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PROGRAM SUMMARY 

Children with medical complexity are not always well supported by traditional models of care 

organised around specialist departments. This patient population continues to increase with 

advances in medical treatments and increasing survival in childhood from serious illness. At the 

Royal Children’s Hospital in Melbourne, Australia it was apparent that, despite many excellent 

and innovative programs, including a 20-year history of care at home for technology dependent 

children, care for these children was rather fragmented and often crisis driven. 

In 2014, in response to the challenges posed, a review was undertaken that considered the 

perspectives of staff and families along with service utilization and international experience. A 

new model was developed after a successful pilot and introduced in 2 phases. The Complex 

Care Hub, the culmination of this process, was launched in July 2017 and now provides support 

for around 350 of our most complex and fragile patients across 3 tiers of support. 

The model is based on a partnership between families and providers and delivers care 

coordination via a key contact, 24-hour access to clinical advice, proactive care planning, 

 

 



 
 

psycho-social support and for the most fragile and intense patients, in home health care support 

using specifically trained lay support workers. 

We describe the service including the mechanisms in place to address equity of access and 

service provision across this diverse patient group. The measured impacts and the ongoing 

challenges are outlined. 
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BACKGROUND 

Children with highly complex healthcare 

needs represent a small, but growing 

proportion of the paediatric population. 

‘Children with medical complexity’ (CMC) is 

a term that is widely used to describe 

children who have the most intensive 

healthcare needs1.  CMC are defined as 

having: (i) one or more chronic conditions; 

(ii) increased health and other service 

needs; (iii) significant medical fragility; (iv) 

substantial functional limitations; and (v) 

increased healthcare costs1. Their high 

health care needs are often not well met by 

traditional models of care and CMC often 

experience fragmented and uncoordinated 

care2. Care is often crisis driven and 

reactive in nature, with urgent care needs 

being prioritised over preventive health 

care3. 

In many centres, dedicated comprehensive 

programs to meet the needs of this 

population have been developed4. These 

complex care programs typically provide 

care coordination as a fundamental 

component of the service.  Most complex 

care programs utilise a key contact and 

often include a multi-disciplinary team model 

including nursing, medical and allied health 

staff5,6. Comprehensive care programs for 

CMC can be hospital-based, 

community-based or offer an integrated 

model of care linking hospital-based 

specialists with community-based health 

care 6-8. At the core of all models is the 

partnership with families to improve the 

integration of care and communication 

between care providers4. 

Although the patient numbers are small 

overall, children with medical complexity 

(CMC) use hospital resources to a 

disproportionate extent. At The Royal 

Children’s Hospital (RCH) in Melbourne, 

Australia, it was established that a group of 

224 CMC between them accounted for 25 

beds being occupied every day over a 

12-month period in 2013. This group 

accounted for 3% of all admissions but 15% 

of the overall bed days. In response to the 

rising patient numbers, potential unmet 

needs and the resource implications, a 

process was initiated to explore 

improvements to care provision for CMC at 

RCH.  This process included a pilot program 

in 2014, involving 20 patients (see Table 1), 

followed by the development of an initial 

‘Complex Care Service’ between 2015 and 

2017. 
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The reduction in outpatient attendances 

during the pilot phase was twofold. There 

was the coordination of same day or 

combined reviews with multiple 

sub-speciality care providers and also the 

removal of unnecessary appointments that 

may have been made in error or were due 

to poor communication.  

In 2017, we undertook a survey of 

caregivers of CMC enrolled in this Complex 

Care Service 14. The aims of this mixed 

methods study were to determine what 

caregivers valued most about the service 

and to explore caregiver perceptions of 

care. Of the 103 eligible patients, responses 

were received from 53 families.  The survey 

highlighted that for caregivers of CMC, the 

most important components of the CCS 

were as follows: 24-hr phone advice; 

coordination of appointments; a key contact; 

and access to timely information. Overall, 

levels of satisfaction with the service were 

high, with 92.2% of caregivers indicating 

that they were very or somewhat satisfied 

with care. Further, over 90% of participants 

perceived that the CCS improved the quality 

of their child's care. Coordination, 

communication, family-centred care, quality 

care, and access were emergent themes in 

caregivers' comments. The parent survey 
has influenced how the program works 
today – in particular prioritising 24 hour 
access to clinical advice and 
administrative support as the program 
has expanded. Furthermore, we have 
moved to provide Tier 3 patients 
(described further below) with a 
registered nurse model, rather than an 
allied health assistant, to provide the 
clinical perspective that families 
considered so valuable. 
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These initiatives culminated in the 

establishment of the expanded program, the 

‘Complex Care Hub’. This paper will 

describe the current complex care program 

at RCH - the Complex Care Hub (CCH). 

PROGRAM DESCRIPTION 

The Complex Care Hub (CCH) is a 

hospital-based program that provides a 

single point of contact for families and aims 

to provide proactive, coordinated care and 

support for children with medical complexity, 

many of whom are technology dependent. 

Different levels (tiers) of support are 

provided dependent on both the medical 

care needs of the child and the family 

capacity. 

As at August 2020 the CCH provides care 

co-ordination and support to 358 children 

across 3 tiers of support with Tier 1 

representing the highest level of need. 

PRACTICE SETTING 

The Royal Children’s Hospital, Melbourne 

(RCH) is a tertiary and quaternary centre 

that cares for the most critically ill and 

medically complex paediatric patients in the 

state of Victoria (population of 5.71 million). 

With more than 6,000 staff, 12 wards and 

350 beds, the RCH is the major specialist 

paediatric hospital in Victoria, and also 

provides care for children and young people 

from Tasmania, southern New South Wales 

and other states around Australia and 

overseas.  The RCH is Victoria’s busiest 

paediatric emergency department, often 

experiencing more than 300 presentations 

on any given day. The RCH is located within 

the Melbourne Biomedical Precinct, which is 

home to more than 45 world-class 

biomedical organisations, and considered 

number one in the Asia Pacific region. 

POPULATION SERVED INCLUDING 

PATIENT ELIGIBILITY CRITERIA 

Eligibility for the CCH requires patients to 

meet four baseline criteria – complexity, 

chronicity, instability and functional limitation 

and aligns with many similar programs 

internationally 9 (see Table 2). 

The first four criteria must be met for a 

patient to be deemed eligible for the CCH. 

This qualifies the patient for Tier 3 support 

(see Figure 1), the lowest level of support. 

Instability was predicted in many instances, 

for example: if a child had seizures; factors 

predisposing to respiratory vulnerability; or 

tube dependent for feeding. Psychosocial 

complexity is always considered when 

assessing eligibility but particularly of 

relevance in a child who may not meet the 
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criterion for the 10 medical appointments in 

a year. We consider co-dependence so 

usually requires 3 separate specialty groups 

dealing with different organ systems with the 

aim of enhancing communication between 

groups of clinicians who may not already 

have well established connections.  

If in addition to the first four criteria, a 

patient meets fragility, and/or intensity they 

are eligible for higher Tier support.  This is 

determined by the scoring matrix explained 

below in Figure 1.  

All patients referred to the CCH are required 

to have a generalist medical case manager. 

This is the paediatrician who provides 

overall medical management and may be 

hospital or community based and works with 

the family in addition to their General 

Practitioner (GP).  
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PRACTICE VISION AND MISSION 

STATEMENTS 

VISION: 

To support children and young people with 

complex health care needs by collaborating 

with families and health care providers to 

provide coordinated, proactive, timely, 

responsive and individualized care. 

MISSION: 

The dual aims are to address health and 

related psychosocial needs and to empower 

families, aiming for improved wellbeing and 

increasing independence in providing care 

for their child. 

 

 

SERVICES 

SERVICE ACCESS: NEW PATIENT 

REFERRAL PROCESS 

Referrals to the CCH come from a variety of 

sources including:  general paediatricians 

and specialists from within the hospital; 

community and regional paediatricians; 

allied health practitioners; and general 

practitioners. New referrals are discussed at 

an ‘intake meeting’ attended by medical, 

nursing and social work representatives. 

The initial part of the scoring, critical care 

needs, is discussed at this meeting with 

information gathered from the referrer, the 

medical record  and the treating team. This 

information is usually presented by the 

junior medical staff.  
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INITIAL NEEDS ASSESSMENT (INA) 

Following acceptance of the referral, an 

initial needs assessment (INA) appointment 

is undertaken by the patient’s allocated 

clinical nurse consultant (CNC) together 

with either a member of the CCH medical 

team or, the patient’s medical case 

manager, and other CCH team members 

(see below) as needed. The purpose of this 

face-to-face INA is to: meet with the family 

and explain the service structure and 

support; gain a deeper understanding of the 

child’s medical complexity; explore the 

family capacity; and begin to establish some 

family and CCH goals for the next six 

months. The INA summary is then 

presented to a wider multi-disciplinary team 

as part of twice weekly review meetings and 

the additional care needs and complexity 

factors are then included in the overall 

scoring. INA template is provided in 

Appendix 1. At the review meeting the team 

further refines plans and discusses 

allocation of resources. 

SCORING MATRIX 

In response to the challenge of providing 

equitable service provision across a diverse 

patient group we have developed a scoring 

matrix modelled on existing tools but 

customised to our particular setting and 

needs10, 11, 12. The scoring was designed to 

promote an efficient, objective and 

reproducible process by which we can 

grade patient and family need13. The initial 

part of the scoring, critical care needs, is 

discussed at intake with information gathered as 

needed from the referrer, medical record and 

treating team. The additional care needs and 

complexity factors are scored following the 

initial needs assessment. 

First, the scoring matrix is used to rate what 

we have called the critical care needs of a 

new patient (see Table 3). This part of the 

scoring reflects the most significant and 

life-threatening aspects of the child’s 

medical needs. A total score of 15 or a 

score of 8 in any single system results in 

Tier 1 eligibility. 

Second, children are assessed for 

additional care needs (see Table 3). This 

scoring is designed to measure the difficulty 

providing care to the child based on their 

level of functional impairment and takes into 

account age expectations. Scores are 

allocated from 0-8 based on no, low, 

moderate, high and severe needs in each 

category. The family’s capacity to provide 

care is also considered in the complexity 

score (Table 3). 
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Following this process, the child is enrolled 

in the CCH. For those children in Tier 1 or 2, 

and their CNC creates an emergency care 

plan (ECP)  The ECP is created in 

consultation with the child’s medical team 

and provides a document to facilitate 

communication about the child’s particular 

needs. 

TIER SUPPORT 

Based on the scoring matrix described in 

table 3 (below), the patient is allocated to a 

Tier and receives the following support (see 

Figure 1): 

Tier 3 supports include access to a 

dedicated phone number for administrative 

support and appointment co-ordination, a 

single point of contact for clinical enquiries 

(non-acute) and access to some allied 

health supports. 

Tier 2 patients, in addition to the Tier 3 

supports, have an allocated CNC with 

access to 24-hour clinical advice and 

access to social work support. 

Tier 1 patients, in addition to Tier 2 and 3 

support, have funding available for in home 

health care support and medical equipment 

and consumables as required. 

Some of the children with very high levels of 

medical complexity are supported in their 

homes with in home health care. This is 

facilitated by the Family Healthcare Support 

(FHS) team. FHS is an internal RCH agency 

which recruits, trains and employs lay 

support-workers to provide patient specific 

care. The hours are allocated based on a 

child’s critical care and additional needs 

scores with a maximum allocation of 36 

hours per week. They provide an additional 

pair of hands in the home allowing parents 

to rest or attend to other responsibilities. 

Carers were previously sourced from 

external agencies but FHS has been 

established with the aim of ensuring greater 

consistency and oversight of the care 

provided to these children. See appendix 2 

for further details.  

TEAM MEMBERS 

The CCH team consists of medical, nursing, 

social work, allied health and administrative 

staff. 

Medical – Senior medical staffing comprises 

a paediatric medical lead plus three 

additional paediatricians with a cumulative 

allocation of one full-time equivalent (FTE). 

There are also junior medical staff (JMS) on 

rotation to CCH for 6- or 12-month terms.  
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JMS are senior paediatric trainees and 

currently comprise 1.6 FTE.  

The CCH JMS assists the CNCs in clinical 

decision making where needed. They attend 

multidisciplinary clinical meetings within the 

hospital and attend a multitude of specialty 

clinics providing care for many of the 

complex care hub patients including the 

tracheostomy clinic, neurodevelopment and 

disability clinics, saliva control and cleft lip 

and palate clinic. This clinical contact 

enables the junior medical staff to 

familiarise themselves with some of the 

most complex patients and build 

connections with the wide variety of teams 

involved across the hospital. Whilst many of 

these clinics bring together clinicians to 

reduce the number of different visits 

required, they do not have the capacity to 

coordinate care in between clinics. These 

clinics typically have some speciality 
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nursing and administrative support but do 

not provide social work. The key contact 

model means each child and family have 

individualised care and we work closely with 

other providers to avoid duplication.  

The medical lead (0.5 FTE) is responsible 

for service direction and delivery, working 

with the nurse unit manager to provide 

clinical governance for the service. The 

medical lead supports the junior and senior 

medical staff clinically and administratively 

including with recruitment, professional 

development, well-being and supervision. 

The other senior medical staff provide 

support to the pods (see below) in an 

advisory capacity, supervision of the junior 

medical staff, and involvement in quality 

improvement projects. The senior medical 

staff are General Paediatricians with 

sub-specialty interests in hospital medicine, 

neurodevelopment and disability and 

developmental and behavioural paediatrics.  

Nursing – Nursing staff include a nurse unit 

manager (1 FTE), nine clinical nurse 

consultants (CNCs), (7.6 FTE) and three 

registered nurses (2.2 FTE) 

The nurse unit manager provides 

management of and leadership to the staff 

of the Complex Care Hub team and 

governance of clinical practice and delivery 

of care to the patient group. 

CNCs are hospital based. The CNCs have a 

minimum of 5 years paediatric nursing 

experience largely in hospital based roles 

but with some community experience in 

either school nursing, maternal and child 

health nursing or community health. The 

team have a variety of speciality skills and 

interests including respiratory care, 

neurology, emergency medicine and 

neonatology.   Each child and family (from 

Tier 1 or 2) are allocated a CNC who is their 

key contact.  As the key contact, they play a 

significant role in coordinating care for the 

child and their families, aiming to better 

integrate care. This includes facilitating 

communication between the hospital care 

team and with health providers in the 

community.  As described above, a 

fundamental factor in care coordination is 

working in partnership with families and 

CNCs adopt a family-centred approach.  

The CNCs provide nursing support for 

patient calls to the CCH from 7am to 7pm. 

After hours clinical advice is provided by 

hospital clinical nurse consultants using the 

emergency care plans developed by CCH.  

For patients in Tier 3, their primary point of 

contact in the Complex Care Hub is a 
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Registered Nurse in the team. They provide 

proactive co-ordination of upcoming 

appointments and non-acute clinical advice 

to families within business hours. They also 

liaise with the child’s multidisciplinary team 

to work towards family and care team goals. 

Prior to the addition of registered nurses to 

the team, there were allied health assistants 

co-ordinating the care for Tier 3 patients. 

However it was determined that there were 

advantages to having this as a nursing role 

with the provision of more holistic care and 

increased clinical oversight.  

Social work - There is eight FTE, divided 

between a program manager, a team leader 

and seven staff. An allied health assistant is 

also linked to the social work team (0.6 

FTE)  

The social work team undertake 

psychosocial assessments and provide 

support and counselling for the enrolled 

patient and caregivers in crisis situations 

including severe trauma.  They work with 

families who are navigating the anxiety, 

grief and loss often encountered when 

caring for children with medical complexity 

and have the capacity to work with patients 

and care givers both at the hospital and in 

the home.  The social worker has a role in 

advocacy and providing interventions for 

vulnerable children and crisis intervention in 

external emergency situations.  Social work 

support is allocated automatically to all Tier 

1 patients and then assessed on a 

case-by-case basis for other Tiers.  The 

social work allied health assistant supports 

more routine tasks such as funding 

applications, support letters and 

establishing links to community groups. 

Allied Health - The CCH has fractional allied 

health support with a speech pathologist 

(0.5FTE) dietician (1.0 FTE), occupational 

therapist (0.6FTE) and physiotherapist 

(0.5FTE). 

The CCH speech pathologist runs a 

complex feeding clinic alongside the dietetic 

team. They work with families to achieve 

patient specific goals such as weaning of 

nasogastric tubes and promotion of oral 

feeding skills. Support is provided to 

community speech pathologists caring for 

our patient population around advocacy, 

acquisition of appropriate communication 

devices and promotion of speaking valve 

use in children with tracheostomies.  

The dietetic team provide support to all 

CCH patients on prescribed enteral nutrition 

but focus mainly on Tier 1 and 2 patients. 

Tier 3 patients are predominantly supported 

in their nutritional care by dieticians 

attached to their home team. The majority of 
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their work is focused on children with 

changing needs such as in the complex 

feeding clinic mentioned above.  

The CCH physiotherapist and occupational 

therapist roles are predominantly focused 

on assessment and training for support 

workers rather than therapy and they link 

with community and school based allied 

health supports to ensure continuity of care. 

Administrative support - There are currently 

four administrative officers and two allied 

health assistants supporting the team 

The administration team oversees the 

day-to-day clerical side of the CCH and is 

the first point of contact for families calling 

in. They triage phone calls from families and 

clinicians, carry out most of the scheduling 

and collate data for reporting requirements.  

‘Pods’ - The broader CCH team operates 

within three smaller pods designed to foster 

closer working relationships between 

smaller groups of staff. Each pod consists of 

CNCs, RNs and social workers together 

with administrative and medical support and 

the objective is to improve continuity of care 

for families. This smaller team approach 

was developed following feedback from 

families that they identified the advice as 

less useful if provided by a CNC who was 

unfamiliar with their child 14. 

SERVICES PROVIDED 

Communication - Effective communication 

with families is one of the central tenets of 

our model of care. On a day to day basis, 

families call through to the CCH and have 

their needs triaged by a member of the 

administration team (admin). Any issues 

with re-scheduling of appointments or other 

administrative supports will be provided 

directly by admin. Clinical queries are 

assessed as urgent or non-urgent and 

passed on to the relevant key contact who 

can provide patient specific advice based on 

the patient’s emergency care plan (ECP) 

(see Appendix 3). 

The key contact may escalate acute clinical 

concerns to the relevant medical case 

manager or sub-specialty team. Drop-in 

reviews at the RCH can be facilitated with a 

view to preventing unnecessary emergency 

department (ED) attendance and GP 

reviews can also be supported remotely. 

Drop-in reviews are usually restricted to 

within standard working hours but at times, 

we can try to facilitate a review in the 

emergency department by a member of the 

inpatient staff who knows the patient well, 

thus improving the family experience and 
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potentially reducing the need for admission. 

The CCH medical team members assist the 

CNCs in clinical decision making where 

needed. Common clinical calls encountered 

relate to febrile illnesses in medically 

vulnerable children, a new cough or 

increased secretion burden, vomiting and 

feed intolerance, difficulties with nasogastric 

tubes or percutaneous endoscopic 

gastrostomies, worsening seizures or 

dystonia and issues with medical equipment 

malfunctioning. 

The CCH supports families to care for their 

children in the home environment where 

possible, however, if further assessment or 

admission is required, the CCH team liaises 

with the ED to provide a clinical handover or 

with the admitting team to arrange a direct 

admission (depending on bed availability). 

The RCH has a comprehensive 

Hospital-In-The-Home service with 

physiotherapy capacity and when 

appropriate the CCH can refer directly to 

prevent an admission. 

Inter-professional communication is another 

important component of the service. Often 

these children with complex medical needs 

have large numbers of teams involved in 

their care. The CCH may facilitate care 

team meetings, co-ordinate joint reviews 

between teams and provide oversight to 

avoid unnecessary attendance or 

duplications in procedures. Common 

examples would be to facilitate annual 

nutritional bloods or dental examinations 

opportunistically at the time of a general 

anaesthetic for another procedure. 

Family Support - The CCH works in 

partnership with families to individualise the 

care co-ordination for each child and family. 

This family-centred approach is crucial to 

the success of the program. Some families 

prefer to maximise a day of attendance at 

the hospital with as many appointments as 

possible scheduled on the same day. Other 

families find this overwhelming and prefer 

appointments to be spaced at regular 

intervals. Families living far from the 

hospital often require support to secure 

accommodation at or near the hospital. 

From the time of enrolment, there is a focus 

on promoting goal-setting for the child and 

family and the CCH team supports them to 

be achieved. The goals are frequently 

non-medical in origin and can include 

supports for siblings (emotional support, 

sibling programs etc) , assistance with 

kindergarten enrolment or a much needed 

parental ‘date night’.  For families who have 

more significant social-emotional needs, the 
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CCH social workers can provide support 

and counselling. 

The CCH team works alongside primary 

health providers such as GPs and maternal 

child health nurses, as well as other 

community agencies to provide integrated 

care and advocate for families. Advocacy 

for children and families takes many forms. 

Some parents need support articulating 

concerns or negotiating treatment plans with 

medical teams, and their CNC can play a 

vital role. Other families need to be 

empowered to seek appropriate funding for 

therapies or equipment from disability 

services. Referrals are also facilitated to a 

local charity that supports children with 

life-threatening conditions by providing 

hospice level respite and a family support 

program. The CCH allied health assistant 

linked to the Social work team assists with 

more routine tasks such as funding 

applications, support letters and 

establishing links to community groups. 

MULTI-DISCIPLINARY REVIEW 

MEETINGS 

Patients are routinely presented at a 

multidisciplinary review meeting every six 

months. Their eligibility is re-assessed and 

changes in support provided are amended 

depending on the level of need. The 

purpose of the review meeting is also to 

reflect on the previous six months in the life 

of that child and family, identify which 

services are involved, consider which goals 

have been met and establish new goals for 

the family and for the CCH (see Appendix 

4). Families are not present at the review 

meetings, however, are consulted prior to 

the meeting to establish goals. 

Patients may also be discussed in the 

multidisciplinary meeting outside this routine 

review for reasons including an increase in 

the child’s medical complexity, a significant 

change in the family complexity or a 

dilemma or challenge that the CNC, social 

worker or other allied health member want 

to discuss with the broader team. 

If at review a child is deemed to no longer 

be eligible for the service or it is concluded 

that there is no longer an ongoing need for 

the involvement of the CCH, a graduation 

process is commenced, essentially 

discharging the family from the CCH. The 

concept of graduation is discussed from the 

time of enrolment so that we establish an 

expectation that this will be reviewed  over 

time. In some cases, families themselves 

identify that they do not have an ongoing 

need for the service and are ready to 

graduate. Conversely there are some 

families who are resistant to the idea, and 
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may require a greater transition period. The 

CNC communicates with the family and 

medical case managers to ensure an 

effective transition.  Appropriate alternative 

contact information is provided to ensure 

that families have a clear understanding of 

who to contact for advice following CCH 

graduation.  If a child remains eligible due to 

the nature of their fragility or technology 

dependence and there is no alternative 

source of support then they will not 

graduate.  

 

 

 

 

 

CASE STUDY 

The case study illustrates how a child and 

family are supported by CCH and further 

details the roles of the team members. 
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OUTCOMES 

NUMBER OF PATIENTS SERVED 

The CCH currently provides care 

co-ordination and support to 358 children 

across three tiers of support. There are 162 

Tier 1 patients, 65 Tier 2 patients and 

131Tier 3 patients.  

To date, since commencement of the pilot, 

633 CMC have received care from the RCH.  

INNOVATIONS PROGRAM HAS 

DEVELOPED 

The expanded model has continued to 

deliver efficiencies for the hospital with 

reduction in bed days and emergency 

department presentations. In the 2018/19 

financial year there were 701 RCH patients 

who had 5 or more inpatient admissions, 3 

or more medical teams involved in their care 

and at least 1 ED presentation of whom 272 

were enrolled in the CCH and receiving 

CCH support. A comparison of these two 

groups - RCH patients who fulfil the CCH 

eligibility criteria but were not enrolled and 

the CCH patient group – revealed a number 

of differences in service utilisation. The 

CCH group on average used 14.69 bed 

days and had 2.89 ED presentations over 

the year, while the overall average for the 

RCH complex patients not enrolled in CCH 

was 22.7 bed days and 3.36 ED 

presentations for the year.  This represents 

a 35% reduction in predicted bed days and 

a 14% reduction in ED presentations. 

There are a number of new initiatives 

underway at present. First, we are 

implementing the Depression Anxiety and 

Stress Scale (DASS) 15,16 for all our 

caregivers to better quantify and 

characterise the impact on families of caring 

for a child with medical complexity. The 

DASS is a combined depression, anxiety 

and stress scale and has been used widely 

in research and clinical settings in Australia. 

This will assist us to best target our support 

and referrals. The DASS is scored by the 

Social Work Allied Health Assistant and the 

score is discussed by the team to decide a 

plan if any further action is required.  

Second, we are seeking family input to trial 

scheduled phone review appointments with 

the CNCs to address non-urgent clinical 

concerns and more proactively plan care. 

This is in contrast to the current approach, 

which is often more reactive.  

Third, we are developing an improved 

referral pathway to enhanced home-visiting 

 
20 BUTLER 



 
 

maternal and child health nurses for newly 

discharged infants with medical complexity. 

Finally, we are continuing to implement 

structures to support staff development and 

well-being. As an evolving and expanding 

service delivering a new model of care, we 

need to provide support and training 

opportunities to facilitate skill development. 

We have introduced team education 

sessions each week covering a range of 

topics including medical conditions, 

treatments, assessment, and community 

services. The pod structure fosters 

collaboration and provides peer support for 

new team members. Each craft group (i.e. 

nursing, social work, medical) also meets 

regularly to share ideas and resources. 

The families supported by the CCH may be 

experiencing grief, mental illness, care-giver 

burnout and other challenges which impact 

the team who work very closely with them. 

In order to further support and develop our 

nursing and administration team we have 

introduced monthly reflective practice 

supervision sessions facilitated by a 

psychotherapist. These sessions support 

staff to discuss practice issues relating to 

complex family dynamics, work processes, 

ethical implications and associated work 

dilemmas, clarify boundaries and identify 

measures to manage workplace stressors. 

Feedback from the team has been positive 

that this provides useful support and helps 

them develop skills for managing these 

challenging situations. 

CONCLUSIONS 

The CCH has developed and expanded 

over the last three years and continues to 

evolve. It has delivered efficiencies in the 

use of hospital resources. It aims to support 

children with medical complexity and their 

families by providing integrated team-based 

care in partnership with them that is 

proactive, individualized, timely and 

responsive. To do this effectively there is a 

need to address not only their medical 

needs but also to provide support that 

improves family capacity. The numbers of 

children requiring support is predicted to 

continue to grow and there is a need for 

ongoing research and evaluation to optimize 

the service particularly from the perspective 

of utility and outcome for children and 

caregivers. 
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APPENDIX 

Appendix 1: Initial Needs Assessment Summary 

COMPLEX CARE HUB  INITIAL NEEDS ASSESSMENT SUMMARY 

Test-Baby was identified as appropriate for support by the Royal Children’s Hospital Complex 
Care Hub. This service aims to support the care and treatment of children with complex 
healthcare needs and involves three key components. 
 

·   Care Coordination 
-    To facilitate inter-professional collaboration and communication 
-    To develop a hospital wide integrated care plan 

·   Access to services 
-    24 hour access to ambulatory advice & support 
-    To establish and support community links 

·   Family Partnership 
-    To empower families through direction, education, information and support 

 
This means that Test-Baby's parents and the healthcare team have access to a Nurse Care 
Coordinator 24 hours a day, 7 days a week who will be able to assist with information and 
advice. 
Test-Baby's IDENTIFIED MEDICAL CASE MANAGER: 

(Paediatrician’s details) 
COMPLEX CARE CLINICAL NURSE CONSULTANT: 

(CNC’s details) 
COMPLEX CARE 24 HOUR CONTACT NUMBER: 

03 9345 6868 
  

COMPLEX CARE HUB, INITIAL NEEDS ASSESSMENT - SUMMARY   
I had the pleasure of seeing 7 y old (patient) with his mother today. (CNC name), the Complex 
Care Hub Clinical Nurse Consultant, was also in attendance. 

Summary: 
  

 
31 BUTLER 

Current Problems 

  



 
 

  

  
Past History 
  
CONCERNS/GOALS DISCUSSED TODAY 
1. 
2. 
3. 
  
REVIEW SYSTEMS/EXISTING CLINICIAN INVOLVEMENT 
Nutrition/Feeding: 
Bowel/Bladder: 
Sleep: 
Eyes/Vision: 
Hearing: 
Dental: 
CNS: 
Respiratory: 
Cardiac: 
Gastro: 
Renal/urology: 
Endo/bone health/puberty: 
Ortho: 
Pain: 
Saliva/drooling: 
Equipment/Devices: (eg frame, ventilator, central line etc)   
Allergies: 
Immunisations: 
  
HOME: (family structure, functioning, parental employment and family history) 
  
EDUCATION: (school placement, parental education needs) 
  
ACTIVITIES: (access) 
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Medications 

  



 
 

DEVELOPMENT: 

  
Current intervention 
  
MENTAL HEALTH: 
  
SPECIALISTS: (patient care team) 
ANCILLARY SERVICES: agencies/community involvement/ambulance Victoria plans 
  
ADVANCED CARE PLANNING/EMERGENCY CARE PLAN (see "Episodes" tab): 
Does parent/caregiver have first aid training? 
  
GOALS FOR FAMILY 
  
Examination Findings 
Weight:  
Height/Length: 
HC:  
Appearance: 
General exam: 
ASSESSMENT 
  
RECOMMENDATIONS 
1. Follow-up appointment: 
2. Future appointments. 
3. Parents to complete DASS 
4. 
5. 
6. 
7. 
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Domain Current Status 

Communication   

Gross Motor   

Fine Motor   

Personal/Social   

Problem Solving   



 
 

Appendix 2: Complex Care Hub Funding Structure 

Our scoring matrix was modified from published references so as to combine measures of medical 
complexity and family capacity with measures of service utilization that specifically address the local 
funding requirements of our program. 

The Complex Care Hub (CCH) is part of the division of Ambulatory Services at the Royal Children’s 
Hospital (RCH), a public hospital. 

The funding for the program is provided by the State Health Department (DHHS) through a number of 
different programs. 

The funding for the CCH comes from: 

1. Block grant funding: this grant provides funding for in home health care support and equipment 
and consumables when a child has high care needs to be managed in the home. This grant began 25 
years ago in response to the need to support technology dependent children at home to facilitate hospital 
discharge 

2. Activity based funding: the hospital receives funding under the Hospital Admission Risk 
Program  (HARP) which supports people in the community with programs designed to reduce the need 
for hospitalization. 

3.      The DHHS collects data known as VINAH (Victorian Integrated Non-Admitted Health) to determine 
the funding provided to RCH and the Complex Care Hub to deliver the service at an activity-based level.  
This data is captured by the number of “contacts” recorded in the electronic medical record. 

Children with medical complexity who have disability related health care needs are also eligible for 
support under our National Disability Insurance Scheme (NDIS). They may be supported by both 
programs simultaneously for different aspects of their support needs. It is necessary to always consider 
the overlap and avoid duplication of service provision. 

Further information about these programs is available here: 

www.ndis.gov.au 

www.dhhs.vic.gov.au 

https://www2.health.vic.gov.au 
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Appendix 3: Appendix Sample Emergency Care Plan 

MEDICAL BACKGROUND  

“Laura” is a 13 year old girl with Rett syndrome. Her medical problems include epilepsy, cyclical vomiting, 
recurrent aspiration pneumonia and a subluxed hip. “Laura” has had previous prolonged hospital 
admissions necessitating ICU support. Episodes of pseudo-obstruction with significant feed intolerance 
have proved very problematic and she has required parenteral nutrition and gut rest on two occasions. 
“Laura” has also required admissions to PICU for respiratory support in the form of BiPAP. She lives with 
her parents and three siblings in X and is well known to the Palliative Care team at RCH and her local 
hospital.  

Closest Hospital: X Regional Hospital, Family preference is often to present directly to The Royal 
Children's Hospital.  

...........................................................................................................................................................  

REASONS FAMILY ARE LIKELY TO CALL  
1. Respiratory illness  
2. Seizures  
3. Vomiting  
4. Constipation  
5. Pain/dystonia  
6. PEJ  

...........................................................................................................................................................  

EMERGENCY MANAGEMENT  

Firstly, consider if the family should cease phone call with Complex Care Hub and call 000.  

1. RESPIRATORY ILLNESS  

“Laura” has required ICU admissions with BiPAP support, this has resulted from significant feed 
intolerance and cyclical vomiting  

Baseline assessment- Nil WOB, RR & SA02 as per age appropriate VICTOR parameters. During sleep, 
her SaO2% may drift into the low – mid 80's. Parents have PRN O2 at home, and can apply 1-2L/min 
during these times.  

Family may call with concerns about possible respiratory illness, may present with increased volume of 
secretions, “Laura” may struggle to clear her secretions when unwell, consider NaCl 0.9% via nebuliser. 
She may have a cough, runny nose, with or without increased WOB and/or fever. Family have suction 
available to them at home.  
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Plan when unwell: Please consider the aspiration risk as part of routine respiratory assessment. She has 
declined rapidly in the past with relation to aspiration resulting from severe cyclical vomiting.  

2. SEIZURES  

Family may call with concerns about seizures  
Underlying seizure disorder: RETT Syndrome  
Known seizure type: Generalised tonic/clonic  
Triggers: When unwell, poor absorption of preventative medications.  
Usual duration: <5min  
Baseline GCS: 11  

Please see Symptom Management Plan from Palliative Care in EPIC 25/09/20  

When to call Ambulance Victoria 
For seizures lasting > 5 minutes or seizures with respiratory compromise:  
- Call ambulance AND  
- Give 5mg of Midazolam  

3. VOMITING  

“Laura” is at risk of gut dystonia and subsequent failure, which is distinguished by feed intolerance with 
nausea and vomiting, abdominal pain and signs of generalised discomfort.  Vomiting may result in 
aspiration of gastric contents.  
Please see Symptom Management Plan from Palliative Care in EPIC 25/09/20  

4. CONSTIPATION  

Family may call about issues with constipation.  
Regular aperients: 1/2 scoop to 1 scoop per day osmolax 
PRN aperients: Lactulose  

5. PAIN/DYSTONIA  

Family may call with increasing pain or dystonia  
“Laura’ shows pain with grimacing, moaning, facial flushing, and dystonic movements, crying is a sign of 
very severe pain.  
Please see Symptom Management Plan from Palliative Care in EPIC 25/09/20  

6. SLEEP DISTURBANCE/AGITATION  

Please see Symptom Management Plan from Palliative Care in EPIC 25/09/20  

 6.  PEJ  

Type: Low-profile Gastrojejunal Tube (GJ) LLQ  
Size: 16 Fr, 2.5cm, 45cm  
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Last changed: 26.03.2020  
Balloon volume: 8mls - Parents can check balloon  

 

In the event of dislodgement: “Laura” does not tolerate PEG or NG feeds.  
Assess urgency of replacement ie - when was last feed. The interventional radiologist is responsible for 
replacing the tube and will be able to advise when this will be completed. If after hours will need to 
present to ED. She requires a GA for PEG/J change.  
The ED doctor or admitting team need to add the panel to EMR  
Once in ED or an inpatient the gastro team is responsible for sourcing the tube and liaising with 
interventional radiology to deliver it to theatre.  

...........................................................................................................................................................  

OTHER INFORMATION  

Equipment available in the home: Suction, oxygen concentrator, infinity feed pump, nebuliser  

Well known to:  

Paediatrican: Dr A 
Neurodevelopment and Disability: Dr B 
RCH and Local Palliative Care teams 

Pall Care Symptom management plan – 
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Symptom: Gut failure 

Current management for nausea & vomiting 
Dexamethasone (4mg) 1 tablet via PEJ up to two times per day as required 
Metoclopramide (10mg) 1 tablet via PEJ up to three times per day as required 
Cyclizine (50mg) 1 tablet via PEJ up to three times per day as required 

 Stop other enteral medication/feeds 

 If not controlled or concerned about nausea, vomiting or if “Laura” is in 
distress: 
Please call 000 and local palliative care team 
NB. Local Pall Care team are unable to attend urgently and may take > 1 hour to 
attend. 



 
 

 
38 BUTLER 

 

Symptom: Pain 

Current management 
Clonidine (150mcg) give 2 tablets via the PEJ after dinner 
Clonidine (100mcg) give 2 tablets via the PEJ at night 
Gabapentin (300mg) give 1 tablet via the PEG in the morning and at midday and 2 
tablets at night 

If not controlled 
Step 1: Oxycodone (OxyNORM 1mg/mL) give 5mL to 7.5mL via the PEG up to 
every 6 hours if needed  

Step 2: Clonidine (150mcg) given 1 tablet via the PEJ as one dose each day if 
needed. 

If still not controlled: 
Contact Local Pall Care team 

 

Symptom: Sleep disturbance/agitation 

Current management 
Melatonin (6mg/mL) give 0.5mL via the PEJ at night 
Diazepam (1mg/1mL) give 2.5ml via the PEJ up to four times per day if needed  

If not controlled 
Contact Local Palliative Care for advice 

  

Symptom: Seizures  

Current management 
Levetiracetam (Keppra 100mg/mL) 6mL via PEJ twice a day 
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 If not controlled 
Clonazepam (2mg) 1 tablet via PEJ every 6-8 hours as needed 
The tablet is replacing the liquid form for clonazepam but we are uncertain how 
much of the liquid “Laura” was actually receiving. 
If the 1 tablet does not settle “Laura” after 60minutes, we would suggest giving 
another 1/2 tablet (1mg) via PEJ and to call Palliative care  to let them know. The 
dose of clonazepam tablet might need to be increased further. 

 If Laura is requiring two or more doses of clonazepam in 24 hours, we might 
suggest increasing her regular levetiracetam. Please call X Palliative Care for advice 

  

Symptom: Dystonia 

Current management 
Baclofen (25mg) 1 tablet via PEJ four times per day 
Gabapentin (300mg) 1 tablet via PEG in the morning and at midday and 2 tablets at 
night 
Clonidine (150mcg) give 2 tablets via the PEJ after dinner 
Clonidine (100mcg) give 2 tablets via the PEJ at night 

If not controlled 
Diazepam (1mg/1mL) give 2.5mL via the PEJ up to four times per day if needed for 
muscle spasms   

Non-medical strategies that “Laura” finds helpful: 
Position changes 
Massage 
Distraction, i.e. going outside or watching movies  

If still not controlled please call the Palliative Care Team 

 



 
 

Appendix 4: Patient Review Template 

6 month review/changing care needs: Choose an item. 

Patient summary: 5 sentence – 
Eg. John is a 6 year old boy with lissencephaly with GMFCS V equivalent motor disability. John’s main medical issues in the past 6 

months are drug refractory seizures, vomiting and recurrent aspiration pneumonia. John is awaiting a fundoplication. 

  
CC HUB equipment: 
ECP updated: 
SPPT: 
  

  

Caregiver: (Mother/Father/Other):  
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Last 6 months Clinical 

Admissions:   

Clinics:   

ED presentations:   

Major events:   

Clinical advice:   

Previous 6 month 
Review goals: 

 

Last 6 months Psychosocial Choose an item. 
Dropdown options: 

Tier 1 SW, Tier 2 SW allocated, Tier 2 SW not allocated, Tier 3 SW allocated, Tier 3 SW not allocated 
 

Psychosocial summary - 

VSK or other community supports Yes/No 

IHHS – Yes/No, Hours being used 

NDIS – Yes/No, Plan review date, Respite, consumables funded 

Forms – Completed Yes/No (Family risk assessment, Social contract etc) 

DASS  

Yes/No – If no, details as to why  



 
 
 

Caregiver: (Mother/Father/Other) 
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DASS Totals   Profile Result 

Depression:      

Anxiety:      

Stress:     

Aims for the Team and Family – Focus on the “F” words 
Function, Family, Fitness, Fun, Friends and Future 

Medical case manager   

CNC   

Social work   

Allied health 
(SP, Dietician, OT, PT) 

  

Family   

Latest Eligibility Scoring: Y or N 

Complexity   

Chronicity   

Instability   

Functional Limitation   

Intensity   

Fragility   

Level of Support: Critical Care needs 

Respiratory   

Nutrition   

Neurology   

Skin   
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Psychology   

Additional Care Needs 

Medication   

Communication   

Mobility   

Continence/renal   

Complexity factors 

Language   

Carer Health   

Housing/isolation/carers   

Adverse life events   

Totals   

Review outcome for next 6 months 

Eligibility  

HIS hours  

Consumables  

Agreed Plans Action/by whom Timeline 

1.    ·   

2.     ·   

3.     ·   
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