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To the Parliamentary Inquiry Committee, 

 

As a family we have experienced the disability sector first‐hand. Two of our three children have significant 

life‐long disabilities, and as a result of this experience we provided paediatric palliative care and complex 

medical care management to our profoundly disabled daughter, who passed away in May 2011. 

We acknowledge  the differences  that exist between  the disability and palliative  care paradigms, but we 

also  acknowledge  the  cross  over  that  is  intrinsically  linked  for  many  children  with  complex  medical 

conditions. 

It is our hope that by sharing our personal experiences and recommendations, we can contribute towards 

highlighting the need for continued change within the paediatric palliative care and disability landscapes in 

Queensland.  

 

Yours Sincerely, 

 

Fiona Engwirda
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    H (8) diagnosed Autistic 

    K 9.12.08 – 21.5.11 
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Terms of Reference 

That the Health and Community Services Committee inquire into and report on Queensland's chronic, frail 
and palliative care services.  

That, in undertaking this inquiry, the committee should consider:  

 the capacity and future needs of these services (including children and adolescents palliative care)  

 the effectiveness, efficiency and adequacy of palliative, frail and chronic care services  

 examine opportunities for reforms to improve collaboration and cooperation between chronic, 

disability and   other health services, and  

 Consideration of segmenting the current Home and Community Service system based on age of the 

client,   needs of the client, their carer and the providers. 

WHO Definition of Palliative Care (Adult) 

Palliative  care  is  an  approach  that  improves  the  quality  of  life  of  patients  and  their  families  facing  the 
problem associated with life‐threatening illness, through the prevention and relief of suffering by means of 
early  identification  and  impeccable  assessment  and  treatment  of  pain  and  other  problems,  physical, 
psychosocial and spiritual. Palliative care: 

 provides relief from pain and other distressing symptoms; 
 affirms life and regards dying as a normal process; 
 intends neither to hasten or postpone death; 
 integrates the psychological and spiritual aspects of patient care; 
 offers a support system to help patients live as actively as possible until death; 
 offers a support system to help the family cope during the patients illness and in their own 

bereavement; 
 uses a team approach to address the needs of patients and their families, including bereavement 

counselling, if indicated; 
 will enhance quality of life, and may also positively influence the course of illness; 
 is applicable early in the course of illness, in conjunction with other therapies that are intended to 

prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to 
better understand and manage distressing clinical complications. 

 

 

 

 

 

 

 

 



6 
 

Summary of Experience: Paediatric Palliative Care  

The Diagnosis of Disability: 

Prior  to K s birth,  it was evident  from  the 19 week scan  that she suffered a congenital cardiac defect 
known as Tetralogy of Fallow, a rare condition that is the most common form of cyanotic congenital heart 
disease. The cause of most congenital heart defects is unknown; however patients with Tetralogy of Fallow 
are more  likely  to also have other congenital defects. At birth  the cardiologists believed  that K would 
develop  typically  but would  require  open  heart  surgical  repair  of  her  heart  defect.  Her  genetic  profile 
proved  to  show  no  abnormalities  that  could  be  identified  at  the  time  her  prognosis  looked  relatively 
positive.  

Unfortunately this was not the case, as at 12 weeks of age K developed seizures and was diagnosed with 
microcephaly which means  small head  and brain  –  as  a  result  she  suffered  severe  epilepsy,  respiratory 
difficulties  and  regular  episodes  of  apnoea, where  she would  stop  breathing.  She  also  had  difficulties 
feeding and maintaining weight and required nasogastric tube feeding with a continuous flow care pump, 
as well as continuous oxygen.  

Impact of Care Requirements: 

Due to K ’s complex medical requirements she required  intensive 24 hour care, which was provided by 
my husband and I with no outside nursing help and minimal respite funding. The first 18 months of K s 
life was spent bouncing in and out, but mostly in hospital. A significant focus during this time was given not 
only  to her healthcare  and  stabilisation but  to my  education.  I  spent many hours during  those hospital 
admissions  in  addition  to  caring  for  K   learning  how  to  medically  manage  her  care.  This  involved 
becoming competent in insertion of Nasogastric Tubes, providing oxygen therapy, providing relevant heart 
rate and oxygen saturation monitoring, trialling feed types and rates of administration through a flowcare 
feed pump, managing seizures, medication regimes, faecal management and use of enema’s, and later the 
management of a port‐o‐cath. 

These care requirements had a profound and devastating impact on our family. 

Due  to  the nature of K s condition, she was quite unstable and required hospitalisation  for  treatment 
almost weekly. The precarious balance between home life and hospital management of a baby so complex 
was extremely difficult, our other children were experiencing much hardship, particularly H (due to 
his Autism) who  found  it difficult  to cope with  the  frequent and quick household changes  that occurred 
without warning.  In order  to manage  life at home  for K s  siblings,  (J  and H ) my husband 
(who  has  runs  a  small  business  in  Building  Design)  relocated  his  office  to  home  so  he  could  provide 
continuity  of  care  to  our  boys  whilst  I managed  K ,  including  her  admissions  and  24  hour  nursing 
requirements.  This move  (coupled with  the GFC) has had  a profound  impact on  the business’  ability  to 
continue to earn income, and we suffered significant financial hardship. (see financial impact section) 

At  this  time we were not  registered with DSQ  (Disability Services Queensland) nor did we have, or were 
aware of  respite  funding, what  it was, or how we could access  it. The hospital system did not distribute 
information about respite or make an attempt to link us with any service until K was 6 months of age – 
we were  granted  emergency  funding  by DSQ  as  I  presented  (in  tears)  to  a  local DSQ  office,  obviously 
stressed, exhausted and overwhelmed with the situation we found ourselves in. 

It was  through my own  research and  talking  to other parents  that  I became aware of HACC  (Home and 
Community Care) funding and located a service directory (after many hours of internet searching) online. I 
proceeded  to  ring every  service provider  in our  local area,  in order  to  see  if  they  could provide us with 
funding  for  respite – after days of phone  calls.  I had 3  service providers  lined up  for  interviews, after a 



7 
 

lengthy and exhaustive process, these interviews translated into a total of 16 hours of in‐home assistance 
per week. Not even 1 night per week.  I proceeded to  fill  in the 70 page application  form  for Centrelink’s 
disability funding in my spare time. The paperwork and process driven system of obtaining funding on top 
of the emotional and physical demands of caring were relentless.  

Palliation: 

The doctors couldn’t find a reason why K had so many medical problems –  it  is thought that she has a 

syndrome so rare it could not yet be identified by genetics. K spent 40 weeks and most of the first year 

of  her  life,  in  hospital  –  K underwent  countless  operations  including  Open  Heart  Surgery  (aged  9 

months). It became evident at 12 months that her heart could not be repaired further and that she had a 

Pulmonary Stenosis (Stenosis occurs when the valve cannot open wide enough allowing less blood to flow 

to the  lungs) and a remaining Ventricle Septal Defect (many holes  in the wall that separates the right and 

left ventricles of the heart), both defects could not be surgically repaired. 

On her first birthday we were told that unfortunately K s heart anatomy was unable to be fully repaired 

– sadly she was deemed “palliative” and referred to another hospital for palliative care in January 2010. The 

doctors were uncertain how long her heart would keep working for – her big brothers J and H

understood  that  their  sister K would not grow up  to be big  like  them, a huge  realisation  for boys  so 

young. 

Our daughter  (K ) experienced care across 2 major children’s hospitals  in Brisbane. This was a difficult 
experience  for  the  logistical medical management  as  different  hospitals  specialise  in  different medical 
conditions.  

The next 15 months K was  lucky to spend mostly at home – with many regular appointments at both 

hospitals with different specialist teams. Little in‐home support or respite was offered to us and despite the 

fatigue Mark and  I  cherished each day and provided  full‐time  care  to K 24 hours, 7 days a week. As 

parents  we  devoted  much  time  to  sourcing  funding  for  various  medical  equipment  and  respite  – 

negotiating a difficult system with limited support. Respite was limited and all funding only available only to 

be used  in  the home. We never got a  full night’s  sleep  ‐  this was a  tough gig – one which we endured 

because of devotion – and out of pure love for K   

In a bid to provide our family with respite options, RCH‘s Paediatric Palliative Care Service referred us to a 

facility  in  Sydney  that  provides  end  of  life  care  to  children  at  no  cost  to  families.  Funds were  sourced 

(approx $600) via Xavier Children’s Support Network as part of their HACC  funding  for  family “breakaway 

packages” to contribute towards our airfares. 

In  2010 we  travelled  interstate  to NSW  to  visit Bear Cottage  a purpose built  facility  that  could  provide 

appropriate paediatric  care  for  children  like K who were  required  specialist palliative  care  ‐while our 

family enjoyed some much needed respite. We valued this experience and the full nights of sleep that came 

with it.  

Events surrounding K ’s end of life: 

In 2011 we returned for another much needed respite break, as no such facility existed in QLD. Little did we 

know  that on  this holiday we would  experience  firsthand  the  grace with which  end of  life  care  can  be 

provided. 
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Unexpectedly and tragically whilst on holiday on 21st May 2011, K suffered sudden cardiac arrest. Luckily 

we  were  surrounded  by  the  beautiful  staff  and  surroundings  of  a  place  that  specialised  in  Paediatric 

Palliative Care. 

How different it would have been if K had died in her home state of Qld? 

Qld has no such paediatric palliative care facilities, the options for your child are to either die  in hospital 

and not be guaranteed of a private setting, or die at home. Neither of these options were appealing to us 

for differing reasons.  

Bear Cottage (in NSW) has trained staff and purpose built facilities that cater to children and their families 

when a child dies and also when they are experiencing  long term palliative care. Whilst K ’s death was 

sudden and somewhat unexpected, the staff showed professionalism, care and compassion. The facilities 

allowed  us  to  have  K located  posthumously  in  a  ‘cool  room’  which  was  decorated  and  furnished 

beautifully  like  a  child’s  bedroom. As we  had  to  organise  funeral  directors  and make  arrangements  for 

repatriation, K was kept here for just under 3 days. This gave our family valuable time to do, and say all 

that we needed to, and was a valuable start to our grieving process. On the day that the funeral director 

came to take K , Mark and I, lovingly tucked her into her small white coffin with only the gentle touch of 

love that parents can give. This was an opportunity not afforded to many and one for which I am forever 

grateful.  

K chose to close her eyes for the last time in the knowledge that her and her family were in the best of 

care. Having this experience has made the journey of loosing K that little bit easier for both Mark and I 

and our boys  J and H  Our hope  is  that Queensland  families have  the opportunity  to choose 

care like this if they desire. 

Financial Impacts: 

Due  to  the care requirements, my husband Mark needed  to relocate our small Building Designs business 

office to the home, in order to provide continuity of care to our other children. This move not only cost us 

financially,  but  also  put  the  business  in  a  position  of  being  outside  the  marketplace,  which  has  had 

implications for the propensity to earn income. 

In addition, I was forced to close down my small business as a music teacher in order to become a full time 

carer to K  Whilst we did receive carer allowance payment, this is in no way subsidised the cost of caring 

for K  our loss of income or even covered her weekly medication costs. 

Example/ breakdown of expenditure: 

In the final year of K s life, our private health fund (Teachers Union Health) paid out $189K toward the 

costs of hospitalisation, therapy, medication and the other related costs. 

Our personal out of pocket cost was $30K, which was paid for after tax dollars, and only 10% was rebated 

under Medicare. 

These costs were for services such as: 

Specialist doctors GAPs 

Speech Therapy/Occupational Therapy/Physiotherapy  
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Specialised Sleeping Support 
System 

Purpose made by Royal Children’s 
Hospital Rehabilitation Department. 

Royal Children’s Hospital – Palliative 
Care Team Dr Anthony Herbert 

Tumbleform Seating System  Xavier Children’s Support Network 
(equipment loan pool)  

Occupational Therapist 
Xavier Children’s Support Network 

Oxygen and Heart Rate Monitor  Private Purchase = $1200  Self Sourced due to unavailability  

Apnoea Monitor (first 12 months)  Mater Children’s Hospital  Mater Children’s Hospital ‐ 
Cardiologist 

Wheelchair = $11K  Partially funded by: 
Disability Services Qld 
Commonwealth Care Respite Services 
FSG Australia (emergency funding) 
Parent Contributions $3K 

Supported by Disability Services Qld 
& Xavier Children’s Support Network 
Occupational Therapist referred. 
 

  

Sibling Support Services: 

Our eldest boy J was lucky to access a sibling support program run once a month by Xavier Children’s 

Support Network. He was happy to attend this program and looked forward to the regular interaction with 

other siblings and was supported by this process. 

Unfortunately when K died, we were told (due to funding restrictions) J was no  longer eligible to 

attend this service, as K was no longer a client due to her death. Despite approaching the service to offer 

to provide a user pays contribution option we were unable to secure his attendance. Unfortunately when 

J most  needed  support  it was  not  available  to  him.  In  Queensland,  child  grief  and  bereavement 

services are not readily available  in the community. As an example of service  inequity,  if K had died of 

cancer, J would be able to access support and counselling through the Red Kite organisation. No such 

options are available to non‐oncology patient siblings. 

After 9 months of searching for an appropriate service provider who specialises in paediatric grief and loss, 

we have found a service, thus we continue to pay privately for his weekly 1:1 sessions. To date we have not 

been able to  locate an appropriate group peer sibling program that can assist our boys in adjusting to the 

loss of their sister or addressing the issues that having a disabled sibling brings. 

J unfortunately is the eldest of two siblings with a disability, not only has he experienced more of life’s 

hardships than most of his peers; he experiences daily what  it  is  like to have siblings with a disability. He 

will  one  day  become  his  brother’s  carer.  Evidence  based  research  noted  in  the  report  detailed  below, 

suggests these siblings are ‘at risk’ and that early intervention and support is critical for siblings. 

1 “Inspite of the obvious need, siblings continue to be overlooked and services remain inadequate. At an 

immediate level, siblings are not good advocated for themselves; they are rarely ‘a squeaky wheel’, as they 

often feel guilty or disloyal if they discuss their concerns. Of course, parents are often so stretched 

emotionally and physically that it is difficult for them to always address the issues or advocate for more 

sibling support. However there are a number of systemic gaps that contribute significantly to the 

inadequacy of services for siblings.” 

 

                                                            
1 The Royal Australian and New Zealand College of Psychiatrists, October 2011  

 Addressing the needs of siblings of children with disability or chronic illness.  
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Bereavement Support Services: 

Grief and  loss  following  the death of a child  is significant and a very difficult experience  for  families and 

couples, exacerbating the usual stress on marriage and families. In our experience, no free counselling has 

been offered by any  services providers.   Very  few  service providers are experienced  in assisting parents 

with the grief and loss of their child. 

Until recently in Brisbane, there were no services that provided support by trained professionals to grieving 

parents (the previous service closed due to funding cutbacks). Royal Children’s Hospital is currently running 

a  pilot  program which  provides  a monthly  opportunity  for  couples  to  engage  in  discussion  about  their 

experiences of grief and loss with other couples. Interestingly, many more females than males attend and 

the opportunity for private couple therapy does not currently exist. However in another example of service 

inequity, if we were experiencing the loss of a child due to cancer, we could access counselling. Due to the 

financial hardship we are experiencing we are not attending regular private 1:1 counselling sessions. 

Recently with assistance of fundraising money, my husband and I had the opportunity to go to Sydney and 

return  to Bear Cottage where K died. Bear Cottage utilises a  fantastic bereavement model and host a 

‘Back to Bear Cottage BBQ’ for families experiencing the grief and loss of a child. We felt it was imperative 

to go and  the experience was both healing and worthwhile. Grief  is not something you can quantify and 

just ‘get over’ ‐ it is an ongoing and difficult process.  

Paediatric palliative care is about supporting families during and after the patient/child has died. As a family 

we felt abandoned by service providers, as those who did support us could no longer afford to continue to 

support us during the bereavement phase post death, as funding dollars are scarce and many children wait 

for such services. Service providers are forced to put their funding where the perceived need  is greatest, 

with little thought to the long lasting effects a child’s death has on a family. 

Response to the following Terms of Reference: 

It should be noted that there is a distinct difference and differentiation by the WHO definition of Paediatric 
Palliative Care.  As it is recognised on a world platform as separate to the definition of Adult Palliative Care, 
I will include the WHO definition of Palliative Care for children and refer to this in my response to the Terms 
of  Reference.  It  is  important  to  note  the  differences  within  the  definition  and  the  importance  and 
subsequent implications for consumers and service providers within the Paediatric Palliative Care sector. 

WHO Definition of Palliative Care for Children 

Palliative care for children represents a special, albeit closely related field to adult palliative care. WHO’s 
definition of palliative care appropriate for children and their families is as follows; the principles apply to 
other paediatric chronic disorders (WHO; 1998a): 

 Palliative care for children is the active total care of the child's body, mind and spirit, and also 
involves giving support to the family. It begins when illness is diagnosed, and continues 
regardless of whether or not a child receives treatment directed at the disease. 

 Health providers must evaluate and alleviate a child's physical, psychological, and social distress. 

 Effective palliative care requires a broad multidisciplinary approach that includes the family and 
makes use of available community resources; it can be successfully implemented even if resources 
are limited. 

 It can be provided in tertiary care facilities, in community health centres and even in children's 
homes. 
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In consideration of the WHO definition of Paediatric Palliative Care I will examine how they correlate to the 

Inquiry Terms of Reference in relation to my experience as a consumer of Paediatric Palliative Care. 

1. The capacity and future needs of these services (including children and adolescents 
palliative care)  

Currently there is only one state wide specialist paediatric palliative care service. Two children’s hospitals 

service the paediatric needs of children in Queensland.  

The lack of centralised paediatric palliative care services means that families with children whom have 

many complex medical issues are required to split care between facilities which makes medical 

management very difficult.  

“Palliative care for children is the active total care of the child's body, mind and spirit, and also involves 
giving support to the family.” (WHO; 1998a) 

 Equity issues for accessing support services – accessing support services and the success of, 

largely depends on the ability of the parent to advocate and their level of education, cultural 

heritage 

 Support services are more readily available for non oncology patients. 

 Lack of access to appropriate respite facilities = no equitable option for care due to the fact that 

Queensland has no paediatric respite facility or children’s hospice. 

 Lack of appropriate children and adolescent support services for Grief and Loss, and limited 

services only available for couples, families and siblings. 

 Siblings and families do not appear to be considered a priority in the equation of palliative care 

service provision and receive little or no funding as a consequence. 

 

Recommendations: 

 

 Increase funding to the current state wide specialist paediatric service to provide specialist 

representation in both children’s hospitals – and increased service provision and access for rural 

and remote areas. 

 Provide funding for training opportunities to educate parents about the system and their advocacy 

rights. This must be offered at the point of diagnosis to ensure early intervention for families 

learning to negotiate care and advocacy in the early stages. 

 Ensure equitable distribution of funding for both oncology and non oncology services, taking into 

account the monies allocated and generated by high profile charities such as cancer. 

 Address the inequitable of options for respite and end of life choices, by funding a paediatric 

respite facility which specialises in end of life care. 

 Acknowledge that siblings and families are a valuable part of paediatric palliative care and require 

increase support. Provide funding for increased support services for grief and loss issues for 

couples, families and siblings. 

 

2.  The effectiveness, efficiency and adequacy of palliative, frail and chronic care 
services 

Issues surrounding respite services for paediatric patients/high care disability with life limiting illness: 
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“It can be provided in tertiary care facilities, in community health centres and even in children's homes.” 
(WHO; 1998a) 

 no children’s respite facility in QLD 

 no children’s hospice in QLD 

 difficulties accessing sufficient in home support via HACC 

 strain on families to provide 24/7 care 

 implications of more lengthy time frames for paediatric palliative care = carer fatigue  

 

Recommendations:  

 

 Provide initial funding to build a children’s hospice in Queensland. Ensure sustainability of that 

service by providing a commitment to ongoing annual funding. 

 Acknowledge the difference that lengthy time frames of paediatric palliative care have on families. 

Address the difficulties and lack of transparency in accessing respite funding from services such 

HACC. 

 Address carer fatigue by providing a significant increase to the number of respite hours that are 

available to families providing 24/7 care to medically complex children in palliative care. 

 

Continuity and dissemination of critical information: 

“Health providers must evaluate and alleviate a child's physical, psychological, and social distress.” (WHO; 

1998a) 

 The sector demonstrates a lack of integration of services delivery.  There is generally a lack of 

communication between both government and non‐government service providers which translates 

to inconsistent information distribution and ignorance. In practical terms families often miss out on 

important information that may be crucial to assisting them and their needs.   

 Critical information about the availability of services and referral to such services are often 

overlooked.  

 Lack of consistent dissemination of information regarding entitlements and services for carers. 

 This critical ‘pathway’ of information sharing for families such as ours, are paramount to link 

families from long term hospitalisation  into care in the home/community. 

 Families are put ‘at risk’ if this pathway is not rectified. 

 

Recommendations:  

 

 Provide funding for implementation of programs which explore communication and information 

sharing with service providers, in both government and non‐government organisations. 

 Identify the pathway from which families get information about services and referrals at the point 

of diagnosis.  

 Devise a cohesive strategy that ensures families receive all the relevant information about disability 

and palliation. For use in hospital and by community organisations distributed by medical 

professionals, social workers, government and non‐government departments ‐ ensuring provision 

of this valuable information with continuity. 
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 3. Examine opportunities for reforms to improve collaboration and cooperation 
between chronic, disability and other health services,  

Children and adolescents; 

Many  children  experiencing  life  limiting  illness/palliative  care  require  intensive  treatment  and  care  for 

many years. It is not simply a diagnosis that lasts three months. This significantly impacts families in many 

ways; 

“It begins when illness is diagnosed, and continues regardless of whether or not a child receives treatment 

directed at the disease.” (WHO; 1998a) 

Financial Impact on families; 

 Inability for carer providing 24/7 care to remain in workforce. 

 Impacts on family income, due to being reduced to a single income. 

 Further financial impact to the self employed or small business owners. 

 Those with private health insurance are not benefited in the health system when it comes to 

complex care arrangement of disabled patient/often disadvantaged financially to cover out of 

pocket gap etc 

 Our private health fund paid out $189K the last year of K s life. 

 Our out of pocket cost that year was $30K ‐ this was paid with “after tax dollars”... and only 10% is 

rebated under Medicare.  

 Inability/difficulties to access funding for equipment, often experienced lengthy wait times – stress 

of negotiating Govt Dept such as Disability Services Queensland in addition to carer requirements. 

 

Recommendations: 

 

 A review of the current % of Medicare Tax Rebate – families whom are providing such care should 

not be financially disadvantaged to the degree that they currently are.  

 If a family is providing palliative care to a child, expenses relating to this care should be claimable 

with “before tax dollars”.  

 Increased financial support to small business owners experiencing hardship due to the care 

requirements of caring for a family member in palliative care. 

 Financial remuneration or cash payment to carers whom exit the workforce in order to provide 

24/7 care to their child who is experiencing palliative care. 

 Revise the process of provision of funding and equipment to ensure that those experiencing 

palliative care are given both as a matter of priority. 

 

4. and consideration of segmenting the current Home and Community Service system 
based on age of the client, needs of the client, their carer and the providers. 

Respite Availability and Funding: 

Implications for the lengthy time frame of children being in palliative care has far reaching impacts on need 

for respite on families, due to carer fatigue and carer burnout. 
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“Effective palliative care requires a broad multidisciplinary approach that includes the family and makes use 
of available community resources; it can be successfully implemented even if resources are limited.” (WHO; 
1998a) 

In our experience as carers  the  lengthy assessments processes and waiting periods, has meant  that only 
HACC services were able to meet the ‘gap’ in our respite needs.  After much advocacy when K was alive 
(due to complex system demands on DSQ funding) we were only able to substitute support/respite hours 
through HACC funded service providers – had this not have occurred, the repercussions would have been 
catastrophic for our family.   

Today with our middle child, H (9 months after re‐assessment) ‐ we are still waiting for allocation of 
respite  hours  from  DSQ  (which  I  doubt  due  to  complex  system  demands  of  DSQ  funding  will  be 
forthcoming) – HACC funding is currently still providing the gap services.  As a HACC consumer and parent I 
am concerned  that  the current changes will  limit  the availability of hours available  to  families and cause 
many families like mine to experience further stress and fatigue due to lack of support due to funding cut 
backs.  

Whilst  I  acknowledge  there  is  a plan  to  continue  a  similar  financial  commitment  to  the newly  renamed 
‘Community Care’  (HACC) dept  for a period of  three years.  It would concern me  that with  the  increased 
demands  of  all  departments  across  this  “funding  bucket”  that  eventually  the  funding  dollar  will  be 
stretched and families will continue to be under supported due to the lack of funding dollars. It is important 
to note  that current HACC  services are  the only  funds available,  flexible enough  to meet  families’ needs 
quickly on an ‘as needed’ basis. 

What will be done  to ensure  that  respite  funding  is easily  available  and  accessible  to  all  families  in  the 
community who are experiencing complex disability and palliation? 

 There is currently a lack of transparency of funding sources which contributes to difficulty for carers 

to locate relevant services. 

 More funding is required for an increase in respite hours for carers providing 24/7 care to their 

children in the home. 

 Clients/families need to be able to access in‐home nursing care for respite hours if/when required. 

 A specialised Paediatric Palliative Care Hospice is required to provide carers with the option of ‘out 

of home’ respite. 

 Flexibility of funding (need for a self directed funding model) is required in order to give families 

the equity and flexibility to use funding how they see the need. One model does not fit all. 

 Carers often have difficulty in sourcing and obtaining funding for much needed disability 

equipment, this is often a very lengthy process which is stressful when a child is palliative –the 

requirement of equipment is paramount to quality of life, absence of such equipment may be 

considered discriminatory.  

 

Recommendations:  

 

 Provide transparency articulating funding sources which will enable carers to locate relevant 

services more easily. 

 Implement more flexibility of funding with the inclusion of a self directed funding model for respite 

funding, which can be used by all service providers. 

 Build a children’s hospice in Queensland which is sustainably funded. 
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Executive Summary 

There is much emphasis in the community about the prevention of mental health problems. There is an 
understanding of the profound effect the early years have on a child‟s development and their longer term 
health and wellbeing. It is also recognised that there are economic benefits in intervening early so as to 
ensure young people who may be at risk are able to access relevant support services. 
 
Understandably, significant resources are spent on addressing the needs of children and adults with 
chronic conditions, both within families and in the community. However, research and anecdotal 
evidence supports the view that illness and disability affects the lives of all family members. In fact, there 
is reasonable consensus that siblings of children with chronic conditions are at risk for behavioural, 
mental and physical health problems.  The Royal Australian and New Zealand College of Psychiatrists‟ 
previous report, Prevention and early intervention of mental illness in infants, children and adolescents: 
Planning strategies for Australia and New Zealand highlighted siblings as a high risk group who should 
be considered for targeted prevention and early intervention programs, along with their brothers and 
sisters with chronic conditions.  In spite of this, the needs of siblings have been largely overlooked at 
both policy and service level. 
 
This report is an attempt to synthesise the current state of sibling support measures for children (0-18 
years) in Australia and New Zealand.  It discusses possible modes of intervention, and makes 
recommendations for future directions both in services and in advocating for the needs of siblings for 
these services. If left unaddressed, the challenges which siblings face can increase their risk of 
developing longer term mental health problems, at considerable cost to them, governments, and the 
community. However, in spite of considerable lobbying over a number of years, there remains a lack of 
coordinated activities and national action to support this group of at risk children.   
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1. About the RANZCP 

The Royal Australian and New Zealand College of Psychiatrists (RANZCP) is the principal organisation 
representing the medical specialty of psychiatry in Australia and New Zealand and has responsibility for 
the training, examining and awarding the qualification of Fellowship to medical practitioners. There are 
approximately 3000 Fellows of the RANZCP who account for approximately eighty-five per cent of all 
practicing psychiatrists in Australia and over fifty per cent of psychiatrists in New Zealand. 
 
Through its various structures, the RANZCP accredits training programs and administers the 
examination process for qualification as a consultant psychiatrist; supports continuing medical education 
activities at a regional level; holds an annual scientific congress and various sectional conferences 
throughout the year; publishes a range of journals, statements and other policy documents; and liaises 
with government, allied professionals and community groups in the interests of psychiatrists, patients 
and the general community.  
 
 
This report has been developed by an expert reference group, convened by the Royal Australian and New Zealand 
College of Psychiatrists‟ Faculty of Child and Adolescent Psychiatry.  
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2. Introduction 

This Report, from the Royal Australian and New Zealand College of Psychiatrists Faculty of Child and 
Adolescent Psychiatry, is an attempt to synthesise the current state of sibling support measures for 
children (0-18 years) in Australia and New Zealand. The term, „siblings‟, refers to the brothers and sisters 
of children with a chronic condition. The term „chronic condition‟ refers to any developmental delay, 
disability or chronic illness, including mental illness.  
 
This paper outlines the experience of siblings, explores what is happening now in terms of sibling 
support, discusses possible modes of intervention, and makes recommendations for future directions 
both in services and in advocating for the needs of siblings for these services.  The siblings of children 
with disability may face a number of challenges which, if left unaddressed, can increase their risk of 
developing longer term mental health problems, at considerable cost to them, governments and the 
community. However, in spite of considerable lobbying over a number of years, there remains a lack of 
resources for coordinated activities and national action to support this group of at risk children. In order 
to address this, delegates were invited from a range of organisations to attend a roundtable discussion, 
convened by the Royal Australian and New Zealand College of Psychiatrists (RANZCP) Faculty of Child 
and Adolescent Psychiatry. The stated aim of this roundtable was: “to consider strategies that allow 
better mental and physical health outcomes for children (0 - 18 years) who have siblings with chronic 
conditions”.  A list of attendees can be found at appendix 3 of this report.   
 
The roundtable allowed key stakeholders from the health and disability sectors, and public and private 
providers, to meet to consider how to create a high-level commitment to the well-being of siblings, as 
well as discuss the priority areas that require addressing to meet the needs of siblings. Roundtable 
attendees considered current support and initiatives available, and identified gaps and challenges, with a 
view to mapping a strategy to better meet the needs of these children. It was agreed by attendees that 
there is need for a national and bi-national (Australia and New Zealand) effort to improve outcomes for 
siblings, and that a coordinated voice was necessary to raise community and government awareness of 
the roles and needs of siblings. 
 
In addition, the RANZCP‟s report, Prevention and early intervention of mental illness in infants, children 
and adolescents: Planning strategies for Australia and New Zealand (RANZCP, 2010), has highlighted 

siblings as a high risk group who should be considered for targeted prevention and early intervention 
programs, along with their brothers and sisters with chronic conditions. 
 
Whilst this paper focuses on siblings, effective interventions to support them will likely have positive 
impacts on the relationship between siblings, the social and emotional wellbeing of the child with a 
chronic condition, as well as whole family functioning. Although the paper focuses on children aged 0-18 
years; there is an emphasis on the early years, as a preventive approach has the potential to strengthen 
relationships over a lifetime. It is also acknowledged that the influence of chronic conditions on the family 
unit is not static and siblings will need to continually adapt to changes within the family system 
throughout the developmental stages of childhood and adolescence, therefore the need for prevention 
and early intervention is ongoing.  

3. Background  

There is much emphasis in the community about the prevention of mental health problems. There is an 
understanding of the profound effect the early years have on a child‟s development and their longer term 
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health and wellbeing. It is also recognised that there are economic benefits in intervening early so as to 
ensure young people who may be at risk are able to access relevant support services. 
 
There is currently a lack of data regarding the number of siblings of children with disability or chronic 
illness. Numbers have to be extrapolated from other data. For example, the 2003 census showed that 
there were over 200,000 young people under the age of 25 years with a severe or profound disability 
(ABS, 2009). Many more would have a chronic illness or mental illness. It is reasonable to assume that 
these children would, on average, have at least one sibling. 
 
Understandably, significant resources are spent on addressing the needs of children and adults with 
chronic conditions, both within families and in the community. However, research and anecdotal 
evidence supports the view that illness and disability affects the lives of all family members. In fact, there 
is reasonable consensus that siblings of children with chronic conditions are at risk for behavioural, 
mental and physical health problems (Williams et al., 2003; Hartling et al., 2010; Hogan et al., 2003).  In 
spite of this, the needs of siblings have been largely overlooked at both policy and service level. 
 

4. The sibling experience 

Many siblings will face challenges, but ultimately grow from the experience (for example, developing 
greater compassion and tolerance, more understanding of differences, maturity and useful life skills) or 
be seemingly largely unaffected. Others, however, will be affected detrimentally – overburdened and 
under-nurtured. Siblings may have increased internalising and externalising problem behaviour, feelings 
of loneliness, and peer problems (Meadan, Stoner & Angell, 2010; O‟Brien, Duffy & Nichol, 2009; 
Williams, 1997). 

 
Siblings may experience a number of direct stressors due to the needs or behaviour of the child with 
disability. But more significant might be internal family stressors (parent stress, socio-economic status, 
family functioning, and increased care-giving) (Dyke, Mulroy & Leonard, 2009), as well as external 
stressors such as peer or community attitudes. It is important to note that these possible stressors will 
change over a lifetime, but here we will focus on children. 

 
Identifying the nature of the impact of these stressors on siblings is complex. Again, there are many 
variables. An individual‟s and family‟s coping skills and resilience, a sibling‟s age, birth order and 
personality, along with the external resources available, will all help to determine the impact. 
 

4.1 Family stresses 
A family with a child who has a chronic condition is exposed to a significant and long term stressor 
(Fisman, Wolf, Ellison & Freeman, 2000: Berge & Patterson, 2004). Conditions that involve behavioural 
problems or disturbed sleep patterns are more likely to contribute to family stress and social isolation 
(Ross & Cuskelly, 2006; Petalas, Hastings, Nash, Lloyd & Downey, 2009; Dyke et al., 2009). All 
relationships in the family are likely to be affected – parent to parent (e.g. marital stress), sibling to 
sibling (e.g. sibling rivalry/alliances) and parent to child (e.g. needs of child with disability prioritised over 
siblings). Thus sibling‟s adaptation and coping cannot be considered without reference to the wider 
family context in which they are embedded. 
 
4.1.1 Parent issues 

A recent Australian Institute of Family Studies (AIFS) report found that parents of children with disabilities 
have significantly decreased mental health and vitality and higher rates of depression than the general 
population (Edwards et al., 2008). 
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As one sibling says, I felt completely isolated. I thought I couldn‟t share any of that part of my life with my 
friends. They didn‟t understand and I felt alienated from them. Other kids never had the same 
responsibility (Strohm, 2002, P.19.). 

 
Without the opportunity to express their concerns and without support, these stresses can build up and, as 
mentioned, result in longer term problems.  

5. Current Sibling Services 

This section will briefly explore some of the services that are currently available to families of children 
with disability. The discussion will not include details of direct services for the child with disability. 
Unfortunately, due to a lack of resources, little evaluation has been carried out on the benefit of services 
for siblings. This will be discussed later in the paper. 
 

5.1 Siblings 
There are growing numbers of services designed to provide information, networking opportunities, and 
supports for siblings. In 2009, a Scoping Project of sibling services around Australia (Paior & Strohm, 
2009), found 90 organisations providing some kind of support, but most were sporadic and fairly limited 
due to funding restrictions. 
 
There are books and resources that have been written for siblings, to help them understand the disability 
and also gain ideas on how to manage the situation or their feelings. Some resources are condition 
specific, e.g., related to siblings of people with cancer (CanTeen) or mental illness (SANE). 
 
There are numbers of online services for siblings, including peer support forums, and increasing 
numbers of organisations around Australia and New Zealand provide support groups, workshops and/or 
camps for siblings. Sometimes they are condition specific.  
 
However, only a very small percentage of siblings will access support programs, and it is likely that many 
of the children who do will come from families which are reasonably well connected to their community. 
Other siblings, who do not gain support through these avenues, may come to the attention of their 
school or enter the health system, and perhaps access mainstream child mental health services which 
often have little understanding of sibling issues. These situations usually involve a child who is already 
showing symptoms of distress. There are little, if any, opportunities for interventions such as counselling 
which might prevent such outcomes. Whilst sibling issues are considered in some circumstances, in 
general, more awareness is needed across all sectors. 
 

5.2 Parents 
Parents are the most important source of support for their children. However, as mentioned, some 
parents may be too stretched to provide direct support to siblings, even though they may worry about 
their „other‟ children and the impact on them of growing up with a child with disability. Growing numbers 
of parent or disability focused organisations have branched out and now provide information to parents 
on how to support siblings. However, there is no quality assurance related to this information and whilst 
most is appropriate, some can be quite counter-productive. 
 
Parents might access a range of services, in relation to the disability, which may have indirect benefits to 
siblings. These might include web-based information about the management of the disability or forums to 
connect and share with other parents. Nearly $20 million has gone into the national program, MyTime, 
which provides support at a local level for parents to socialise and share ideas with other parents. Face-
to-face support groups are also provided by many organisations. Participation in these activities and use 
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of such resources can lessen feelings of isolation and provide important information about local services 
and supports.  
 
There are respite services available that vary from being focused as a „break‟ for parents to also 
providing other programs for parents e.g. workshops on stress management. Some organisations 
provide „couples respite‟ weekends which aim to nurture the parent relationship. Some activities include 
the whole family in time away together. Some respite allows siblings to have time alone with parents, 
which can have benefits for both the child and parents. However, in general, respite services are 
inadequate and, even when there is respite available, many families do not access it (Edwards et al., 
2008).  There is a need to explore the barriers to families accessing respite. 
 

6. Gaps in Sibling Support 

In spite of the obvious need, siblings continue to be overlooked and services remain inadequate.  At an 
immediate level, siblings are not good advocates for themselves; they arerarely „a squeaky wheel‟, as 
they often feel guilty or disloyal if they discuss their concerns. Of course, parents are often so stretched 
emotionally and physically that it is difficult for them to always address the issues or advocate for more 
sibling support. However there are a number of systemic gaps that contribute significantly to the 
inadequacy of services for siblings, including: 
 

6.1 Policy/Strategy 
First, siblings are not recognised as an important at risk group. They are not mentioned in any 
government policies or strategic directions, either in Australia or New Zealand, unlike in the UK, where 
they are specifically referred to within policy related to children with disability (The Children Act Guidance 
and Regulations, 1991). This legislation  is the framework for the support offered to children "in need", 
including those with disabilities. It emphasises that the child is part of their family. The guidance 
under the Children Act, which refers to children with disabilities, states that "the needs of brothers and 
sisters should not be overlooked, and they should be provided for as part of a package of services for 
the child with a disability". Siblings are provided for at the highest policy level which means that there is 
an expectation that they will be considered by agencies (Contact a Family, 2008). The most common 
type of support offered to sibling in the UK is a sibling peer support program. In addition, the UK report, 
Aiming High for Disabled Children: Better Support for Families, (HM Treasury and the Department for 

Education and Skills, 2007) often refers to the needs of siblings and stresses the importance of “focused, 
effective support early in life and at key transition points... which promotes emotional and social 
development for disabled children and their siblings, to help to improve outcomes for all”. 
 
Siblings are missing not only from State and Territory government policy but also from national strategic 
directions, which means it is easy for them to „fall through the cracks‟. In spite of submissions regarding 
sibling needs to major consultations, the reports from these inquiries have continued to largely overlook 
siblings. For example, the report, SHUT OUT: The Experience of People with Disabilities and their 
Families in Australia (The National People with Disabilities and Carer Council, 2009) does not mention 

siblings. There is much rhetoric about the experience and needs of „families‟ but in reality this is not 
matched by action. Too often the term „family‟ does not mean the „whole family‟; instead, in reality it only 
means parents.  
 
Also, there are many national strategies focused on vulnerable children in which siblings do not rate a 
mention. For example, the national Early Childhood Development Strategy „Investing in the Early Years‟ 

focuses on reducing social inequities through strengthening universal maternal, child and family health 
services and support for vulnerable children.  Similarly Australia‟s National Framework for Protecting 
Australia‟s Children recognises childhood disability as a risk factor for emotional and financial 
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disadvantage. Neither of these recognise that siblings are a group „at risk‟ for a range of mental and 
physical health problems. One hopeful sign was the inclusion of sibling issues in the submission to the 
National Disability Strategy by the Commissioners for Children and Young People around Australia.  

 
http://www.ccypcg.qld.gov.au/pdf/submissions/National-Disability-Strategy-submission.pdf  
 
However, the National Disability Strategy, despite this submission and others, does not include siblings. 
This is hard to comprehend when siblings are likely to have the longest relationship of any with the 
person with disability. 
 
The lack of policy/strategy in Australia and New Zealand means that no one government department 
takes responsibility for this group of children. Another complicating factor, which will not be discussed 
further here but needs to be included in future considerations, is that services for disability in Australia 
are split between the State and Federal governments.   Throughout, there is strong recognition of and 
commitment to the needs of „carers‟ – any family member who has an unpaid responsibility for a relative 
with a disability.  Yet, in practice, such a commitment often does not differentiate between the needs of 
different types of family members. As parents are usually the „primary carers‟, they often become the 
focus.  
 
The new COAG disability agreement between the States and the Federal government 
http://www.coag.gov.au/intergov agreements/federal financial relations/index.cfm (Schedule F) 
includes in its desired outcomes that “families and carers are well supported” and one of the agreed 
policy directions to achieve this is to “support the role of families and carers including strengthening their 
informal support networks”. NSW has made some attempt to address these outcome goals, through the 
Department of Ageing, Disabilities and Home Care (DADHC) Support Networks Program, but the reality, 
in most states, does not involve siblings. 
 
It is not only the lack of appropriate government policy regarding siblings that is of concern in Australia. 
Some policy directions related to disability and families in general may actually add to the stress or 
burden on siblings. Instead of a focus on families, regardless of individual caring roles, there is a growing 
focus on „carers‟ and „young carers‟, and siblings are starting to be included under the „young carer‟ 
umbrella.  If such models were to be adopted fully, then many family members who do not play a caring 
role will continue to be overlooked. Some siblings are performing significant caring roles, but many 
others do not play any extra caring role beyond the usual helping out that happens in all families. The 
AIFS study (Edwards, 2008) shows that siblings can be „at risk‟, regardless of whether they play any 
caring role. Importantly, many of the concerns of siblings are not related in any way to a caring role. In 
fact, if siblings do provide care, then that may be one of the more beneficial aspects of their experience. 
Other significant stresses may have a far greater impact and siblings need support to manage these. A 
sibling may feel isolated, be teased or need to deal with a myriad of issues which are not related to a 
„carer‟ role. If governments continue to use a „young carer‟ model, and do not focus any resources to 
specific sibling support, then it is likely that many siblings will continue to be overlooked in the future.  
 
Another cause for concern is the identity issues related to a „carer‟ or „young carer‟ model. Although for 
some, there is a sense of validation or recognition through the use of such terms, for many siblings, such 
a label can add to the sometimes unhealthy sense of responsibility they may already feel. It can add to 
their very narrow view of themselves as a helper or carer for others, subjugating their own needs in the 
process. This added burden of responsibility can be taken into adulthood. The submission by the 
Commissioners for Children and Young people, mentioned above, also shows concern about the use of 
the term „young carer‟ for siblings. 
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6.2 Data 
One of the big difficulties in designing and implementing both research and interventions is the lack of 
available data. Siblings are not routinely included in organisation databases or government data 
collection. Numbers and ages of siblings are usually only estimates. Better data would make it easier to 
access siblings to assess their concerns and needs, to define broader impact on the community, and to 
develop a framework for intervention. 
 

6.3 Assessment tools 
Identification and assessment of sibling needs, along with referral pathways, is critical in helping siblings 
obtain appropriate supports and services. A number of instruments have been developed to support 
assessment, when siblings do come into contact with services. However there is a lack of good quality 
and easy to use assessment tools. 

 
Some have suggested that it might mean that multiple measures, including sibling self-report and parent 
reports, are necessary to really assess sibling needs (Senner & Fish, 2010). One of the difficulties with 
self-reports is that siblings may be loathe to admit any difficult feelings for fear of upsetting parents or 
being disloyal to the child with disability and parents, (Waldren & Strohm, 2010). Often, siblings need 
permission to express the good and not so good things about being a sibling, which can only be 
provided in a safe environment and with specialist approaches. Without appropriate and effective 
assessment tools, there is a danger of missing many children who might appear to be managing well but 
who, in reality, are struggling with a range of issues. As a result, there needs to be caution in developing 
assessment tools. 

 
Also, there needs to be consideration given to universal versus targeted approaches. By targeting all 
siblings from a young age and enabling them to learn how to ask for help, recognise and manage a 
range of feelings, and connecting them with sources of support, there is more chance of strengthening a 
larger number of siblings, regardless of their situation. 
 

6.4 Workforce skills 
The Scoping Project, referred to above, highlighted the lack of understanding of sibling issues by 
relevant health, disability, education and community services. Workers stated that they needed more 
resources and skills training (Paior & Strohm, 2009). There have been some attempts to develop 
workforce training but, again, without resources, this has been limited. As mentioned, some local 
networks of workers have been formed to learn from each other, but there is much more work to be done 
in the area of workforce development. Whilst organisations may acknowledge the importance of sibling 
support they may not have the resources to train and provide staff to carry out interventions. The 
Scoping Project reinforced the lack of funding allocated to developing specific sibling support as being 
one of the major barriers for workers who would like to continue or establish new sibling programs. In 
addition, there is much rhetoric about family support, but often organisations do not have the capacity 
(funding or skills) to ensure this is whole family support.   

 
Another issue is that workers who come into contact with families through the child with disability may 
have more of an understanding of sibling issues, but workers in more mainstream health, education or 
community services may have less understanding of sibling issues and needs. 
 

6.5 Co-ordination/collaboration 
Whilst organisations around Australia and New Zealand provide sibling support programs, there is no co-
ordination in relation to such programs, no shared policies and procedures, and very little collaboration. 
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Hartling et al (2010) argues that it is important to target those who would most likely benefit from support 
but this is very complex in the case of siblings. It can be difficult to judge who needs support as 
seemingly well adjusted children may internalise their difficulties and not show obvious signs of distress. 
Not all siblings will have difficulties, of course, but if they do, and if they do not express them, they may 
be at greater risk for longer term problems such as anxiety and depression. Certainly, siblings are not 
good self advocates. Internalising behaviours in siblings are often overlooked by parents and other 
adults around them. And externalising behaviours are often dismissed as „attention seeking‟, with little or 
no follow-up. With siblings, selective prevention strategies that target all siblings will include decreasing 
risk factors and increasing protective factors, or both. Again, there need to be clearly identified pathways 
of support and referral. 

8. Recommendations 

In order for siblings to access the support they need to develop physical wellbeing and mental health the 
RANZCP recommends that the Federal government address the gaps identified earlier as follows: 
 

1. Policy  
• Review existing national policy related to siblings 

• Identify avenues where siblings might be included in current policies/strategies 
• Identify one existing government department to take a lead role and responsibility for 

siblings. 
 

2. Data 
• Support the development of effective data collection about siblings in conjunction with 

relevant organisations to estimate numbers and needs of this cohort. 
 

3. Assessment tools 
• Support the development of quality assessment tools to ensure that siblings access 

appropriate and relevant interventions. This could be achieved through identifying existing 
assessment tools on which to build and develop simpler tools.  

 

4. Workforce development 
• Support a workforce development program to ensure workers in relevant sectors (not only 

disability, but also mainstream health, early childhood education and community services) 
are aware of the needs of siblings and have the skills to identify risk and implement effective 
interventions. This could be achieved through education via formal professional development 
courses, but also through other avenues such as online support tools and general awareness 
raising of issues and services.    
 

 

5. Co-ordination/collaboration 
• Establish a national NGO resource centre, to provide a coordinated and collaborative voice 

for raising awareness of the particular roles and needs of siblings. The resource centre would 
be a central point, or clearinghouse, for collating information in relation to research and 
practice as well as a “go to” point for all interested parties. The Children of Parents with a 
Mental Illness (COPMI) is one model of a central clearinghouse of information based on 
extensive consultation and collaboration http://www.copmi.net.au/ .  

 
This initiative would: 
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Appendix 2 

Siblings Australia 

Siblings Australia is the only organisation in Australia dedicated to addressing the needs of brothers and 
sisters of people with special needs [chronic illness, disability and/or mental health issues].  
 
The organisation‟s Mission is a simple one: Siblings: Acknowledged, Connected, Resilient.  

 
Over a period of twelve years Siblings Australia has made huge progress in creating awareness and 
providing support within the different settings in which a sibling operates, for example, families, schools, 
community. It has built strong relationships with key mental health, youth and disability agencies. With a 
strong emphasis on prevention and early intervention, Siblings Australia has worked to build resilience 
and coping skills of children, young people and families, and raise community awareness about sibling 
issues. (Strohm, 2008) The focus is on strengthening families so they are more able to support each 
other and more able to access support from outside the family. 
 
The organisation has supported siblings through direct services (online forums, sibling peer support 
groups); through supporting parents to be more able to support their children who are siblings (printed 
and online resources, parent workshops); and through providing training and online and print resources 
to service providers (disability, health, education etc) on how to take a whole family approach. It has 
developed a model of sibling peer support, SibworkS (Nesa & Strohm, 2005), which has had very 
encouraging outcomes. Many parents say that their child has interacted more positively with the child 
with a disability after attending such a group. However, more evaluation needs to be conducted to 
ensure best practice in this area. 
 
The online forums for siblings have had a huge impact on some siblings – teen and adult siblings in 
particular have found real value in connecting with other siblings. Participants have said things like “it‟s a 
lifesaver” or that it has given them the “power” to cope with some of their experiences. Some adult 
siblings have even renewed contact with a brother or sister after gaining strength from other siblings. 
Unfortunately, without proper resources, these forums have not been able to reach their full potential. 
 
Workshops have been run for thousands of parents and service providers all around Australia (in both 
metro and regional areas) and the Executive Director has been asked to present in Italy, the UK, US and 
Canada. The workshops, in particular, have served to empower parents in supporting their whole family. 
Feedback has been overwhelmingly positive. As one parent said at the conclusion of a parent workshop, 
“I have been looking for something like this for over 10 years”. Siblings Australia has developed a 
checklist that can be used by providers and parents to assess how a sibling is faring. It includes 
information about the child‟s understanding of the disability, their emotional reactions and signs of any 
distress, their social interactions etc. 
 
The organisation is in close contact with providers around Australia and similar organisations overseas. 
The service provider training has included training in the SibworkS model developed by Siblings 
Australia in 2004. The facilitator manual and participant booklets have been distributed to nearly 200 
providers. Training provided by Siblings Australia has included professionals from a number of sectors, 
including, health, disability, counselling and education. There is also information on the Siblings Australia 
website for GPs, teachers, and providers in general, on assessing the needs of siblings. Further 
research is urgently needed in this area. A directory of sibling support services around Australia is also 
available on the website but without resources this is difficult to maintain. 
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The organisation also plays an important role in areas of research and advocacy to inform social policy 
makers about the needs of siblings. Various reports are available on the organisation‟s website. 
 
Siblings Australia deals with a high volume of enquiries on sibling issues, both through direct contact by 
parents and providers with the organisation and through the website. This highlights how the awareness 
of sibling issues and demand for services and resources is growing by both parents and providers in 
Australia.  

 






