear time after time, year after year, with
report and reviews for decades informing us ‘early intervention is both key and critical to
prevention.

The Microsegmentation Report March 2018, [14] which informs us that in Scotland the
annual cost of autism, £2.2bn and states that 42%, or if you prefer £924m, is escapable
costs. Currently actions since and interventions, supports and opportunities are still to be
measured to identify individual, service, and societal impact, if any?

The key pilot team are very aware, like many families, including their children and young
people and partner professionals, statutory provisions often operate in silos as opposed to
in parallel with a timely connected, cohesive approach, often overly dependent on singular
committed individuals. Children and young people’s wellbeing can have a significant impact
of their abilities, not only educationally, but on all aspects of their daily living. A question we
have heard throughout the study is “What has changed?” The reality, is yet, truly little. But
that does not mean it cannot.

In our introduction we drew you towards our big questions as well as a range of smaller yet
no less important subsidiary considerations.

We sought to, by suggesting that individual participants, their families, their supporting
practitioners, and professionals, adopt a parallel partnership approach to coproductive
actions.

It became clear by their actions and application of some of the commitments made from
The Promise [23] to broader practice, in practice, for example

: N\ 4 ) (”Access to timely. )

p ) “...children and adults
Scotland must fulfil must not require a Appropriate therapies

its con?mltment.s to significant mental health must be available, not
early intervention limited to those who

o, diagnosis before they can _
and prevention have experience of

access support.” care”
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We recorded the number of times the same suggestion came up in a DAWBA report and
subsequently recorded where we had been informed of actions. See table below.

DAWABA Suggestions for Consideration

Comprehensive School Observation

=
~N

=
H

Identify General Learning Profile/Plan

Identify Strengths and Weaknesses

Potential Islands of Competence

Promote Self Esteem / Reinforcement of success

Promote Positive Interactions

Enhanced Transitions

Social Skills Assessment

Support Self Awareness

Masked Disorder or Masking weaknesses

Adult Screening for Additional or Differential Assessment re DX

W (W (= (0 (= (0 [V (O (N (N

NN (R |&d|R BN |d ||

Screening for Additional or Differential Assessment re DX

=
)]

Social Competence Functions /Language SPLD/Comms Passport

Cognitive Functioning /Profiling/ Match to Attainment

Sensory Assessment and Profile

School Adjustments re Anxiety / Demand Led Challenges

Academic Adapations re Curriculum

Explore Open Text Answers

= N & W0 |V

Comprehensive Development Disorder Factors

Emotional and Development Factors

Executive Function Deficits

Determine Risks (Self Harm/Substance/Sexual)

w

Eating Difficulties

CBT potential Benefits re ASD adaptation where appropriate

Increase Social Inclusion (Support) and QOL v Attainment Goals

g (W IN (&AW (R (R (R WMo (&

AHP Assessments SLT % or OT

[y
[y

Social/Friendship Inclusion/Development +Activities

Clarification of Age/Stage expectations/supports

N (W (0 (& |N

Psychological Interventions re PTSD

Family supports and dynamics

w

School Staff Supports

Individual feeling safe (inclusive of social fears)

Recent bereavements noted and support options explored

Workplace Adjustments

Voice being Heard / need for trusted adult

2

Post school planning

AN (R (=R (W R d R W >

5

Advocacy Input

N
[§,]

2-20

Outcome and Learning Point: In its simplest of term, by adopting a multi-disciplinary
approach in parallel, this equates to an astonishing 74.87% self-directed in partnership
areas of identifiable action. Not surprising is the diagnostic numbers, twenty-one identified

but only nine actioned.

88




How did those actions come about?

The fact that the DAWBA report is a co-created document means the dissemination of this
report remained entirely self-directed. Having the completed and rated report in the
possession of the assessed individual and their parent/carers/legal guardian resulted in
varied responses from professionals in different agencies, which appeared to be influenced
by the route recipients took, via education, health, or social work/care.

The report findings received mixed reception, with varying degrees of acceptance and
subsequent joint/collaborative actions for delivery with variable progress, depending on
case.

Irrespective of route, the acceptance and progress appeared to be significantly influenced
by two key factors, a) the ‘attitude and approach’ of the report introduction by the
introductee, and b) the ‘acceptance and the will’ of the professional recipient. Engagement
and communication a critical component.

Opportunity for informed actions and interventions were enhanced when the engagement
and direct conversations were more equitable (an alternative term usefully applied
elsewhere is ‘horizontal’) between individual, parent carer and professionals as well as
between professional and professional. It was reported that on these occasions,
individualised reports, professionally rated with clinical oversight were collectively viewed
as independent, holistic, and inclusive. Adding further value and appeared to deliver the
absence of professional or subjective bias i.e., non-system, non-professionally biased, a key
contribution for moving forward.

Agreed co-produced actions were progressed timeously seemed to be influenced by buy-in
via one of the following routes (see illustration below):

Self-Directed Participant Follow-On Journey >  Via education where the
educational professional viewed

the report as adding value,
eath bought-in and in parallel
connected with health and social

work.
> Via Health, where the
Socl health professional viewed the
ealth report as adding value and
partnered with either education
S or social work, but not in parallel.
e’ > Via social work where the
Health social worker viewed the report
as adding value and partnered

et @ with either education or health,
but not in parallel
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The most person centred, and informed actions included the DAWBA Report and Advocacy
Response in enhancing the creation of a person-centred framework within the action plan
for overall wellbeing and support. Inter-agency practice in respect of GIRFEC became a
natural process of this shared approach.

Outcome and Learning Point: From feedback, harmonisation for horizontal conversations
have five key contributing dimensions. They are ‘self,’ ‘home,’ ‘school,” ‘health’ and ‘social
work/care’ each adding valuable insights and contributions as appropriate to intervention
stage, and as such to an individual’s support plan, keeping the child or young person at its
core, (illustrated below), all within existing frameworks.

Identified Areas of Contribution

of Equitable Knowledge
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Tailored Interventions

Pause - Reflect --- Learn --- Adjust --- Action

Outcome: By nature of its framework and thoroughness. We can see from the DAWBA
suggestions from the consideration table, an individual’s DAWBA reports does provide a
comprehensive individualised insight to support informed decision making ‘positive next
steps’ inclusive approach for inter-agency and partnership planning with individual and
family, in shaping one of the following plans:

» Additional Support Plan

» Childs Plan,

» Individual Education Plan

» Individual Wellbeing Plan, and the more legally obligated,

» Coordinated Support Plan,
all within an existing system. Therefore, not reinventing the wheel, merely using a different
tool for an earlier comprehensive and more holistic overview, becoming better, and
enabling better informed earlier targeted and tailored interventions, supporting mutli-
disciplinary action in timely parallel accord.
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Outcome: Our participant and their families via self-directed partnerships with professionals
were therefore more able to deliver a positive inclusive approach, which often, is needed to
bridge the medical and social thinking models to meet an individual’s needs and optimise
integration of service delivery.

Positive Inclusive Approach

4 | SOCIAL MODEL THINKING
Person is valued

MEDICAL MODEL THINKING
Person is faulty

Diagnosis Person Centred Individualisation supports Strengths and needs defined by self and

v Child d Young People Righ e
" ildren's and Young People Rights = = =

Labelling : it e P Bl Identify barriers and.d.eyelop solut‘wns

Impairment becomes focus of attention v Reflective Learning Outcomes based activities, education and
v Inclusive Advocacy and Practice social prog designed

Assessment, monitoring, programmes of v Individuals and their families Resources are made available to ordinary

therapy imposed ¥ Staff and System Resilience seivices

= s ¥ Inclusion and Access to and for Opportunity -

Segregation and alternative services v Empowerroent Disability Equality Training for all,including
¥ Choice and Control | topic specific e.g. Autism, ADHD, etc.

Ordinary peeds put on hold ; Indepepdence Encourage social

Re-entryif normal enough OR Permanent v Wellbelng Diversity welcomed and disabled person is

Exclusion Active Citizenship incl
¥’ Legal Regulatory Compliance included

Society remains unchanged

Society evolves

Irrespective of plan type, content is more important along with pause - measure - reflect -
learn — adjust - action- repeating regularly, but not necessarily routinely, thus drawing in
value not just in respect of GIRFEC but also within Scotland’s mental health strategy 2017-
2027 [32] “.... six quality dimensions - person-centred, safe, effective, efficient, equitable and
timely.”

It is however, of critical importance that a plan is joined up, especially where there is an
‘inter-agency’ component that is beyond a partnership between education and individual
and family.

All plans bring challenges over and above administrative. Challenges can be down to
interpretation of legislation, guidelines, policy, or simple people interface. They have just as
much to do with engagement, communication, training and more.

From discussions within the pilot, it became clear, whilst a Coordinated Service Plan brings a
stronger legal obligated commitment, they can be cumbersome, complex, and
bureaucratically challenging to deliver i.e., chair/HT having to re-convene the entire Team
Around the Child (respective diary commitments notwithstanding), minute and agree
updates/revisions/ exclusions etc. Due to this, often limiting the expedience of flexibility and
progress when considering — pause - measure — reflect — learn — adjust — action, depending
on individual need they are and can be on occasions the only consideration.

One type of plan may bring more outcomes driven benefit than another for example an
Additional Support Plan.

Within South Lanarkshire for example, we are told, there appears to be a growing
preference for an ‘Additional Support Plan. The ASP is a holistic plan. It provides an overview
of the range of interventions and support, which have been agreed to meet the child or
young person's additional needs. It includes a number of parts which can be used to tailor
the plan to the needs of the pupil. See appendix.
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This type of plan may be more beneficial for the overview of delivering outcome/s, as it is
less onerous, and less prescriptive and facilitates greater flexibility and ongoing iterations
which are responsive to evolving support needs.

In determining the type of plan, we strongly suggest this is considered carefully, by all
involved and reiterate, content, actions, and outcomes for an individual should be the
forefront and central to all.

Outcome: It has become evident we can build to a degree on the work of NSPCC [4] report
of 2014, as well as contributing to
» Listening to and empowering of children and young people and their families
» Improving placing of children’s and young people’s relationships at the centre of
individualised person-centred partnership approaches promoting horizontal
communication
» Dissemination of a more informed, holistic wellbeing overview of a child or young
person, whilst acknowledging multi-disciplinary formulation
» Enablement of targeted service provision with person-centred tailored interventions
» Additional and or substitution of good, informed practice in partnership decision
making, raising the relevant ‘weighting’ of self-defined and parent carer
contributions, reducing ‘distancing’ practices and terminology.

Outcome: By nature of positive partnership approaches, this develops a dialogue about co-
creating resources, co-designed and collaboratively delivered by all stakeholders in all
sectors, ... bottom up, instead of top down, with advocacy support as appropriate.

We must recognise the challenges associated to advocacy and supported by the actioned
advocacy numbers, not surprising, given the know lack of access to Independent Advocacy,
and the increasing importance of and benefits from peer advocacy and parental/practitioner
advocacy.

Equally recognised within The Promise [23]

“Peer advocacy has proven to support families to navigate
their way through a complex system”

and within All our Children All Their Potential [5]

“Currently the visibility of individual children and young
people rely on the determined advocacy of parents and
carers or representational groups” ...
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Outcome: The following achievements for some, within this project:

Y

Timely sharing of one report providing a more holistic wellbeing overview
Effective multi-disciplinary practice beyond the pilot team

Joined up connected -cohesive practice between multi-disciplinary professionals
Connected inclusive individualisation

Reduced adversarial conversations

Seventy four percent actionable rate

Service Targeting

Tailored Interventions

YV YV V VYV YV

Timely — expedient interventions

Outcome Benefit: When a young person themselves tells us their perception -

» u

Enables us all More”

“Know me Better

12-year-old

Outcome Benefit: When Children’s panel members tell us -

“A report like this would enable us to make better
more informed decisions”

Childrens Panel Members

Outcome Benefit: When a parent realises what can happen with their child and states -

“l wish all young people could have access to this
project.” “... helping schools and parents ...."”

A Parent

Outcome Benefit: When a teacher state it is benefits -

“Exceptional pointer for us teachers, many who
you have no formal training in child or adolescent

mental health.

A teacher
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Potential benefit for future Outcomes -Professional talk to professional and in one
discussion, they consider the implications and potential benefit of using the DAWBA, as part
of their assessment and information garnering process, when it comes to addressing some
of the challenges within the Inclusion as Prevention approach — ‘Windows of Opportunity’
in CYCJ info sheet 91 [35]

m/Vindows of opportunity can be missed for a number of\

reasons, and it is important to acknowledge that despite
individual and service efforts, the constraints of the
system are often a factor in missed opportunities to
intervene. Despite substantial support for prioritisation of
preventative and early intervention efforts (Christie
Commission, GIRFEC, Whole System Approach,
Justice Vision, and Priorities) ......... faces a lack of
strategic investment ....... which has led to substantial

\Ioss and interventions....” /

Indicative statement for benefit, outcome, and impact - It comes as a surprise when

professionals tell us

“This could be 1000 times better than what we
have at present”

Team Leader Social Work

Outcome: A consideration of the pilot was information about how SDQ/DAWBA online
guestionnaire enabled added value at input stage. We were informed it could have

greater use of visual supports

enhanced section on environment and sensory

an option to inform a question does not apply

input from a speech and language therapist for questionnaire redesign for user
friendliness

improved accessibility for ‘Apple’ technology

could be more user friendly if an APP

inclusion of a questionnaire for social care practitioners and professionals

YV VYV

Y V V

Outcomes: Having listened, those self-directed partnership actions are a contributory
component to and impact positively on delivery within the following policy areas, answering
our lesser yet just as important considerations --

» Getting it Right for Every Child, [7]
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The Promise [23]

The Accountability Gap [24]

All Our Children All Their Potential [5]

The Additional Support for Learning Action Plan (ASLIP) [25]

The Neurodevelopmental Specification: Principles and Standards of Care [29]
United Nations Convention on the Rights of the Child [9]

The Equality Act [30] and UNCRPD [31]

The National Mental Health Strategy 2017-2027 [32]

The COVID Recovery Strategy — A Fairer Future [33]

VVVVVVVVYY

At a pilot team meeting, there was a discussion around the benefit and impact of the
DAWBA for assessors, both raters and clinical psychologists. The discussion concluded as
both were in agreement that

“Subject to a comprehensive set of completed questionnaires both rater and psychologist
would be confident in the efficacy of DAWBA, positively suggesting, if said information was
readily available it could, potentially and positively reduce the face-to-face time required
with a client.

We also discussed where the DAWBA could fit within existing practice and whether or not it
was contradictory of existing assessment tools. “The general consensus from the assessors
in the team it was complimentary to and depending on practitioners’ differential knowledge
experience it could be used as a replacement.”

There was the belief the DAWBA it could be used anytime in a process, but the earlier the
better. The diagram below illustrates this in relation staged intervention process.

Timely and Impact Use of DAWBA for Informed Planning and Decision Making

Specialist Child Health, Child Protection, Looked After Away
From Home, Permanency and Looked after at Home

e Bearing in Mind the DAWBA
e Critical Care is not a routinely used

assessment tool.

Integrated More Intense Support - —
CANMHS, SNIPS, Specialist Addiction etc. IntEgratEd Support ::sr::::ll
Wider Learning Community Support Family Support and Unlikely but
Family Partnerships, Kinship Care, Addictions, Young Parent - y pp. possible Development
Support, and Continued Family Support. Prevention and Well Being
Assessment
Joint Support Team Early Identification, Undertaken
Family Support, Parenting Support, Education Support -~ Engagernent and
Housing Support, Money Advice etc. Intervention ¢ Ideally

Preferable but
Universal Services Staged Intervention < unlikely
Education Staged Approach — ASL, ASN, AHPs, Start of -—
formal Plan Process

Universal Services . . . .
Pre-Birth, Nurseries, Schools, Out of School Care, GPS, HV, +—* Gettlng it nght for Everv Child
Etc

“Our son’s DAWBA report was very informative and helped us to understand our son
better.”




“We feel like the current diagnostic process is lacking in depth as it does not ask the
number of relevant questions the questionnaire did and also the questionnaire lacks
the face-to-face contact needed to really understand the child.”

4 N

“In our opinion, if the questionnaires were filled in and scored prior to the actual face
to face assessment visit, this would be more beneficial for the everyone, more
expedient and more comprehensive with the additional benefits of a) less stress for
individual and family, and b) improved directional pointers for other non-diagnostic
professionals.”

N J

Outcome and Overall Learning Point for Users, their families, and their supporters:

In Scotland a diagnosis is not a requirement for either ASL/ASN, as such, the benefit of the
DAWBA Indicative Individualised Profile report, where positively received, has equitably
empowered individuals, parent carers, practitioners and professionals to have a more
horizontal conversation about identifying, planning and delivering either interventions and
or further more specific assessments more expediently, supporting targeting of service
provisions and tailoring interventions.

Overall Outcome: The Development and Well Being Assessment instrument when used to
provide indicative individualised profile can have beneficial impact on person-centred
inclusion, planning on targeting services with tailored interventions, across a wide range of
integrated - interagency supports, with positive benefits for individual, families,
practitioners, and professionals alike, with proficiency contributing to a societal return on
investment.

Overall Learning Point for the assessment tool: Greater use of supportive visuals, along
with an improved section on environmental and sensory along with an additional
guestionnaire for social care practitioners.

From the data, evaluation feedback and case studies we are able to deduce:

1. The results of the pilot project support recommendations made by Woolgar et al in
the 2014 NSPCC report that the SDQ/DAWBA could play a valuable role in addressing
the currently unmet needs of non-clinical professionals at an earlier juncture when
timely and informed decision-making and planning for children and young people
(and their families) is required and could prove invaluable.

2. The SDQ/DAWBA could be deployed as a cost effective/high-impact measure to
reduce the well-documented consequences of prolonged wait times and diagnostic
bottlenecks which can delay interventions by non-clinical professionals and
negatively impact on those users and carers affected by their decisions. A core
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10.

strength of the SDQ/DAWBA is its capacity to generate highly accurate indicative
profiles at/closer to the point of need when informed decision-making is paramount.

The SDQ/DAWBA as used in this pilot, could offer significant “invest-to-save”
benefits with respect to ‘Getting It Right’ for children and young people to avert
placement breakdown, declining mental health and poor long-term outcomes.

The pre-diagnostic properties of the SDQ/DAWBA could also support non-clinical
professionals to gain greater insight into the severity, complexity and potential
consequences of children and young people’s unmet support needs as well as
potentially averting avoidable crises.

Considerable potential exists for the SDQ/DAWBA to be deployed at an
epidemiological level to inform broader planning objectives across large population
sets (e.g., local authority/health board).

The objectivity of the DAWBA could reduce potentially adversarial exchanges
between users, carers, and other resource gatekeepers by re-focusing discussions on
a less potentially biased manner and at a more asset-based level to the benefit of all
concerned.

The project did not elicit any major unforeseen consequences or negative responses
from participants their families or project partners.

Further research should be undertaken to determine with greater accuracy the
impact of the SDQ/DAWBA on professionals working with young people, and the
practical implications of a wider, non-clinical assessment approach of this type.

Access to the project and the benefits of participating were universally welcomed by
parent/carers as well as the majority of supporting practitioners and professionals.

The rated assessments delivered a higher degree of ‘equitable empowerment’ for
participating individuals, their parent carers, informal networks of support, teaching
staff, allied health professionals, mental health practitioners’ and social care staff
leading to shared, timely and informed interventions.
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Conclusions

The pressing need for an evidence-based, timely, accurate and unbiased assessment process
has been articulated in several Scottish Government and Audit Scotland reports highlighting
the state of current diagnostic and post diagnostic services being ‘unfit for purpose’ due to
wasteful, complex, convoluted and time-intensive approaches. This predicament is
compounded by persistently elevated ‘rejected referral’ rates from targeted and clinical
services.

Service users, their parent carers and autism-informed professionals in all sectors have
continued to voice concerns about inordinate waiting times, and lack of pre-, mid and post
diagnostic services, designed collaboratively by communities of interest who know best
what is needed.

As you will gather from the current analysis, this pathfinder pilot has demonstrated what a
broader, practice-based application of the SDQ/DAWBA could potentially offer individuals,
families, and support services by identifying indicative support needs at a much earlier stage
than happens at present avoiding wasted time and resources ‘throwing darts in the dark’ at
poorly or incompletely defined presenting issues. It would also expedite deployment of
timely, cost-effective, and tailored supports initiated ‘responsively’ as opposed to
‘reactively.” “There comes a point where we need to stop just pulling people out of the river
(reactively). Some of us need to go upstream and find out why they are falling in
(responsively)” (Desmond Tutu).

The SDQ/DAWBA offers an approach that aims to fulfil many of the strategic aspirations set
out in Scottish Government policy spanning the past 4 years. This is especially relevant in
the current post-COVID recovery period when there is consensus that ‘things need to
change’ if we are to create a fairer future for Scotland’s neurodiverse and neurotypical
people alike.

This portion of the paper seeks to briefly link the findings and analysis of the pilot findings
with the overarching vision outlined within broader strategic and policy developments,
principally spanning 2018 to the present.

In 2018, having been commissioned by the Scottish Government and 4 years of intensive
data interrogation by two prestigious economic research teams, co-located within the
London School of Economics and Strathclyde University, the publication of the Micro-
Segmentation Report [14] concluded that unremitting systemic and structural inequalities
continue to be faced by autistic individuals and their families. The identified barriers are
unaltered despite a ten-year Scottish Strategy for Autism. [36] When ‘escapable’ and
‘inescapable’ costs relating to both quality-of-life outcomes, and lost revenue to Scotland’s
economy were analysed, the MS report concluded that costs associated with autism
account for more than Scotland’s five ‘big killers’ (Diabetes, Stroke, Cancer Heart Disease
and Dementia) almost combined, yet corresponding levels of investment attract only a small
fraction of the funding invested in researching and intervening in the other ‘big five’. The
Micro segmentation report lauded the ‘invest to save’ approach demonstrating that for
each 10% reduction in escapable costs achieved through evidence-based interventions,
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savings of £223 million per annum (at 2018 rates) could be accomplished. Two central
tenets of interventions proven to be most effective were parent-mediated programmes and
the wider availability of self, group, peer, and independent professional advocacy services.

Both the autism and neurodevelopmental community and professionals agree that
uniformed solutions do not solve problems, and the potential application of the SDQ/
DAWBA as a non-clinical early identification tool, albeit still overseen and quality assured by
suitably qualified psychology personnel, would make a significant contribution to the
identification of unmet support needs and subsequent co-creation of bespoke interventions
at a much earlier stage. By doing so, significant savings in both quality of life and lost
revenue will be made in relation to costs. It is worth noting that whilst the pilot was
primarily focused on Neurodiversity, its application is significantly wider identifying mental
health and wellbeing issues for all neurotypes.

Viewed as a whole, the aspirations and action points contained within the selected Scottish
Government publications demonstrate that the pilot represents a successful application of
the shared and embedded principles within them all principally; empowerment, inclusivity,
collaboration, co-production, authentic partnership, needs-led targeted and early, non-
stigmatising interventions.

For the sake of brevity, the ‘common threads’ articulated in the following 10 strategic
documents ‘The Promise’ [23], ‘Learning/Intellectual Disability and Autism Towards
Transformation [37] ,’The Accountability Gap’ [24] , ‘All our Children All Their Potential’ [5],
‘The Additional Support for Learning Action Plan (ASLIP)’ [25], ‘The Independent Review
Autism and Learning Disability of the Mental Health Act Scotland (IRMHA)’ [38], ‘The
Neurodevelopmental Specification: Principles and Standards of Care’ [29], ‘The Blake
Stevenson Review of the Scottish Strategy for Autism’ [39], ‘The National Mental Health
Strategy 2017-2027’ [32] and ‘The COVID Recovery Strategy —[33] A Fairer Future’, can be
supported both systemically and individually by utilisation of SDQ/DAWBA.

All documents explicitly reference the Scottish Government mandate to ensure full
participation and inclusion by users and carers at the consulting, legislating, and
implementing stages. By ensuring these ‘quieter voices’ are heard, policies and action plans
will truly reflect the ‘lived experiences’ of those in receipt of services, infusing draft policy
with the principles contained in the ECHR, [40] UNCRC [9] and, UNCRDP. [31]

The pilot findings drawn from case studies and respondent feedback and evaluation
guestionnaires demonstrate that children and young people, their parent carers, families,
and professionals alike believe that this highly accurate, timely and cost-effective process
can result in the diminishment of inordinate waiting times, delayed supports, ineffective
interventions, and adversarial relations between those who seek services and those who
provide them. Horizontal relations are a natural outcome of the entire process and facilitate
meaningful, person-centred collaborations for all stakeholders.

The pilot has also established that for example, autism-informed practice is simply good
anti-discriminatory practice for all, whether neurodiverse or neurotypical. Applying a timely
assessment process which reduces professional bias to a minimum whilst placing equal
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currency on the contributions of participants and their parent/carers, creates buy-in from all
within the entire process. The Innovatively Individualising Triage Pilot has demonstrated
that real and sustained change can and does happen when ‘top-down’ approaches give way
to ‘bottom-up’ collaborations between all stakeholders, especially when there is a readiness
on the part of professionals formerly tasked with the exclusive role of assessment, to ‘share’
these processes with recipients of supports and services and their networks of support,
enabling multi-disciplinary approach in parallel as oppose to silos.

The strengths we identified in using the SDQ/DAWBA.:

>

>

YV V V

The SDQ/DAWBA instrument can provide timely, cost-effective, and unbiased
indicative assessments

Implementation is likely to lead to significant reductions in initial screening
processes, and consequential waiting times faced by many children and young
people., a factor identified in several reports including The Audit Commission for
Scotland in 2018.

With both the backlog associated with the pandemic, and significant pressure on
services the tools offer the chance to identify children and young people’s indicative
presentation at an earlier stage, enabling crucial interventions to be mobilised in a
timely, tailored and person--centred manner, whilst other formal diagnostic and
assessment processes remain pending.

Getting the right services and supports, at the right time, delivered by the right
people aligning seamlessly with current national and local policy and strategic
aspirations including amongst many others; ‘Getting It Right for Every
Child,’(GIRFEC), ‘Fulfilling the Promise’ and ‘Inclusion as Prevention’

The approach did not conflict with, or contradict other assessment approaches,
whether clinical or otherwise such as, ADOS, ADI-R, DIMENSIONS, ESSENCE or
SCERTS.

In contrast with current widely acknowledged delays, assessment took an average
92 days from consent to identified actionable outcomes, interventions, or diagnosis
74.87% of suggestions were identified as actionable thus far

Final reports informed decisions regarding identified needs

Self-directed partnerships enhancing practice between formal and informal
networks

There were significant Improvements in:

Service targeting
Tailored Interventions

o More timely Interventions
o Enhanced self-directed partnership actions
o Enhanced/Improved multi-disciplinary & parallel working
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Recommendations and Suggestions

As we have identified, the assessment instrument used in this pilot has proven helpful for
individuals parent carers and professionals alike with equity, due diligence, and compliance.

When there is an ‘appreciative’ will power and equitable partnership between individual,
parent carer/legal guardian and professional/s it becomes easier in the co-creating an
individualised person-centred plan of action, enabling timely, targeted, and tailored
interventions to be delivered.

From this small exploratory observational pilot project, we would suggest/recommend as
part of an improving partnership approach —

1.

Improvements could be made to the user-experience (UX) of the on-line
assessments through:
i. greater use of visual supports
ii. enhanced section on environment and sensory issues
iii. improved accessibility for ‘Apple’ technology
iv. creation of an optional ‘app’ format

The inclusion of a supplementary questionnaire for social care professionals would
broaden the scope of the wellbeing assessments to facilitate enhance multi-
professional dialogue.

Additional support may be required in completing questionnaires, due to literacy
and or language barriers.

Development of this pilot or equivalent model incorporating a piece of multi-
disciplinary learning which might promote the identified benefits of timely consent
to share of information. This could also lead to a shared starting point where
practitioners could agree and share the same assessment report, in practice with
service users and their networks of support.

A formal academic randomised control study could explore in greater depth the
benefits of an enhanced, holistic, and truly inclusive wellbeing overview assessment,
with timely, targeted services, tailored interventions and the benefits for individuals
and their families.

A financial modelling exercise could be undertaken to consider the potential cost-
saving benefits such an approach could offer in terms of social return on such an
investment.

Further research into the efficacy of the SDQ/DAWBA in assessing the needs of non-
English speaking children and young people.
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Glossary of Terms

Abbreviation/Acronym | Term Description/Meaning
A
ADD Attention Deficit Disorder Formal term, now rarely

used, covering a range
of behavioural disorders
occurring primarily in
children, such as but not
limited to, poor
concentration,
hyperactivity, and
learning disabilities.
ADHD Attention Deficit Hyperactivity Disorder A condition that affects
people’s behaviour. For
example, fee restless
may have trouble
concentrating and may
act on impulse.

ADI-r Autism Diagnostic Interview Revised A widely used
diagnostic algorithm in
determining whether
children and young
people have autism
spectrum disorder.
ADOS Autism Diagnostic Observation Schedule A semi-structured,
standardised
assessment of
communication, social
interaction, play or
imagination use of
materials for individuals
who may have been
referred for an autism
assessment.

AD Attachment Difficulties These are when an
individual has
challenges with
sustained attention at a
developmentally
appropriate level.
Advocacy Advocacy involves
promoting the interest
of someone or a group
of people. Advocacy is
also about helping
people find their voice
and supporting them to
have that heard.

An advocate is a person
who person who argues
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for recommends or
supports a cause or
policy. There are key
types of Advocacy,
Community, Peer, Self,
Collective and 1-2-1,
with the latter strongly
applicable in Scotland
(Project Country) to
statutory provisions
within legislation.

ARFID Avoidant and Restrictive Food Intake Feeding disturbance as
Disorder manifested by
persistent failure to eat
with significant failure
to gain weight or
significant loss of
weight. Previously
known as Selective
Eating Disorder.

AR (This Project) Advocacy Response The advocacy response
in this project was
designed to encourage
and guide individuals
their families and
practitioners to have
more inclusive
conversations that
support co-created
solution.

Agoraphobia Extreme lor irrational
fear of entering open or
crowded places, of
leaving one’s own
home, or being of being
in places from which
escape is difficult

AHP Allied Health Professional Are a diverse group of
clinicians who deliver to
patients and clients
across a wide range of
care pathways. For
example, but not
limited to Speech and
Language Therapist,
Occupational Therapist
etc.

Anorexia A serious eating
disorder and mental
health condition.
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Anxiety General Anxiety General A feeling or worry,
nervousness or unease
about something with
an uncertain outcome.

ASC Autism Spectrum Condition This is a term of
increasing use, used by
some instead of autism
spectrum disorder

ASD Autism Spectrum Disorder A complex
developmental
condition involving
persistent challenges
with social
communication,
restricted interests, and
repetitive behavior.

ASP Additional Support Plan The ASP is a holistic
plan. It provides an
overview of the range of
interventions and
support which have
been agreed to meet
the child or young
person's additional
needs. It includes a
number of parts which
can be used to tailor the
plan to the needs of the

pupil.

BD Bipolar Disorder Is a mental health
condition that affects
your moods, which can
swing from one extreme
to another.

Bulimia Bulimia is an eating
dorser that causes one
to eat substantial
amounts of food at one
time then get rid of it.

CAMHS Child and Adolescent Mental Health The name for the NHS
Services services that assess and
treat young people with
emotional, behavioural,
or mental health
difficulties.

CBT Cognitive Behaviour Therapy Is a talking therapy that
can help you manage
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your problems by
changing the way you
think and behave.

CIHA Common Interest Holistic Advocacy An individualised
advocacy approach
which encourages a
common holistic
practice between
individual, family, and
practitioners via co-
production.

C-GAS Childrens Global Assessment Scale A Numeric scale used by
mental health clinicians
to rate the general
functioning of youths
under the age of
eighteen

Comorbid Denoting or relating to
diseases or medical
conditions that are
simultaneously present
in a patient.

CD Conduct A group of behavioural
and

emotional problems
characterized by a
disregard for others.

CP Child’s Plan Is considered and
developed in
partnership with the
child, their parent(s)
and the services
involved. Every plan will
include and record:
information about the
child's wellbeing needs
including the views of
the child and their
parent(s) details of the
action to be taken.

CP Child Protection Is part of the
safeguarding process. It
focuses on protecting
individual children
identified as suffering or
likely to suffer
significant harm.

CP Children’s Panel Is a group of volunteers
who make legal
decisions with and for
children and young
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people in children's
hearings.

CPTSD

Complex Post Traumatic Stress Disorder

Is a condition where you
experience some
symptoms of PTSD
along with some
additional symptoms,
such as: difficulty
controlling your
emotions. feeling
incredibly angry or
distrustful towards the
world

CSP

Coordinated Service Plan

Is a tool used to get all
the parties, two or more
agencies, involved in a
child's care where
benefits at Coordinated
Services Planning level
can be extremely
helpful in numerous
ways in achieving a
coordinated service
approach.

DAWBA

Development and Wellbeing Assessment

The DAWBA is a
package of interviews,
guestionnaires and
rating techniques
designed to generate
ICD-10 and DSM-IV or
DSM-5 psychiatric
diagnoses on 2—-17-year-
olds. DAWBA covers the
common emotional,
behavioural and
hyperactivity disorders,
without neglecting less
but sometimes more
severe disorders.

Developmental Delay

Refers to a child who
has not gained the
developmental skills
expected of him or her,
compared to others of
the same age. Delays
may occur in the areas
of motor function,
speech, and language,
cognitive, play, and
social skills.
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Diagnostic Overshadowing Diagnostic
overshadowing occurs
when one condition is
diagnosed but other
coexisting conditions
are overlooked.

Diffability Someone who has
different abilities.
People who do the
same jobs as other
people, they just do
them differently.

DX Differential DX (Diagnosis) A differential
diagnosis is a list of
conditions that share
the same symptoms
that you described to
your healthcare
provider.

Disability Model A model that proposes
that what makes
someone disabled is not
their medical condition,
but the attitudes and
structures of society.
See also Social Thinking
Model.

DMDD Disruptive Mood Dysregulation Disorder Is a childhood condition
of extreme irritability,
anger, and frequent,
intense temper
outbursts. DMDD
symptoms go beyond a
being a “moody” child—
children with DMDD
experience severe
impairment that
requires clinical
attention.

DSH Deliberate Self Harm A prominent mental
health concern among
adolescents whereas
the name suggests
infliction of harm to

oneself.
DSMV Diagnostic Statistical Manual of Mental Is the standard
Disorders —V denotes Fifth Version. classification of mental

disorders used by
mental health
professionals in the
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United States and by
some in other countries.

Elimination Disorders

Elimination disorders
occur when children
have difficulties in
relieving themselves or
do soin inappropriate
places, after a certain
age.

Epigenetics

The study of the
interaction between
genetic and
environmental factors in
development.

Executive Function

Set of high-order mental
skills that include
working memory,
flexible thinking, and
self-control. We use
these skills every day to
learn, work, and
manage daily life.
Trouble with executive
function can make it
hard to focus, follow
directions, and handle
emotions, among other
things.

FDIA

Factitious Disorder Imposed on Another

People with factitious
disorder imposed on
another (FDIA) provide
inaccurate information
about an illness in
another person.

Feeding Difficulties

This is a broad term
used to describe a
variety of feeding or
mealtime behaviours
perceived as
problematic for a child
or family. This may
include behaviors such
as: Picky eating. Food
fussiness.
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GP General Practitioner General

practitioners treat all
common medical
conditions and refer
patients to hospitals
and other medical
services for urgent and
specialist treatment.

GIRFEC Get it Right for Every Child (Wellbeing Getting it right for every
Indicators) child (GIRFEC) supports
families by making sure
children and young
people can receive the
right help, at the right
time, from the right
people. The aim is to
help them to grow up
feeling loved, safe, and
respected so that they
can realise their full
potential. Incorporating
the wellbeing indicators
of Safe, Healthy,
Achieving, Nurtured,
Active, Respected,
Responsible, Included.

Hyperactivity Usually refers

to constant activity,
being easily distracted,
impulsiveness, inability
to concentrate,
aggressiveness, and
similar behaviors.
Typical behaviors may
include Fidgeting or
constant moving.

Hyper-acuity Greater than normal
acuteness of a sense.

Hypo-acuity Decreased sharpness of
sense.

HoNOSCA Health of Nation Outcome Scales for Recently developed
Children and Adolescents measure of outcome for
use in child and
adolescent mental
health services on
general health and
social functioning.

113



ICD 11 International Classification of Diseases (11 | ICD serves a broad
revision) World Health Organisation range of uses globally
and provides critical
knowledge on the
extent, causes and
consequences of human
disease and death
worldwide via data that
is reported and coded
with the ICD. Clinical
terms coded with ICD
are the main basis for
health recording and
statistics on disease in
primary, secondary and
tertiary care, as well as
on cause of death
certificates. These data
and statistics support
payment systems,
service planning,
administration of
quality and safety, and
health services
research. Diagnostic
guidance linked to
categories of ICD also
standardizes data
collection and enables
large scale research

ID Intellectual Disability Is significantly below
average intellectual
functioning present
from birth or early
infancy, causing
limitations in the ability
to conduct normal
activities of daily living.

IEP Individualised Education Programme Used by many schools
as a planning, teaching,
and reviewing tool for
children and young
people with special
educational needs.
(SEN).

Intervention An intervention is a
carefully planned
process that may be
done by for example an
individual, family and
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friends, in consultation
with a doctor or
professional to improve,
protect, support an
individual’s outcomes in
health, social care,
education etc.

Intervention Stage (In Scotland we have The staged intervention

four levels depending on severity) process provides a
framework for
educational

establishments to
identify, assess and plan
to address the
additional support
needs of all children and
young people. This may
include one or more
from social work, allied
health professionals,
educational
psychologist, CAMHS.

Lead Professional Is someone employed
by one of the services
involved in supporting
the child and family. If
the child's needs are
assessed as more
complex and require
considerable help from
specialist services or
there is a legal duty to
work with the child and
family, a lead
professional will be
identified.

LD Learning Disability Are disorders that affect
the ability to
understand, or use
spoken or written
language, do
mathematical
calculations, coordinate
movements, or direct
attention.

LIAM Low Intensity Anxiety Management Is the term used for
supports associated to
mild or moderate

115



anxiety where supports
are delivered via the
model of LIAM see
below.

LIAM Let us Introduce Anxiety Management LIAM is a staged training
offer intended to
develop skills in the
delivery of a CBT-
informed approach for
the treatment of mild-
moderate anxiety
symptoms in children
and young people.

Medical Model The medical model is a
biopsychosocial model
assessing a patient's
problems and matching
them to the diagnostic
construct using pattern
recognition of clinical
features. Diagnostic
constructs allow for
researching,
communicating,
teaching, and learning
useful clinical
information to influence
clinical decision-making.

Named Person GIRFEC This contact will be
someone whose
existing role already
involves providing
advice and support to
families. As each child
grows up, their contact
will change, with
support usually
provided by a: health
visitor from birth to
school age, head
teacher or deputy
during primary school
years, head teacher,
deputy, or guidance
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teacher during
secondary school years.

A family may be offered
direct support from
their named person or
access to relevant
services offered by the
NHS, local authorities
and third sector or
community groups.

Named Person (Mental Health) A named person is
someone who can look
after your interests if
you are cared for or
treated under mental
health legislation.

Neurodevelopmental Condition Are multifaceted
conditions characterized
by impairments in
cognition,
communication,
behavior and/or motor
skills resulting from
abnormal brain
development.

Neurodivergence Is the term for people
whose brains function
differently in one or
more ways than is
considered standard or
typical.

Neurodiversity Describes the idea that
people experience and
interact with the world
around them in many
different ways; there is
no one "right" way of
thinking, learning, and
behaving, and
differences are not
viewed as deficits.

Neurokin A word used to describe
someone who is the
same neuro-type as
you.

NDD Neurodevelopmental Disorders NDDs are defined as a
group of conditions with
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onset in the
developmental period,
(i.e., pre-birth, during
birth, and/or during
exceedingly early
development) inducing
deficits that produce
impairments of
functioning. NDDs
comprise intellectual
disability (ID);
Communication
Disorders; Autism
Spectrum Disorder
(ASD); Attention-
Deficit/Hyperactivity
Disorder (ADHD);
Neurodevelopmental
Motor Disorders,
including Tic Disorders;
and Specific Learning
Disorders.

OCD Obsessive Compulsive Disorder A common mental
health condition where
a person has obsessive
thoughts and
compulsive behaviours
which intrude on or
impair daily function.
OCD can affect men,
women, and children.
Some people start
having symptoms early,
often around puberty,
but it usually starts
during early adulthood.

oDD Oppositional Defiant Disorder A type of behavior
(Oppositional) disorder. It is mostly
diagnosed in childhood.
Children with ODD are
uncooperative, defiant,
and hostile toward
peers, parents,
teachers, and other
authority figures. They
are more troubling to
others than they are to
themselves.

oT Occupational Therapist An occupational
therapist helps people
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of all ages overcome
challenges completing
everyday tasks or
activities — what we call
‘occupations’ to
improve their health
and wellbeing.

Panic Panic disorder are a
type of anxiety where
one has regular had
sudden attacks panic or
fear. A sudden
overpowerment of
extreme anxiety.

PDD Pervasive Development Disorder Refers to a group of
disorders characterized
by delays in the
development of
socialization and
communication skills,
and which affect all
aspects of daily

function.
PTSD/cPTSD Post-Traumatic Stress Disorder /Complex Is a mental health
Post Traumatic Stress Disorder condition that is

triggered by a terrifying
event — either
experiencing it or
witnessing it. Symptoms
may include flashbacks,
nightmares, and severe
anxiety, as well as
uncontrollable thoughts
about the event.

Psychosis A severe mental
disorder in which
thought, and emotions
are so impaired that
contact is lost with
external reality.

Qol Quality of Life is defined by the World
Health Organization as
an individual's
perception of their
position in life in the
context of the culture
and value systems in
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which they live and in
relation to their goals,
expectations, standards,
and concerns.

RRS Ruminative Response Scale A self-report measure
of describing one's
responses to depressed
mood.

SALT Speech and Language Therapist Is a therapist who
provides treatment,
support and care for
children and adults who
have difficulties with
communication, or with
eating, drinking, and
swallowing.

sDQ Strength and Difficulties Questionnaire The Strengths and
Difficulties
Questionnaire (SDQ) is a
brief behavioural
screening questionnaire
about 3—16-year-olds. It
exists in several versions
to meet the needs of
researchers, clinicians,
and educationalists.

Separation Anxiety A type of mental health
problem. A child with SA
worries a lot about
being apart from family
members or other close
people. The child has a
fear of being lost from
their family or of
something bad
occurring to a family
member if he or she is
not with the person.

SET Supportive Enabling Technologies Are apps or technology
supports that enable
and individual to have
improved choice,
control independence
and supports their daily
living.

Social Awkwardness Means that we have
trouble communicating
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with others, especially
in a social setting. Large
groups of people or
social gatherings
become almost
impossible for us to
manage, and as a result,
it can limit our life
experience.

Social Phobia

Is a long-term and
overwhelming fear of
social situations.

Specific Phobia

An intense, irrational
fear of something that
poses little or no actual
danger.

SpLD

Specific Learning Difficulties

Difficulties that impair
the learning process
such as dyslexia or
dyscalculia

TAC

Team Around the Child

Team Around the Child
is a proportionate
approach to meet the
needs of the child and is
facilitated by the
Named Person and Lead
Professional (if there is
one) from early
intervention stages up
to Child Protection
Team Around the Child
meetings

Tics

Tics are fast, repetitive
muscle movements that
result in sudden and
difficult to control jolts
or sounds.

TP

Transition Plan

A document that
outlines what you want
to achieve in the next
few years - and what
support you will need to
live as independently as
possible. It covers every
aspect of your life,
including for example
but not limited to —
education,
employment, health,
housing, social care.
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Tourette Syndrome

A condition that causes
a person to make
involuntary sounds and
movements called tics.
It usually starts during
childhood, but the tics
and other symptoms
usually improve after
several years and
sometimes go away
completely.

UNCRC

United Nations Conventions of the Rights
of the Child

A legally binding
international agreement
setting out the civil,
political, economic,
social, and cultural
rights of every child,
regardless of their race,
religion, or abilities.

YP

Young Person

A person from 14 to 17
years of age.
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Appendix i

Full Dawba Report Sample

The following anonymised sample has been included with consent from individual and family.

In the interest of safeguarding, it has also had oversight from social worker with reserved function.

Dawba ID and any other associated reference has been withheld.
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Orverview of Development and Well-Being Azseszment
Diawha ID: Withheld

Deetzils: Yioung Perzon - Y

Orther depreszion

MPTED

Rated by- Bill Calley, 300052022

Rater Comments

SUICIDE ATTEMPT MOTED AS POTENTIAL FUTUEE FISK Existing dy of ASD noted 22 is “working dx' of
ADHD, DAWEA profile suppartive of both. Associated angietizs and phobias not rated as discrete disonders given
existing diagneses, PTSD possible siven histary, Bipalar pot rated given abzance of toe mania and likeby
Iyperactivity. Grand defusion: probabls rather tham mania. OCD not rated as repstitive behaviors appear to provida
comfort rather than beinz menwaive. STGGESTIONS: 1. Continoing enpazement with mesta] health senvices and
maonitoring, 2 Support for family to ensure resilisnce in managing complex difficulties, 3. Careful Tan:ition planning
with suitabls advocacy to emzare YP': needs inform decision-making, 4. Potertial for ASD-adapied CET approach to
support YE's understandims of salf and cuorent difficultiss, and to manage thee, 5. Srensthe-hased aporoach to
support with multi-azency collaboration.

Bill Colley, 38707/2022
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Affirmation
(rets love and affaction
Praized and rewarded

Viznal impairment or blindnazs
Hearing impainmsent o7 dzafpess
Movement or co-ordination disorder

Stressfuol life events in the last 17 months

Death of parant, sibling or friend

Meighbours or neighboarkood

Other people ill, &.2. srandparents
Child's experience of family life

Crete help and support when stressed

hiother

Eoth parents

13

Liked and respected
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Backzround information
Dawha ID: Withheld
Details: Young Person

cloze to averaze
-—

+=+
+
+=+

Beckgrousd information - 2

Created onc QRATE2022 10:45
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Background mformation
Diawhba ID: Withheld

Sopervizion +

Rules close to zveraze
Clear males +HH+
Consistently applisd rolss +
Dizcipline close to zveraze
Told off ar correcied +
Phyzical puniabmsent -
Hop-plryaical punishment +

(Grats blamed unfairky

Special allowances very high
Uphringing affacted by child characteristics +H
Very protected +
Spends time alone +H

Respondent under sirain i
Everyday feelmzs questiommaire (EFQ)) hizh
Mot optimistic

Warrded or tenzs +
Hat able fo emjoy life +
Tired or lacking in snerzy +
Siressed +
Megative self-imaze +
Losz of intersst

Mat calm and relaxed +
Very unhappy

TUnable to cops +
Respondent’s partner under sirain

Evervday feslmzs questiormaire (EFCH

Mot optimistic

Warrded or tenzs

Mot able to exjoy life

Tired or lacking In enerzy

Siressed

Mzpative self-imaze

Losz of interest

Mot calm and relaged

Very unhappy

TUnable to cops

Services and other help

From family and fri=nds +
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Backeround imformation
Diawhba ID: Withheld

Deetails: Young Perzon

Eook: or magazine:

The intemet

Telephans help-line
Self-help group

A teacher {incloding head or SEMCO)
Sperial educational nesds
Educational psychaology
&P, health wizitor
Paediatric profeszional
Mental health professional
Social services profesziomal

S

T+ 1

Any psychotropic medication? ++

= Dpen-ended comments: Mother

Informant’s description of medication
TP has besn taking methelptymadate :mmd seriralme, he has just cumrently cames off of this under the peychiatrst
awarenes: this s a tral period of two weeks.
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Strengths and Difficolties (uestionnaire
Dawha ID: Withheld

Dietzils: Young Person YH

Mother Self
25051 25051
Twtal difficulties scare e Jgmes
Emotional sympioms scoTe 1e= fi=*
Conduct problems score 2 4
Hyperactivity score 1e= b
Peer problems zcore it g
Prosocial score Jues E L
Impact score Tt rf~
*=slightly mizad; **=hizh; ***=very hizh (prozocizl: *=:lizhtly low, **=low, ***=vary low)
Diagnostic Prediction from SD0s
Amy disorder prokable
Emational diserder Frokable
Echawioral disorder umlikaly
Hyperactivify dizordar pozztble

% [TETI ol | FTheietiios e T mine LCrented
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Strength= and Difficulties (Jueztionnaire
Diawba ID: Withheld

Dretails: Young Person YP

Alother Self ‘
Emotional itens
Hsadache, stomach-ache
Wormes
Unbapgy
Amnyious in new situ2tion:
Frars

Tttt
SRR ¢

Conduoct items= |
[mitahle + +—

Obedient + - |
Fights, ullies -

Lies, cheats - - |
Steals

Inattention-hyperactivity items |
Festlazs

Fidgety

Poar concentration
Feflective - - |
Good attention

13
13

Peer relativnship items |
Solitary

Hasz zood fiend -
Popular + +
Victimized

Feelates better to adults than peers

3

It

Prosocial iftems |
Conziderats + +

Shares - - |
Helpful + +

Eind to younger children + + |
Vaolustesrs to help +

Impact supplement |
[= there @ problem? Severe Severe
Cruration {moaths)
Dristress

[mpact on family life
[mpact on fendships
[mpact on leaming
[opact on leisuns
Eurden

Fititis
RN
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Autizm spectrum dizorders
Dawba ID: Withheld

Dretails: Young Perso +
Muather
Developmentsl level
Comcem in first 3 years about general mental development ++
(remeral reasening and :chool work at prazent Advanced
Chorent mental 2ze
Serions concerns in the first 3 vears
abaut speech +
ahbaut 2ocial mteraction +
about pretend play ++
bt rituals | stereotypies +
Contimnunng difficaliies in any of these arsas: +
Secial Aptitade Scale 14
VERY LOW
DEML 1a: markedly impaired aonverbal social inferaction
Abnormal aye copfact af some age (too mwech, too little, nroag typse) +
Fesirict=d nze of nonverbal gestures as a toddler and young child
Fmdz it hard to read others' fone of voice 2nd facial expressions +
(Orthiers find it bard to read his tone of veice and fackizl expression: +
DEA 1b: peer relationships not appropriate to developmental level
Difficulty making fiends ++
Drifficulty keeping friends +
Mumber of fiends he faily often spends times with: ]
Dwoes not share imberests with fends
Dwoes not do things jointhy with friends
Daes mot confids in friends
DEAL 1o mot spontanecns sharing enjoyment, interests or achievements
Mot sharing enjoyment, interssts or achizvement: when 2ged aboat 4
DEAL 1d: lack: of sodial or emotional redprocity
Mot emjoying simple social pame: 23 2 toddler, & g pespa ++
Difficulty taking turns, sharing, cooperating +
Fails to adjust play for older or younger children +
Fails to adjust coswerzation for formal and mformal situations ++
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Autizm zpectrum dizorders
Dawba ID: Withheld DEM-IV prediction:  +

Deetails: Young Person ICD-10 prediction: +

DEM 2a: delay ar lack of spolen lanmmage (withownt compensation)

Concem aboat speech m first 3 years +H
Mo words before aged 2

Mo phrazes before aged 3

Lanzuage expression and comprahension Advanced

Current lanzuzze age
Poar 2t gettinz round lanznaze difficulties

DEAL 2b: (if adequate speech:) impaired conversation |
Ead af starting comversations with others +
Ead at zusfaiming conversatons stared by others +
Mot inberested in charing aboat other people's imerestz +H

DEM 2e: stereatvped, repetitive or idissyacratic lanmeage |

A lot of schams (evar) +
Pepetitive guestipning {pver) ++
Fepetitive clichas {aver) +

DEM 2d: impoverished pretend pley (for mental age)
Mot regularty taking part m imaginative play (ever) +

DEM 33 imtense or odd presccupation:

Amy ‘ohzessionsT ++
Trmuznal topic +
Domimating his life

Daminating iz conversation +

[nterfering with getting on with other things +

DS 3b: infledble routines or ritoals

Eepetitive play, e 2 torming light swvitches on and off (sver) +—
Strong or wrusuz] rowtmes (gver) +
Very upzet by changs in rowtime (ever) +

DEM 3o stereatyped Tepetitive motor mannerisms
A lot of flapping {zver)

DEM 3d: persistent preoccapation with paris of objects
Vary interested in wmozual aspects of tovs and other things (ever) +
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Autizm specirum dizorders
Dawha ID: Withheld DEM-TV prediction:  +

Dietails: Young Person ICD-10 prediction: +

Impact

Parental concemn about lanzuaee, play, fexibility st +

Drstress +H
Impact on family life ++
[mpact on fiendships =+
Impact on leaming +H
[mpact on leisune +H
Eurden +

Tming of onset
Always thers or sadden onset (with regression)? Always thers
Arze when changs took place:

= Open-ended comments: Mother

Concerns abont earlier development

at murzery they flagzed concems of yp being able to pronounce samme words, in reflaction and although he still savs
vp's 2 bit drfferent, hiz languazs was more zlaborzte for his vears, he could w2 it in the right content at they were big
words, this contimes: to date and hiz speech and ability to communiczte is goed he never really zat and done pretend
plzy he would mess likely to be bouncing about ar climbing, even if watching a film at home he will stand bebind you
and bomee be wzed to walk on bis tp toes and to an extent =till does his ability for zports was 2lso 2bove average for
hiz 2ze and therefore created even less fear of amy dangers,

Current concerns
he would prefer to stay howme to avedd any tranzitions or changze

Diescription of "obsessions'

v b2z rocksd since very voure he coptinues to rock, ¥R also had 2 pamicolar misrest in the buman body and how
the parth moves gravity, these wens tapics wa kad to listen to 2t lensth, ke will now say [ know you'te not

interested not I need to tell you

Description of ritwals

v likzs the same bowl for hiz cereal in the momins, he has to have the same 2eat m the car becauss he has identified
it as the safest zeat i the car, he has kis ssat if we are baving a movie night and he anby like: a particular brand of
popcorn. ¥ could abways tell £ 1 swapped hiz usual brand of cersal for ancther. he had a timetable of hiz daily
ronstine, we removed the time 23 this could cause distress if it dide't bappen on time, thiz helped him be more s=lf-
sufficient i places like a showser whers he would forget what the routine was.

Previous label? Who gave it?

he was diagnozed Asperzer's 2t the ags of 2. if was suzEested then that he wasn't ADHD 22 he could behave i scheal,
thi= wazn't the cazs he merely mazked thess difficulties, he haz no formal diagnozis of ADHD, however, that i= the
rezzom he has been prescribed methylphenadate

Any belp?
he has besn prescribed methylphenidate and seriraline, he has t2ken a break mmder the peychiatrists sopervision 23
he says it make: him fee] mumb.
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Behaviorz linked to developmental dizabiliiies
Dawba ID: Withheld

Deetzils: Young Perzon YP

Mother
Steraotvpic actions
Fapchking back and farth
Head nodding
Flzpping or hand twisting
Fluttering fingers m fromnt of face
Waving an object in front of face
Piclang at skin
Head bangins
Btz lipz, hands atc
Eye poling
Crther repetitive actions

t

+

Age of opset of Tepetitive activities 1]
Tirme :pant on rep=titive activities +

Impact

Dristress +
[mpact on famiky lifs +
Imipact on friendzhips

Impact on laaming ++
[mipact o Jeisurs

Eurden +

Oiher izznes

Faough behawviour +
Attacks others

Feduced sexual mbibition

Undaractivity

Too noisy +

7 Open-ended comments: Mother

Diescription of the problem
¥R k2s alwanys rocked, he is comforiable doing this at home bat finds it hard fo wot do in pablic, he find that
part distreszing,

Interfering with quality of life?

He s lmked fodievelopose o s bk e Created o
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Behaviors linked to developmental disabilities
Dawba ID: Withheld

Deetzils: Young Perzon YR

he can find it embarrazsing if people stare.

Besultant injory?

0o

Trigger?

over excited, change in roatine, change in what was expectad to happen, leaving homs.

Done anvthing about it?
iy to stick to rowtine a3 much as poszible.
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Attachment Fizures
Danvha I Withheld
Details: Young Parzon YE

Mother

Attached fo:

Ddiother +
Father -
Crther mother figure

Crther father fizura
Crramdparsnts

Adult relativas
Childmirder, naney, a: pair
Teachers

Adult non-relatives

1

Erother, izterz
Frniend=

Self

Tt

Adtachment Figanes - |

Created onc G S0ZD 0045
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Separation Anxiety

Diawha 1D Withheld DEM-IV predicton:  --

Details: Young Parsan VP ICD-10 predictian: -+
AF=amackment fizure Muother Self
Amy concems abaut separations? Weg Ha

Los: of or harm ta, AFs +
Eeing taken away Tom AF: -
1ot wanting to g0 to schoel

Afraid of =leeping alans

Sleeps with or chedks on AFs at night

Afraid of sleeping in a sange placs

Afraid of being in a room aloae

Afraid of being at home alone

Iightmares of s=paration

Somatic symptoms linksd to separatioes +
Anficipatory amyiety of separations

Symptoms: for 2t least 1 month +
Age of anzet

Dristress

[mpact on family lifs
[mpact oo friendships
[mpact on leaming
[mpact on leisuns
Eurden

Fii11

== Open-ended comments: Mother

Description of the problem
¥p mostly wories about hiz 2ping grandparents, 35 struggles to understand death and this becomes 2 fization, I
need to let kim know if I'm going out and not leave without him knowing this

How often?
it depends on how he is feeling bat can be daily, e:calate: if hiz srandparents are particolarly fl ke won't 2lzep
and becomes ncreazinsly asitated

First started?

smce early years

Interfering with quality of life?

when we can communicate and find the searce of the worry it cam help, at worst prevents him leaving the houss

Canze of worries?
The worries became more significant when his great gran past away,

Done anvthing about it?
we falk and kave strategie: to try help.

5"!.'|:|||'J'.||III Anxmey - | Created e RU2IELD Loeds
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Social Phobia
Diawha ID: Withheld

Dietails: Young Person VP

DEM-TV prediction:  ++

ICD-10 prediction: +

Any concems?

Angious about:
Beeting new people

Bdeeting a lot of people

Eating in fromt of others
Speaking in class

Feading aloed in front of others
Writing in font of others

Separation ar social arwiety?
Frightened with adul=kids

Can socializs with familiar peaple

DCrue to fear of embarrassment

Drue to dalay m speech, writing, reading

Age of amzet
Crration in months

Blushes in zociz] situztions
Feels 2ick in social sitoatiomns
Urgency in social situations

Upset when social fear iz triggered
How often social fear is trizgered

Avoids relevant zocial simation:
Avoidance mtsrferes with daily Life

Child thinks fear is excesamnme
Child upzet to have social fears
Burden

= Open-ended comments: Mother

Diescription of the problam

part.
How often?

How severs?

this as a disturbamce and aneoying

Mother Self
Veg Yes

T+t

Smgial
Adults and kés

i+

Most day:

1

++
3

Vp b3 mot 2ood at reading 2ocial ques and facial expression, he is 2 logical thinker and doesn't have patisnce for
small talk in bis words peopls just ameoy kim if he is not meerested m 2 subject be doesn't 222 the pedst in taking

¥p b2z been m hiz bedroom for aver a year, he very rarely wants fo come out of it

he iz isolated, bad day: yp doesn't even want any of kis family whom live in the house to be near him, he just se=
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Social Phobia

Diawha ID: Withheld DEM-TV prediction:  ++
Dietails: Young Person YP ICD-10 prediction: +
Interfering with quality of life?

ves, he has lost all his stratesies that enabled him to be self-sufficient

Done anything abont it?
ves, on 3 good day for gp [ will ait 2nd ask him aboat his computer pame and ask abowt this mesrest as it is the anly
ane be s just row, I need to enter his world as ours seeme to challerging fior kim
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Panie Attacks and Agoraphobia
Diawha ID: Withhald DEM-TV prediction:  ++

Dietails: Young Person YH ICD-10 prediction: +

Mother Self
Panic attacks in last 4 weeks + +

Panirs start swddenly
Peak withie a few minatas
Last a few minutes

A

Heart races

Smaaty

Trembly [ shaky

Doy manath

Shart of breati

Choking

Chest pain

Tausea | stomach churming
Drizzy / feeling faint
Deersalization . deperzonalization
Fear of lozamgz condrel, poing crazy
Fear of dying

Haot or cold all over

Mumbme:s of tingling

S

Fr Tt

Fear ar avoidancs of:

Cronds

Public Place:

Travelling alone

Eeinz far from homie

Fear ar aveidance is dus to panic attacks

o T TN
T+ 1

Dristress +

Impact on family life +H+
[mpact on fendships ++
Impact on leaming ++
[mpact on leisuns ++
Eurden +H

> Open-ended comments: Mother

Panic Aftack

this ocours when yp has o go out of his bome, or if anyvone comes to vizit, this is out with hiz familiar surroundings,
e can become very agitated, has difficulty breathns and can alse become argamentative or cansing barriers that will
proloms attending svents in the hope they need to be cancelled.

Fear/Avoidance
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Panic Attacks and Apgoraphobia
Dawba ID: Withheld DEM-TV prediction:  ++

Dietzils: Young Person YP ICD-10 prediction: +

¥R carmet travel independently, crowds overnhalm him and there ars top many Tapsibons for kim to remember, he
feals safest at home and his only patzide of home misraction is with people he hasn't met in perzan that be gamas
with, fie has created 3 petovork of paople throush this, when younger ke would often sedl himsslf in thess streszful
sifuztions. 35 used to be very actively sporty now he wanis hame 22 soon as we are out 2nd contimezlly 2k bow
much longer, dzipite time: and the daily plan heing given 22 much as possbly known,

> Open-ended comments: Se1f

Description of panic attacks

feals as thoush my bady is shufting dowm
How often pamic attacls occar

very rarely

Panic attacks first began

4 vears azo

Description of fear/avoidance
istzy at home because people g2t on my pamves

How often fear/avoidance occurs
Fear'svoidance first began
10 years ago

Imterfering with quality of life?
it's made ma ez phyzically fit and more jzolzted

Dione anvthing about it?
munk my emetian:, mads a big diffsrence
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Post-Traumatic Streas Thzorder
Dawhba ID: Withheld DEM-IV prediction:  +

Digtzils: Young Person YP ICD-10 prediction: +

Maother Self |
Egreptionally streszful svent ++

Sertous accident - |
Fir= -

Crthar disazters - |
Attack or threat -

Phyzical ause + |
Sexual amse -

Rape : |
Witneszed domestic vielence ++

Witnesz=d attack - |
Witnesz=d accidant, sudden death

Other severs tranma - |

Dristress hehaviour chanze at time
Prrezent mpact

. S

Flashbacks +

Mightmares + |
Dristress if remindad +

Avoids thinking ar falking about trauma - |
Avedds azsociated activities, place: ar people +

Elocked out memories - |
Lost interest in activities
Feels cut off Tom others
PEeduced affective ranze +

L=z of confidence in ffure + |
[naommnia

[rritable anery
Poar concentration
Alert to danger + |

S

S

Sympiom: began (moaths affer mauma) 0-3
Druration of symptoms {months) I+ |

Dristress +—
Imipact on family lifs + |
Impact on frendzhips ++
Impact on learning - |
[mipact on leisume -
Evrden + ‘

Most- | roumatie Siress LDisorde Urented
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Post-Tranmatic Stress Dhzorder
Diawba ID: Withheld DEM-TV predicion:  +

Dietails: Young Person YF ICD-10 prediction: +

7 Open-ended comments: Mother

Description of the severe siress

o il kas 2 very explicate recellaction of events and places when we lived with his father, r was always mm over
active child and he was often thee target of his father's frostrations, this was whee [ had left the family bome and r's
fathar seen yp's behaviors as non-compliant, he wouldn't tolerate. B waz ofien phoyaically dizciplined for this

Consequences of the stres

¥R ks very little trust in people, on the opposite side of his sister, people need to prove themsehes to him before ant
st can be ackieved, rhad recurring mightmares for may years relating to lis father and often situation:, smell: and
unpredictable behaviour would maks kim maore angiozs.

How often?

Tp mow has a good understandmz of his trizgers, he is hyper sensitive to :mells and tegiures, therefores sometims
difficult to distinguizh which i= riggering him. he was recently prascribed melatonin , bowever, kis mishimares cames
back =0 he dide't continue with this.

How zevers?
sympioms are far less severs than several vears azo, he previously would alio soil himeelf if something trizzered kim
expecially with small: that remindad him of times with his father.

Interfering with quality of life?
not 3o mech now, apart from his lack of trust in pzople.

Dione anvthing about it?
ves we commumnicate 3 Lot ke always knows it is 2 =afe place to talk if something is on hiz mind
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Dbzezzive Compulsive Dizorder
Dawka ID: Withheld

Deetzils: Young Perzon YP

DEM-TV prediction:
ICD-10 prediction: -

Arny concems?

Ezreszive wazhing
Avcidance of contamination
Checking

P.epetitive actions

Touching things or people
Ordering / symmetry

Coumting [/ avedding unlocky mmbers

Concem aboat confamination
Concem aboat bad things happening
Drue to s=paration angiety?

Preszent daily for I weeks
Pinuals or obsessions =1 hour per day
[narpht that it's excessive
Feaction to ritaals or obseszions
Pesistance

Dristress

[mpact on family life

Impact on friendships

[mpact on laaming

[mpact o leinurs

Burden

= Open-ended comments: Mother
Diescription of the problem

How often?

1.

How severs?
First starfed?

Interfering with quality of life?
Ves

Mother Self
Ve Teg
.|_|. 5=
+ ++
++ ++
++
HWeatral Weatmal
+ ++
) .'—
++
) .|_
) .'—

Vi bas to have the same daily roatine, when in car the radio kas to be oo an ever volume mumsber, yp would call
maost ofhis ritnals his imtersstz, he particolarly likes forensics and looks it this m great detail, when covid 19
started ke looksd into the science md biology of this, be obseszes aboat facts.

theze cam be 2 challenze when he has =0 moch information on a subject such 2z covid he will do wkat he can to avoid

smie covid and beczuse of a health condition, this tigzered vp's reluctance to g0 out of the houzs

sevaraly since 1=t lockdomm, 35 was bappy to not have to 2o to school and stay zafs at home
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Obzezzive Compulsive Dizorder DEK-TV prediction:
Dawba [D: Withheld ICD-10 prediction: -

Dietails: Young Person YP +

Dione anvthing about it?
he has bad input from CAEMS and schoel implementsd 2 reduced timetable, ot was stll weable to attend schaol

> Open-ended comments: Salf
Diazcripion of the problem

=hler =t

How often?

cznses difficuliies daily
How severs?

11-14 howars a day
First started?

34 months

Imterfering with quality of life?
inzide a Lot more
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Deprezzion
Dawha ID: Withheld DEM-TV prediction: = +++

Details: Yioung Person YH ICD-10 prediction: ++

Mother Self
Sad +—
Dizerable daily +
Dlizerabls most of day ++
Can be chesred up Hua Briefly
Luration (wesks) 2+ 2+

R ¢

Irritable

Irritalole daily
[rritable most of day
Improved by friends Eriefly
Druration (wesks) 2+

T+t

Loas of interest

o interest daily

Mo interest for most of the day
Druration (weeks)

Crincided with irmtability mizsry

R
R A ¢

Associated Feafures:
Tired'mo ensrgy
Chanzed appetite
Waight lpss'zain
[nzommia
Hypersommia
Agitatian

Feel: worthless, guilty
Poor concentration
Thoushts of death
Fecent alk of D5H
DEH recently

DiEH ever

T 1t
Tt

1
1

Tttt

Distresy

Impact on family lifa
Impact on fiendships
[mpact on leamins
Impact on laisura
Eurden

FHiee) 1111
|

= Open-ended comments: Mother

Description of the problem
¥p 1= in 2 comsistent low mood, he has very litle interest in amything

What elze has changed?
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Dheprezzion
Dawha ID: Withhald DEM-IV prediction:  +++

Dietails: Voung Person YP ICD-10 prediction: +H+

¥p has pever slept well since birth, his appetite is lezs than befors and wouldn't eat if it is wot ergamized for him, he has
very liftle motivation and is hard oo himeslf if he dosan® manags to complete small tazke be sslharms and has takey
an interrtipnal pverdose of mewlm in September 2020,

How often?
mast of the time

How severe?
he has expreszed hiz need for slf-harm, he had been using hiz needla: to do this, be doese't have acces: to thi
amymore a: his mead i= low and 20 to 2void 2oy more atterapts at his life with insulin

When did it begin?

2 few years 2go.

Trigger?

wiben he was dizgnosed type | diabetic. he doesn't want to live with it, the unpradictable pattern B :omething he finds
hard to accept, expecially as math's is 2 favorite of his, so in kis mind if he counts hi= inf2ke right i sheold 210 be fme,
this Lap't the caze and he campot accept this.

Similar epizedes in the past?
no, he haz alway: been aripos in new :ettings and asked the purpese of 1ife and how we get here, but not in the way
afhe has no purpose and see: no point untl a few years zz0.

Ever gone "hizh"?
no

Interfering with quality of life?
Ves

Done anything about it?
¥p attends prvchiatry and baz been prescribed medication, be 12 corenthy taking a break from thiz az he has stated
it make: him feel pusb,

¥ Open-ended comments: Self

Description of the problem
Very desp depression

What else has changad?
le=: appetite, didnt slesn, wanted to die

How often?
all of it
How severs?

mnit 2 threat but vary severs

When did it bezin?
34 yearz 2g0

Trigger?

mo clue

Imterfering with quality of life?
izolated from the potzide world

Done anything about it?
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Depreszion

Diawba ID: Withheld DEM-TV prediction: — +++

ICD-10 prediction: +H+
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Dizroptive mood dyzregulation dizorder
Dawba ID: Withheld

Dietzils: Young Perszon YP

Temper cutharsts
Frequency of puthursiz

His temper matbursts imvalye:
Slamming daors

Shouting

Swearing

Saying mean thing: to others

Saying negative thimss about himaelf
Phyzical azgression to others
Deliberate self-hanm

Ereaking thing:

His temper outbursts ooo;
At home

[n the claszronm

With peers

Lanpest outhurst-free 2ap in the last year

His puiburzts are casily migeersd
His pufbursts have recognizable trigzery

AnsrvTrritable meod
Frequency of imitabla’anzry mood
[ntenze imitabiliy

Laong duratica of omitability
Iritability evident to others

His imritability ocours:
At home

[n the clas:room
With peers

Agze of onzet

Ansry weeks poowr
(izritable mast of the day, nearly every day)

Propartion of angry weeks [past year)
Longest gap between angry weeks (past year)

Mother

T+t 1

+

< manth

Pttt

+

Yoy

Half

< manth

Self

R

< week

11

Fiesed

Veg

< maonth
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Dizrnptive mood dyzresnlation disorder
Diawha ID: Withheld

Deetzils: Young Person YT

Dristress

[mpact on famiby lifs
[mpact on fmendships +

Impact on leaming +

[mapact on leisurs + -
Eurdesn ++ _—

> Open-ended comments: Mother

Description of the problem

temper outhurst temd to happen leax often than before, and mainly arowmd the competer. thare is computer pames that
rizzer these outburst althoezh directed at the game, the showting can be stressfol to the rest of us in the house. the
outburst wsed to be when having to go to school, however he has not atterded schoed this year due to lack of
mativation 2nd the anxiety amd distre:s the school environment brmgs.

Trigger?

the mam outburst i3 when 1 is being azked to come off the comypater at night or everyors to be able to go to bed, or if
he fesls there is no reazon or logic to what is being asked of him, he dossn't raspond well to what he perceives as
demands. he can become verbally agsressive, he alzo doesn't liks reminding that ke has to fake his maeln which be
states he cam take himes]f, howsver he forgets very guickly and thiz dossa't happen, he then has an outharst when
reminded to ke it 2gain

How ofien?

we have strategies to help work around these, however, the bedtime getting off the computer can still causs problems
1 -5 timesz 3 week

How severs?
he will shout, scream, and slam dpors, be kas little recollection afterwards.

Imterfering with quality of life?
they can a: it t2kes a procs:s to ry avoid thess trigzers that be find: difficult, there is not alway: time to do thiz, it alzo
czm cause distress to both his sblmz:

Done anything about it?
ves wa have worked an what caues distress and we work with an amgdety carve, this allows kim o state what menber
he iz at and we have an agresment and wiat should happen at these stages,

> Open-ended comments: Slf

Trigger?
people trigger my temper
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Unztable and elevated mood
Diawba ID: Withheld

Dretails: Young Person YP

Unstable moed

Fapid
Markad

Unpradictable

Frequent
Curation

Elevated mood
Chearful

Talking fazi

Active

Achisving mare
Moty

Spends money fast
IMeads lezs sleep
Festlazs

Orrer-semed

Frequent change: of plan
Full of epargy

Talk: to strangers
Excifable

Lzas comcemed abaut trowhls
[madss personal space
Crrer-confident

Takes serious rizks
Toke: and [aushs more
Dlore outpoing
[rrtahle

Distractible
DCrizinhikitad

Poor concentration
Too boszy

Appearances neslected
Fapid shifts of topic

Visual hallucinations
Aunditory halhcinations
Special powers

Fegret afterward:

Mother

1

Hopurs

T+ 11

T

Self

H

ETFEIT
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TUn=ztable and elevated mood
Diawba ID: Withheld

Dietzils: Young Person YR

Length of episede

Ilized affective state

High in the last 4 weeks

Laongest epizode m the Last 4 weeks

t g

[mpact on family lifa
Impact on friendships
[mpact on leaming
[mpact on leisurs
Eurden

T O O O

= Open-ended comments: Mother

Description of the problem

¥R k2d 2 belisf that he kad superpowers as a child up uotil aroumd 9 322004, be k23 an ability to clmbing things that
should have besn owt with kis ability at certzin agss, such a= stair gates be conld climb over at the age of 11 month md
clombed out his cof just coming up on 10months ald when ke is particularly exdted zhout something he has
2bsolutely no danger awarena:s and resmaimmg him can be difficalt he speaks over everyone if he finds his topic
exriting or mieresting and has no awareness that people ars less mbarested about it

How often?
only when something is exciting to him, with zoch a low moed recently these havs been very Little.

Shortest and longest episodes ever
the episode would last until he had exhansted the thing he found mteresting or had atended or completed the thins ke
foumd exciting and had wanted to do.

How severe?
tree climbinz was a problem be would zo to the top without a thowskt, over talking could also be annoving to others,

First started?

froem barth

Interfering with quality of life?

not 3o pmach now, thiz is because he feels low md has very little outzide misrmuptions.
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Attention and Activity
Dawha ID: Withheld

Deetails: Young Person YP

DEM-TV prediction:

ICTH-10 prediction:

Any concems?

Activity:

Frdzets

Can't remain seated

Fams or climbs when shouldn't
Can't play quiethy

Can't calm down

Impul=iveness:

Elurts out amswers

Can't wait for a tam

Btz into conversations o7 games
Unstoppable alk

Attention:

Time on task m ming

Carelszs miztakes mattentive
Laosas itersst

Doesn't Listen

Doesn't finish tazk

Poar 1elf greanisation

Avaids t2sks needing thooght
Lose: things

Distractible

Forgeiful

Teacher complain: of overactivity
Teacher complaing of poor attention
Tzacher complaine of impulsiviny

Child say: parent: complain
Child say= teachers complain
Child thinks salf bvparactiva
Present far at leazt § months
Arze of onzet

Distress

Impiact on family life

[mpact on fendszhips
[mpact on leaming

[mpact on leisune
Eurden

Mother
Ves

BT B FRE TR

B PN TR T

Self

i+
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Attention and Activity
Diawha ID: Withheld DEM-IV prediction:  ++

Dietails: Young Person YP ICD-10 prediction: +

=% Open-ended comments: Mother

Description of the problam

in younger vears ypoveuld climb on things and arder things m supemmarkets, i a park and soff paly be would climb
an the outside of the sguipment 2z it was more fun, he woold try jump off of thing that were very high wow he
prefers to avold these environments and will mors ask constanthy when will I be finished and when can he go home.
he constanthy rocks on his gaming chair and can become very shouty |, he use: 3 crosshar on his doar to try help with
hiz impulzivenes: when he can't sit moch longer

How often?
more when we are outdoors becanss of dangers such 2 roads, be 12 owt very little m the past year.,

How severe?
he can just nem off, often Lozt him whes up 2t the top of tress. he cannot be conzoled at sever point: 2nd pead some son
of phy=ical activity to help him level our.

First started?
smce barth.

Interfering with quality of life?
when outdoar, constantly on alert of where he iz

Dione anvthing about it?
wihen outdoars we go to mors rural settings thiz help all three children el 2 bit
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Subztance uze in lazt 4 weeks
Dianwvha 1T Withheld
Details; Young Persan YR

Cigarettes

Tumber of cigansttes per day
Strong need for ciEarettss

Wants to rechuce cizarettes

Alcohol

Consumead with friends
Consumed with family
Conswmed 2lone

Want: fo reduce alcohal
Annoved by criticizm of alcohol uze
Alcohol use mierferes with lifa

Strong need for alcohol
Alcohol use l=ads to frowbls

Drugs
Carmahis
Ecatazy
Solvents
Amphetamins:
Tranuillisers
Coczine
Crack

Opiztes

Crther druzs

Wants to reduce dngs
Annoved by cricizm of dnag use
Dirog uze interferes with life
Strong need for dnzgs

Dirog uze leads to troubls

Self

Subsiance wse in last 4 weeks - |

Created o U2 1045
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Other concerns
Danvha 1D Withheld
Dietails: Younz Parzan YP

Mather Self
Conceme in the first 3 years about;
Speach
Social mteraction
Patuals sterapfypes
Cleared wp or contimung?

Tics

Thin/dieting

Abnonmal percepaal experience

(rher concems +

Teacher has complained to parent of other concems ++

= Open-ended comments: Mother

Orther concerns

my concermn is for vp's futere, he has litls mothvation and any strafepiss we have created owver the vears he doesn't
want to do, he used to be obsazznre about his hockey and had other misrests, now he can only manage being on the
computer and hase't manazed to attend school for a vear to enabls ki to do his national &' which academically he
could bawve achieved at least 3 year bafors he was to 28t them, mwost impontastly it @2 something e wants to do but i=
strugeling to 2o eatdoors, let alops school. | 2m concemed we can't gef kim to a level that he iz able o managze hi:
diabetes and stay on hiz own, and if he fakes it upon himeslf to try suicide 2pain

Informents acconat of teacher concerns
hiz nomartendance at school

Lither comcerns - | Created ane U 22T 1045
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Strengthsz
Drawvha ID: Withheld
Details: YVoung Paraon YP

Mather Salf
Quoalities:
(remesons - +
Livaly
Egen to leam
Affertionate
Eeliabls and respanzible - +
Easygoing
Good fun, zeod sense of humayr,
[nterested in many things
Carmg, kimd-hearted
Bounces back quickly afier sethack:
Grateful, appreciative +
[ndependent - +
Crutpaing, sociable -
Hice personatity +

Tt

T

Behawdnnrs:

Helpz around the home

Crets om well with the rest of the famiby +

Dwes bomework without remimding

Creative activitiaz

Good at music +
Crood with comrputers +
Good 2t drama, acting

Good at art, making things

Like: to be myvoheed in family activities

Takes care of appearance

Good at schoal work -

Polite +

Crood at sport +
Eeeps bedroom tidy -

Good with fHends + +
Wall hehaved + +
Paizms money for chanty, helping athers

1ot

> Open-ended comments: Mother

¥R i= 2 caring by who can become easily overwhelmed, be is msightfol in peoples personalities and :eems to not
become mvolved in pettiness. he :aves hog: anly for the people most mpartant to him and doesn't sugar cozat things
therefors you kmow exacily where you sfand ke is zood at advice as kis attertion to defail is greaf and be sticks to
facts.

Strenggths - | Created one QRN 2I2T 045
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Imterviewer’s Comments
Dawha 1D Withheld
Dietails: Younz Parsan

Imterviewer of Parentl:

we have done a lot of work with r, we have mamy discus=iens on best ways forward therefore felt confident in
answering the guestions, there are mamy parallzls m r's thowzhts and hehaviours,so I may have went over thizgs mors
tham omce.

Imterviegwers Coanmenis - [ Created o URUT2H02L 1045
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Appendix ii
Ethics and Process

In respect of this pilot, we recognise - The United Nations Conventions of the Rights of the Child,
ratified in the UK in 1991, came into force in 1992, which has a degree of more legal effect in the UK’s
legal system through the Human Right Act 1998, we have made a conscious decision to ensure that
this project is consent driven.

Critical to any piece of assessment work are ethic and processes. As a baseline, we took a typical
university research study ethics form and identified the areas of concern that required addressing to
ensure safety and protection of participants, family and their questionnaire supporters within this
pilot project.

We concluded there are five key partnerships we need to consider and ensure we eliminate or reduce
associated risks to an acceptable standard. The key partners were the local authority, health and
social care partnership, the assessment tool owners and our charity partners, participants and their
families.

After several months of discussions there was finally agreement on the following principles.

a) Consent Driven by either individual, parent carers or legal guardians or jointly in the interests
of inclusion.

b) Anonymity in respect of data published and shared. Obvious exception is the consent form
which we do not share anyway.

We only share the Dawba Report and Advocacy Response with who we are authorised as per
consent form.

c) Data Storage — Stored securely under multiple access security protocols. Consent forms are
stored separately under different security to reports, advocacy response and participant
overview. Reporting data is stored separately under different security again.

Only data that will be kept beyond 3 months after report published will be the report. All else
will be completely removed.

d) Protection Issues We have within the system a protection protocol if there become
highlighted a risk of self - harm or harm to others.

As per participant information leaflet and consent in this instance if this is a concern then we
will kick-in the protocol.

e) Itis up toindividual, parent carers legal guardians and their partner agencies they interface
with and practioner professionals they work with to identify next steps. Within the report and
advocacy response are for information and considerations only.

f) No Harm nor false promises are made as part of pilot.

g) There would be oversight re DAWBA assessment after rating but before report issue by a
clinical psychologist.

h) We would not issue or give a diagnosis as this is not part of the project.

i) Data would not be stored nor integrated via the pilot with local authority or NHS individualised
records.

There are a couple of caveats

(i) Only exclusion which we cannot control is and again it is consent driven is who the
individual/parent carer or legal guardian chose to self-direct the report or advocacy response
after we have issued.
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(ii) Case studies will be anonymised but there will be elements of self or family recognition by

participant and their families. This is normal in respect of all case study work.
It was also agreed within pilot team at the offset the following disclaimer is issued with all
reports/advocacy response -

Disclaimer - The above is based on the outcomes of the Development and Well Being Assessment and

the Participant Overview. It has been issued for consideration and suggestion. It is up to the

individual, subject to capacity, the parents/carers, legal guardians, in partnership with practitioners

and professionals to decide and determine what actions are taken if any going forward.

Our process is duly set up to ensure this, over and above we built in an additional double layer of
identify protection, between project coordinator and rater and again between rater and clinical
psychologist, given an impact of reduction or elimination of the risk associated to unintentional
professional bias.

As this is a small-scale pilot project, we designed a simple yet effective process that enabled us to
meet the ethical needs. See diagram below.

The Participant Journey

Nomination Consent Questionnaires Triangulation
Rating Clinical SDQ DAWBA Advocacy
Oversight Report Response
- Participant g
Participant & Partner Feedback Project

Issue Actions Evaluation Report
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Contact

In the first instance please contact project coordinator

Dr. Thom Kirkwood

Email -- enquiries@aiseeconsultancy.co.uk

tel: -- + 44 (0) 7833152192
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