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Abstract

Aim

The study aimed to address the issue of long waiting times for formal Autism Spectrum
Disorder (ASD) assessment and intervention in children referred to Community Disability

Network Teams (CDNTSs) in Ireland. CDNT 6 in Galway City East established LILAC, an integrated
intervention and diagnostic process for ASD, as a pilot programme and waitlist initiative.

Methods

The pilot study recruited 16 pre-school children and was conducted over 12 weekly sessions,
delivered through a family-centred approach. These sessions comprised parental education and
activity-based interventions for children. A diagnostic report with specific intervention
recommendations was provided to parents in a feedback session.

Results

Of the 16 children who participated in this pilot study, 14 received a diagnosis of ASD within 12
weeks. Thematic analysis and descriptive statistics from the staff survey indicate that LILAC is
an effective and effective model of care, in alignment with the principles of Progressing
Disability Services (PDS).

Discussion

The study demonstrates that LILAC provided a family-centred interdisciplinary approach to
intervention and diagnosis of ASD. Further investigation of the benefits of LILAC is planned,
including measurement of parental satisfaction.
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Introduction

Autism Spectrum Disorder (ASD) has become increasingly prevalent in the developed world over
the past decade?. For instance, in Northern Ireland, the diagnosis of ASD among school-aged
children has risen from 1.2% in 2009 to 5% in 20232. Community Disability Network Teams
(CDNTSs) in Ireland have received a growing number of referrals for autism in children. Pre-school
children are typically referred by General Practitioners, Area Medical Officers, and Public Health
Nurses, reporting delays in communication and social interaction skills. This increase in referrals
has created a significant diagnostic and intervention workload for CDNTSs, exacerbating long
waiting times for children and families to access community services.

From 2011 to 2021, the Central Galway and Galway City East Community Disability Network Team
6 (CDNT 6) received a 78% increase in query ASD referrals. This represented a much greater
proportion of their total referrals, from 36% to 64%. These children typically waited up to 18
months for clinical review by the CDNT. Following this initial review, it could take a further 18
months for a formal ASD assessment. Only after receiving an ASD diagnosis, families finally
received interventions from the CDNT. However, these treatments were delivered independently
by healthcare professionals of a variety of disciplines. This yielded a fragmented approach to
patient care.

To address this issue, CDNT 6 established LILAC, a pilot program for children newly referred to
the CDNT with a query of ASD. LILAC was originally designed as a waiting list intervention for
children awaiting ASD assessment. Over time, it evolved to incorporate diagnostics, when it
became apparent that enough information was gathered and observed through LILAC to make a
formal ASD assessment. LILAC aimed to reduce waiting times for patients and families by
providing an integrated approach to assessment, intervention, and ASD diagnosis, if applicable.

LILAC was designed as a family-centric approach to care. Over twelve weekly sessions, it provided
strategy- and activity-based interventions for children, while simultaneously delivering parental
education. At the end of this process, families received a detailed diagnostic report and
individualised recommendations for intervention. In partnership with the interdisciplinary team,
parents were empowered with the skills and knowledge necessary to meet their child’s complex
needs.
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Methods

We conducted a pilot study to evaluate the feasibility and effectiveness of the LILAC intervention
for pre-school children with suspected autism spectrum disorder (ASD). LILAC is an
interdisciplinary programme that involves cognitive, behavioural, and social stimulation for
children and parental support and education for families. The intervention team consisted of a
community nurse, a psychologist, a physiotherapist, an occupational therapist, a pre-school
liaison teacher, a social worker, and a speech and language therapist, who worked closely with
two consultant paediatricians specialised in neurodevelopment and neurodisability.

We recruited two cohorts of 8 children each for a total of 16 children, aged between 2-4 years,
who were referred for query ASD by their primary care providers between April 2021 and October
2022. The inclusion criteria were: (a) having developmental delays or difficulties in
communication and social interaction, and (b) having no other diagnosed medical or genetic
conditions that could explain the symptoms. The exclusion criteria were: (a) having a confirmed
diagnosis of ASD or other neurodevelopmental disorders, and (b) receiving any other
interventions or therapies for ASD during the study period.

LILAC is an acronym for Laughing, Interaction, Listening, Attention and Communication. It is an
intervention programme that aims to improve the cognitive, social, and emotional outcomes of
children with suspected ASD. The programme is based on various evidence-based strategies and
methods, such as the Floortime approach3, positive behaviour support?, joint attention
activities®, the TEACCH programme®, and the Hanen programme’.

Families received 12 weekly sessions of the intervention, each lasting 45 minutes, at a
community-based centre. The first session was an initial assessment, where a multidisciplinary
team member collected a detailed clinical history from the parents and conducted a
comprehensive developmental evaluation of the child, focusing on the areas of communication
and social interaction. The team member also assessed the level of clinical suspicion of ASD based
on the available evidence and informed the parents about the study procedures and objectives.
The parents were asked to sign a written consent form before enrolling their child in the study.
The subsequent 11 sessions consisted of structured and semi-structured activities for the
children, such as games, puzzles, and stories, that aimed to enhance their cognitive, language,
and social skills. The parents were also involved in the sessions, receiving guidance and feedback
from the team members on how to support their child’s development and cope with the
challenges of raising a child with suspected ASD.



=

IM Ir Med J; June 2024; Vol 117; No. 6; P974

Official Journal of the

Irish Medical 27th June, 2024

Organisation

During the sessions, the children are also assessed for ASD by a clinical psychologist, who
observes them through a two-way mirror in a separate room. The psychologist utilised a play-
based proforma, based on ADOS-type activities. Standardised assessment was performed using
the CARS-2 diagnostic tool, which is suitable for structured activity-based assessment®. This
enables the team to provide simultaneous intervention and diagnosis for children with query
ASD. If a diagnosis remained unclear, an ADOS would then be performed®. The children were
required to meet DSM-5 criteria to formally diagnose ASD.

As part of the 12-week programme, the parents attended weekly group sessions led by the team
members, where they received education and support on ASD and related issues. At the end of
the programme, the parents had individual meetings with the team representatives, who
explained the CARS-2 and ADOS assessment tools and their results. Parents received a detailed
diagnostic report, including tailored intervention recommendations based on their child’s
strengths and needs, and advice for choosing the optimal school setting. Each child was referred
to a paediatric consultant and relevant members of the CDNT for outpatient follow-up, ensuring
continuity of care. Furthermore, the provision of an ASD diagnosis enables children to access
appropriate specialist services, including Access and Inclusion Model (AIM) pre-school supports,
ASD-specific school placements, and Special Needs Assistants (SNAs).

The study employed a mixed methods research design, collecting both quantitative and
gualitative data. After the programme delivery, the LILAC team members (n=5) filled out a
guestionnaire to evaluate the programme’s feasibility and effectiveness. The questionnaire used
a Likert scale with 12 items, ranging from 1 (Strongly Disagree) to 5 (Strongly Agree). Descriptive
statistics were calculated from the quantitative data.

Additionally, one-on-one interviews were conducted to collect qualitative data on the
programme. The researchers posed open-ended questions to the team members to elicit their
opinions and experiences of the pilot. The qualitative data were then subjected to thematic
analysis!®, examining three main themes: interdisciplinary teamwork, family-centred practice
and child inclusion.

Results

Out of the 16 children and families who took part in the LILAC pilot programme, 14 were
diagnosed with ASD. The remaining two children were diagnosed with ADHD and mild intellectual
disability, respectively, after undergoing formal ADHD assessment and cognitive testing. The
thematic analysis of the qualitative data from the team members revealed positive feedback.
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Their responses focused on three key themes: interdisciplinary teamwork, family-centred

practice and child inclusion (Table 1).

Table 1: Thematic Analysis of Interdisciplinary Team Survey

Theme Feedback
Interdisciplinary Team | “A highly effective and efficient mode of interdisciplinary service
Work delivery.”

“The programme appreciates all contributions from staff, with
diverse backgrounds and expertise”.

“Facilitates interdisciplinary collaboration”.

“LILAC enables parents to perceive the team as an
interdisciplinary unit from the beginning of their journey with us”.

Family-Centred Practice

“All interventions proposed are very customised to each child and
family.”

“Parents are assisted by staff, who demonstrate and coach
throughout each session as needed.”

“[Activity-based interventions] reveals to parents what their
children could achieve, and what they had difficulty with”.

Child Inclusion

“The programme enhances the children’s participation in their
local community through pre-school/play groups, by fostering
their overall development, such as communication, social skills,
play skills, and social interaction skills”.

“Acquiring everyday skills will assist the children at home and
prepare them for pre-school and school routines”.

The quantitative data also showed a positive response to the LILAC programme. The descriptive
statistics from the staff survey demonstrated the effectiveness of the study (Figure 1). The
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questionnaire indicated that 100% of the team members (n=5) “strongly agreed” that “the LILAC
programme conforms to an interdisciplinary model of working”. Similarly, 80% (n=4) of the staff
strongly agreed with the statement that “the LILAC programme facilitates early identification of
the child’s needs”.

Figure 1: Staff survey in response to LILAC Study
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Discussion

LILAC exemplifies an interdisciplinary approach to the evaluation, diagnosis and treatment of
ASD. The team members cooperate with two consultant paediatricians, who are also involved in
the diagnostic process. This method is consistent with national and international best practice
guidelines for paediatric ASD!. The programme conforms to the twelve principles of Progressing
Disability Services (PDS)2. The staff survey indicates the study’s adherence to these pillars of
care; such as early identification of need, interdisciplinary team approach and family-centred
practice. This is corroborated by the thematic analysis of the qualitative data, which corresponds
to three pillars of PDS: an interdisciplinary team approach, family-centred practice, and child
inclusion.

The outcomes of Goal-Based Interventions align with the Individual Family Service Plans (IFSP).
Parents articulate the objective of investigating the reasons behind their child’s communication
challenges, such as the absence of speech. For example, many parents ask “Why isn’t my child
talking?”. The prescribed intervention goals encompass universal early intervention methods
that have demonstrated benefits for children with autism.

The interdisciplinary team intends to extend the LILAC programme to a larger group of children
referred to the service with a query of ASD. The team expects that this comprehensive approach
to assessment and intervention can be adopted by other CDNTSs in Ireland. However, there are
several potential challenges to the success of such programmes. For instance, the LILAC
programme is resource-intensive, requiring a wide range of health care professionals. Activity-
based sessions depend on at least two team members, for intervention and observation. Their
effective implementation relies on close coordination and efficient scheduling within the
interdisciplinary team.

Facing the challenge of increasing healthcare expenses, LILAC exemplifies efficient resource
utilisation in Ireland’s healthcare landscape. Approximately 25 professional hours are allocated
per child for a comprehensive service that includes assessment and intervention. This operational
efficiency favourably compares with the estimated 15-35 hours reserved for assessment alone,
according to Assessment of Need®3. It demonstrates a cost-effective deployment of CDNT time
and resources, thereby elevating the quality of care for patients and their families.
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Many Irish CDNTs are currently facing staff shortages and lack of essential allied health
professionals. For instance, some may not have the necessary expertise of clinical psychologist
to diagnose ASD, using observational tools such as ADOS and CARS-2. Observational study may
be hindered by the absence of physical infrastructure, such as a two-way mirror. Moreover, it
demands parental involvement and availability on a weekly basis, which may not be feasible for
working parents and single-parent families. The programme also depends on dependable private
or public transport from their home to the CDNT location, which may be scarce in rural and low
socio-economic status areas. Furthermore, the programme has so far only been tested in two
cohorts of eight children and families each. It entails both individual activity-based assessment
with parent and child, and group parental education sessions. The scalability of this approach has
not yet been proven on a larger sample of patients. Additionally, LILAC has not been evaluated
against a waitlist control group, in a randomised controlled trial.

Parent education sessions are a vital component of the LILAC programme. Current medical
literature shows the impact of parental education on patient outcomes'#. Research indicates that
group parental programmes have been successful in enhancing the confidence and competence
of parents of autistic children'®>. Due to social stigma associated with neurodiversity, these
parents may be susceptible to low self-esteem and psychological wellbeing'®. Parental coaching
may improve morale and prevent self-blame, by equipping caregivers with pertinent knowledge
and practical strategies for their autistic children.

In future practice, LILAC programmes should ensure to incorporate both relational (relationship-
building) and participatory (competency-enhancing) elements, which are essential for an
evidence-based model of family centred practice’. For instance, studies may consider aiming for
an improvement in parental capacity, as well as confidence levels. Studies have demonstrated
the success of parental coaching programmes in enhancing both parental capacity and
confidence. Contributory factors for success included the provision of information, practical
strategies, and parental support. Therefore, parental support should be a key component in
future similar programmes.

To conclude, LILAC exemplifies a comprehensive approach to ASD evaluation, diagnosis and
treatment. Its interdisciplinary approach embodies family-centred health care in a community
setting. This mixed methods pilot study employs descriptive statistics and thematic analysis from
a survey of interdisciplinary team members. In line with PDS principles, LILAC exhibits evidence-
based practice, in accordance with the biopsychosocial model of care. Future studies may aim to
measure a change in parental satisfaction objectively, using validated tools such as the Kansas
Parental Satisfaction Scale.
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