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for adolescents with an intellectual disability and/or autism
spectrum disorder with mental health comorbidities
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AIM First, to understand the barriers to achieving effective transition and the supports

required from the perspective of parents and carers, adolescents with intellectual disability

and/or autism spectrum disorder and co-existing mental health disorders (often termed ‘dual

disability’), and those who provide services to this group. Second, to develop an informed

model of shared care to improve the transition of adolescents with dual disabilities.

METHOD Carers and a young adult with a dual disability were surveyed about their experience

of transition care. Other key stakeholders including paediatricians, general practitioners, and

policy makers were also interviewed. These data informed the model of care.

RESULTS Paediatricians and general practitioners reported difficulties establishing working

relationships to foster smooth transitions, and carers reported lacking a regular general

practitioner with adequate expertise to care for people with dual disabilities. A process of

shared care between paediatricians and general practitioners was developed and initiated by

a dedicated transition manager, who assisted with care coordination and service linkages.

Standardized clinical assessment tools were also introduced to determine patient and carer

support needs.

INTERPRETATION This study highlights the potential to improve transition outcomes for

adolescents with dual disabilities and their carers through early transition planning,

consistent methods of assessing patient and carer needs, and shared care.

Transition from paediatric to adult care is challenging for
adolescents with developmental disabilities.1,2 Young peo-
ple with intellectual disability and/or autism spectrum dis-
order (ASD) have higher than average numbers of
emergency room visits and non-emergency medical visits,
and a higher incidence of behavioural problems,3 as well as
difficulties accessing health care4 and potentially avoidable
deaths.5

In Australia, an estimated 164 000 people or 1 in 150
Australians (0.7% prevalence rate) had a diagnosis of ASD
in 2015, with 83% of this population under the age of 25
years. This reflected a considerable increase from previous
data in 2009, which estimated 64 400 people had a diagno-
sis of ASD.6 A 2016 study suggested that the prevalence of
ASD has continued to increase in Australia to 2.5%.7 A
substantial proportion of children and adolescents with
ASD, and/or intellectual disability, have associated severe

behavioural problems and mental health disorders, often
termed ‘dual disability’.8,9

Challenges to the transition of adolescents with dual dis-
abilities relate to the intrinsic complexity of this cohort as
well as deficits within health and disability care systems,
thus leading to variation in transition planning,10 higher
levels of anxiety about transitioning,4 and, for adolescents
with more severe intellectual disability, greater parental
reluctance to leave paediatric care compared with young
people with chronic illness.2 Furthermore, the extremely
high burden of care11 may lead to issues such as relin-
quishment of care in addition to acute distress and socio-
economic adversity.12 This period of transition has also
been associated with the presence of health and well-being
issues, such as obesity and sexual health concerns for peo-
ple with intellectual disability.13 For many, particularly
those with severe intellectual disability, transition to adult
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health care also coincides with concomitant transfers such
as the move from school to day placements, and from
home to residential care, as well as legal and financial
changes.14

Deficits in our health (including mental health), social,
and disability systems15 and the fragmentation of services
exacerbate problems during the critical period of transi-
tion, and often lead to adolescents and their families feel-
ing confused and disconnected.2 Factors contributing to
these problems for this population include discontinuity of
services,16 lack of mental health service involvement in
transition planning,17 lack of training and capacity of men-
tal health practitioners in managing mental health concerns
in this populations,18 and resourcing difficulties.19

We sought to understand the barriers to achieving effec-
tive transition and the supports required from the perspec-
tive of parents and carers, people with dual disabilities, and
those who provide services, and to develop a model of
shared care to improve the transition of young people with
dual disabilities.

METHOD
The development of the Fearless, Tearless Transition
model of care was a three-step process.

Step one
We consulted with a young adult with a dual disability and
carers of young adults with dual disabilities who trans-
ferred from the Royal Children’s Hospital (RCH) between
2012 and 2016. We also consulted with other internal and
external stakeholders.

Data about the severity of their underlying ASD and/or
intellectual disability were collected from clinician notes in
the RCH electronic medical record. Participants were
invited to complete a survey developed by the project team
(Appendix S1, online supporting information). Questions
were based on challenges and gaps in transition experi-
enced by adolescents with dual disabilities and their carers
identified by completing a literature review, and the expert
opinions of the clinical team. Carers and patients with dual
disabilities were asked to provide feedback on their experi-
ence of transition to adult care, access to and usage of ser-
vices, and the level of daily care required for their young
adult with a dual disability.

Semistructured interviews were conducted with internal
and external stakeholders, including general practitioners
and mental health practitioners who provide care for peo-
ple with dual disabilities, and interview questions were
codesigned by expert general practitioners from the Centre
for Developmental Disability and North Western Mel-
bourne Primary Health Network in collaboration with pae-
diatricians. We purposively identified clinicians to be
interviewed based on their experience in looking after this
patient group and being nominated by clinicians in the
project team. Other expert clinical leads known to the first
round of suggested stakeholders were also identified and
interviewed within Australia and in other international

settings; some were identified after the project team’s pre-
sentation at a European adolescent psychiatry conference.
Clinicians were asked about their current transition prac-
tices, challenges with managing this patient group, and sys-
temic barriers and facilitators for transition.

Semistructured interviews were also conducted with rep-
resentatives from relevant government agencies and peak
bodies informing policies and practice, educators from spe-
cial development schools, and allied health professionals at
RCH and in the community. These external stakeholders
were identified by RCH clinicians as having experience
with adolescents and young adults with dual disabilities
across various roles. Data were also collected about pri-
mary roles and locations of practice. Data were analysed
thematically using an inductive approach.

Step two
After feedback from stakeholders, a new model of care was
developed and is described. The model was then imple-
mented with paediatricians and the Transition Support
Service at RCH and local treating general practitioners.

Step three
During implementation of the model, information was
gathered from carers, paediatricians, and general practi-
tioners participating in the model (manuscript in prepara-
tion). A general practitioner engagement strategy was
developed and clinical assessment tools were identified and
adapted for clinical use.

Ethical approval
Approval from a human research ethics committee was not
sought for steps one and two of this project as it was
deemed to be a quality improvement activity and did not
require ethical review. The project steering committee pro-
vided ethical oversight of the project. Participation in the
project was voluntary and all participants provided
informed written consent. The RCH human research
ethics committee approved this project before step three
and implementation of the model (HREC#37341).

RESULTS
Step one: understanding barriers and enablers to
effective transition
Participants
Both young adults and their carers were invited to com-
plete the survey. A total of 19 people responded to the sur-
vey; 18 carers and one young adult. Fourteen of the carers

What this paper adds
• Adolescents with co-occurring disabilities require a collaborative health and

disability service interface.

• Fearless, Tearless Transition is a new approach to transitioning adolescents
with dual disabilities from paediatric to adult care.

• Carers of adolescents with dual disabilities require support navigating and
negotiating services.

• Engaging general practitioners and paediatricians in shared care early during
the transition process is essential.
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reported that their young adults had diagnoses of both
intellectual disability and ASD, two carers had young
adults with intellectual disability, and two carers had young
adults with ASD. One young adult reported she had both
intellectual disability and ASD. Of the two young people
with intellectual disability alone, their reported intellectual
disability was moderate (one) and severe (one). Of the 15
young people with both intellectual disability and ASD,
their reported intellectual disability was mild (four), mod-
erate (three), and severe (eight). Of the two young people
with ASD alone, their reported ASD was mild (one) and
moderate (one). Of the 15 young people with both intel-
lectual disability and ASD, their reported ASD was mild
(two), moderate (three), and severe (10). Carers reported
their young adults had the following associated mental
health conditions: anxiety disorder (12), attention-deficit/
hyperactivity disorder (five), and behaviour of concern
including severe aggression (11), depression (four), and
bipolar disorder (one). The young adult reported their
associated mental health condition to be schizophrenia.

A total of 62 internal and external stakeholders were also
interviewed, including two general practitioners with
extensive clinical experience in the management of patients
with dual disabilities and a wider advocacy and educational
role within larger networks of general practitioners. The
characteristics of stakeholders are described in Table 1.

Major concerns and unmet need themes
Overall, the key concerns and identified needs that
informed the model were as follows (see Table S1, online
supporting information, for examples of illustrative
quotes).
Variation in transition planning and management. Clinicians,
policy makers, and educators perceived variability in

planning for the transition of patients with dual disabilities
in the health, disability, and community settings as a chal-
lenge. Many cited time constraints, resource issues, and a
lack of coordination as contributing to this variation in
practice. Centralized case management, such as a dedicated
transition coordinator role, was perceived to aid successful
transition of patients with dual disabilities by clinicians and
carers. Many reported the transition process as requiring
an early start, a team approach, and structured planning
with clear patient- and family-centred communication.
Assisting families to view transition as a continuous jour-
ney with good preparation and providing support in navi-
gating adult care was regarded as an important part of the
transition process for both carers and clinicians.
Systemic disconnection between health and disability. The dis-
connection between the health and disability sectors was
perceived as a barrier, with flawed communication systems
between essential services; an issue compounded by inher-
ent differences between paediatric and adult health sys-
tems, and between health and disability. Clinicians
reported experiencing frustrations when trying to find the
right service and referring to adult health and disability
services. Young people with dual disabilities and their car-
ers all reported limited to no communication within and
between service providers, within and across sectors.
Lack of services and expertise. A lack of available and/or
appropriate services in the community including general
practice, psychiatry, psychology, allied health, and disabil-
ity supports, particularly for moderate to severe levels of
disability, was consistently reported by clinicians and car-
ers. Carers frequently cited that their health care providers,
especially general practitioners, were not experienced in
dealing with people with autism and other developmental
disabilities. General practitioners also reported limited
knowledge in managing people with dual disabilities, espe-
cially with regard to psychotropic medications. The major-
ity of carers reported they had a regular general
practitioner, yet they were not helpful during their transi-
tion. The lack of expertise and training in the management
of patients with dual disabilities in psychiatry, general
practice, and adult health services was raised as a key con-
cern amongst clinicians. Carers also reported their young
adults had high supervision and daily care needs, which
further contributed to difficulties in finding appropriate
services.
Carer anxiety regarding transition. Lack of family and
patient preparedness to transfer, resulting in high levels of
carer anxiety, was a common issue. Carers and clinicians
often cited the differences between paediatric and adult
care as contributing to high levels of carer anxiety. Inher-
ent differences between paediatric and adult services were
commonly cited as a barrier amongst all clinicians, and
adult clinicians noted there were unrealistic expectations of
adult services, for example, access to a consistent clinician
at each visit, differences in resourcing, and often increased
clinical demands within the adult health system.

Table 1: Stakeholder demographics

Characteristics RCH staff External professionals

Role
Paediatrician 17 10
Neurologist 2 1
Psychiatrist 2 9
Psychologist 1 1
Rehabilitation specialist 1 1
Gynaecologist 1 0
General practitioner 0 2
Clinical nurse consultant 1 0
Allied health 1 1
Advocacy worker 0 1
Academic 0 3
Teacher 0 2
Government 0 5
Location
Victoria, Australia 26 23
New South Wales, Australia 0 4
Switzerland 0 5
England 0 1
Italy 0 1
The Netherlands 0 1
Germany 0 1

RCH, Royal Children’s Hospital.
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Dissatisfaction and unmet needs during transition to adult
care. Carers consistently reported their child’s medical,
social, vocational, developmental, and sexuality needs were
not met to their satisfaction during the transition period.
Overall, there was high dissatisfaction with their medical
transition to adult services. Some carers felt a sense of
abandonment and disappointment after their child’s care
was transferred to adult services, particularly in the mental
health system.
Building capacity, collaboration, and shared care. Providing
specialized training opportunities to upskill and empower
mental health practitioners and general practitioners to
care for young adults with dual disabilities was noted as a
primary area of importance, along with the need to
develop an expert network. The importance of developing
partnerships, strong communication, and shared care
between hospital practitioners and general practitioners
was highlighted, with the role of the general practitioner
raised as key in enabling good continuity of care.

Step two: model development and description
The data collected from step one were used to inform a
model of transition care, ‘Fearless, Tearless Transition’, in
the following ways. First, to improve carer satisfaction,
reduce anxiety regarding transition, and to reduce variation
in planning, a centralized family-centred transition support
model was employed early with an expert transition man-
ager coordinating and enabling greater connectivity to
appropriate services for patients and their families, and
providing a single point of contact for carers. Further to
this, the use of consistent clinical assessment tools to iden-
tify patient and carer support needs early, and the partner-
ships established between paediatricians and general
practitioners, aimed to build carer confidence in care pro-
vided within the community. Second, to address the dis-
connection between health and disability, and to build
capacity and increase expertise in the management of
patients with dual disabilities, the project team established
relationships with community health professionals, and
engaged in advocacy and educational activities to build
knowledge. This included the shared care paediatrician and
general practitioner process, the implementation of the
general practitioner Health Pathway, establishment of part-
nerships with adult health and disability services, and shar-
ing of knowledge at clinical forums. Table S2 (online
supporting information) describes the key stages of the
model.

Step three: model implementation
General practitioner engagement strategy
The project paediatrician led the general practitioner
engagement strategy during the first year of the implemen-
tation process and was instrumental in providing direct
communications with general practitioners, helping to
build capacity in general practice through promotion of
the shared care paediatrician and general practitioner pro-
cess and the development of the general practitioner

Health Pathway (https://melbourne.healthways.org.au/), a
free web portal with information for general practitioners
on the management of patients with dual disabilities. The
Health Pathway was developed in partnership with a gen-
eral practitioner clinical editor, a panel of expert paediatri-
cians and general practitioners in the community. The
RCH dual disability psychiatrist (CP) was involved with
identifying and expanding the network of private psychia-
trists in the community with expertise in managing adults
with dual disabilities.

Clinical assessment tools
The Health of the Nations Outcomes Scale – Learning
Disability,20 Autism Parenting Stress Index,21 and a modi-
fied Supervision Rating Scale22 were used by paediatricians
to assess mental health symptoms and behaviours of con-
cern, parental stress, and carer burden and the level of
supervision required respectively (Table S3 and Appendices
S2–S4, online supporting information). These tools, ini-
tially used in the RCH Dual Disability clinic, were pro-
posed for this project by the dual disability psychiatrist in
consultation with the paediatricians in our project team,
and subsequently adapted and standardized for clinical use
by senior clinicians. These assessments were administered
at each of the three key stages described in the model
(Table S2), with the addition of the 12-year-old checklist
(Appendix S5, online supporting information) administered
at the first stage to assess early transition needs.

After completion of clinical assessment tools, paediatri-
cians, the psychiatrist, and/or the transition manager
engaged relevant supports for patients and their carers.
Structured information was collected at three time points,
and routine clinical and transition care appointments
allowed more frequent contact and communication with
families to ensure identified needs were followed up,
including after transfer to ensure successful engagement
with adult care. This process of follow-up throughout the
transition and transfer period will enable continued learn-
ings and improvements to benefit families, and contribute
to greater knowledge for clinicians caring for them.

DISCUSSION
Transition for an adolescent with a dual disability is often
managed ad hoc. Common challenges that occur for each
transition are that the paediatrician role is not usually rep-
resented in adult health services, and so there is increased
reliance on general practitioners to assume care. Unlike
other health settings, such as the UK where patients regis-
ter with specific general practitioners and maintain this
relationship, Australia has a less-structured system whereby
patients may have difficulties finding a regular general
practitioner, resulting in multiple or no general practition-
ers when leaving paediatric care. Furthermore, adult health
care providers may be engaged at multiple sites and care
may be decentralized, and public psychiatry services for
this cohort are scarce resulting in high costs for families
who have no option but to engage with private
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psychiatrists for the management and monitoring of psy-
chotropic medications. Effective transition planning for
adolescents with dual disabilities requires a holistic, collab-
orative, and family-centred approach that considers the
support needs of both the young person and the carer.1,2

Our scoping results identified several opportunities for
improvement, including the need for dedicated transition
appointments, essential in reducing the variation in transi-
tion care and providing vital information and support, for
carers navigating and negotiating adult health and commu-
nity services. This finding is consistent with other research
on the health care transition requirements of young people
with autism.23 Carers experience high burden of care and
difficulties navigating and accessing services at a time when
there is a greater need for support in managing the voca-
tional, educational, sexual health, independent living,
guardianship, and other needs of their adolescents and
young adults.1,2 Centralized models of care coordination
are associated with a reduction in unmet health care needs,
improvements in youth functional status,24 reduction in
health care costs, reductions in barriers to care, and greater
patient and family satisfaction.25

While general practitioners often assume management
of adults with dual disabilities, they may have minimal
involvement during paediatric years leading to a deskilling
of the workforce and exacerbation of an ineffective family
and general practitioner connection. The shared care com-
ponent of this model seeks to address this issue through
early engagement of general practitioners jointly with pae-
diatricians to care for adolescents with dual disabilities.
This enables more time for general practitioners to
develop an understanding of the adolescent’s and family’s
needs while also building trust. In addition to earlier
engagement, resources developed in this project, including
the general practitioner Health Pathway and the shared
care communication brochure, are a means of upskilling
the general practitioner workforce.

The mental health needs of young people aged 19 to 24
are also more likely to require appropriate interventions
and care, as compared with those aged 13 to 18 years,26

and for patients with intellectual disability and/or ASD,
mental health concerns such as anxiety disorders are pre-
sent in between 22% to 84% of the population.27 These
co-existing mental health concerns, such as the develop-
ment of anxiety disorders, warrant additional focus and
transition support to ensure that a stressful transition per-
iod is managed well.

The Fearless, Tearless Transition model screens for
mental health concerns through the use of Health of the
Nation Outcome Scale – Learning Disabilities at key
stages of adolescence, providing opportunities to review
treatments and to implement appropriate interventions and
supports as required well before transfer of care. Although
evaluation of this model is yet to be published, early results
indicate carers who received this intervention reported
feeling more prepared for transition and were more regu-
larly engaged with their general practitioners. This model

has also been adopted by clinicians in the community with
regular consultations provided by the transition manager
and clinicians in the project team, suggesting increased
recognition of the potential for this model to improve
transition outcomes for young people and their families.

Sustainability
To ensure the sustainability of Fearless, Tearless Transi-
tion, clinical assessment tools and resources are integrated
into the hospital’s electronic database. Moreover, opportu-
nities to build further capacity at RCH and in the commu-
nity continue to be fostered through the shared care
process with general practitioners and across various other
professional forums. Patients with dual disabilities and
their carers continue to be supported in RCH transition
clinics with the transition manager to assist with service
linkages and care coordination. Further afield, this model
and its resources has been shared with other health settings
across Australia and with some interested international
groups, including Evelina Children’s Hospital in London,
paving the way for potential cross-evaluation collaborations
in future to refine and evaluate the model in different
health systems.

Limitations
As Fearless, Tearless Transition was developed with the
existence of a well-established, centralized, hospital-wide
transition service for carers, the replicability of an equiva-
lent transition support process within other settings may
be challenging; however, many aspects of this model can
be easily translated into other health settings. This includes
the adoption of the clinical assessment tools, resources, the
family-centred approach, shared care between paediatri-
cians and general practitioners, and capacity-building
work.

Another limitation was the participation of only one
young adult with a dual disability, despite inviting both
carers and young adults to complete the survey in step
one. Including the perspectives of young adults with dual
disabilities is needed in future transition research.

CONCLUSION
This study identified that variation in transition planning
and management, systemic disconnection between health
and disability, lack of services and expertise, high levels of
carer anxiety regarding transition, high levels of dissatisfac-
tion, and unmet needs during transition to adult care are
barriers to providing optimal transition from paediatric to
adult care for patients with dual disabilities. To address
these barriers, we developed the Fearless, Tearless Transi-
tion model to build capacity in the workforce, through col-
laboration and shared care between paediatricians and
general practitioners. Our model highlights the potential
to improve transition outcomes for adolescents with dual
disabilities and their carers by providing a structured, cen-
tralized, and family-centred transition process. This model
of care has generated interest at the national and
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international level within different health jurisdictions, and
learnings from this project may be translated into other
settings. Funding bodies and policy makers should be
encouraged to dedicate targeted resources to assist in the
future development of interventions such as Fearless, Tear-
less Transition to support vulnerable adolescents with dual
disabilities and their carers as they transition from paedi-
atric to adult care.
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Table S1: Key themes and illustrative quotes

Table S2: Key stages of the Fearless, Tearless Transition

model

Table S3: Clinical assessment descriptions

Appendix S1: Questionnaire for carers and young adults.

Appendix S2: Modified Health of the Nations Outcomes Scale –

Learning Disability and scoresheet.

Appendix S3: Autism Parenting Stress Index.

Appendix S4: Modified Supervision Rating Scale.
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