STARTSTRONG – Children’s Rights Seminar, Auckland, 1 July.
108 people registered for the very successful STARTSTRONG seminar, jointly hosted by IHC and the Parent & Family Resource Centre.  
The day was opened by Tania Thomas, Deputy Health and Disability Commissioner.  Tania explained the purpose of the Commission and her role which focuses on responding to complaints from disabled people and their families.  HDC takes an educative approach when working with providers, trying to shift the focus from problem solving to solution finding – let’s look at what is working well and try to repeat it.  Tania highlighted the importance of people feeling confident to make complaints so that the Commission could, as a result, be effective in influencing systemic change. To find out more, go to: http://www.hdc.org.nz/about-us/disability
Jo Herbert and Barbel Winter from CCS Disability Action presented a report on their inspiring “Supported Lifestyles” pilot project running in the Bay of Plenty.  This model of service provision is designed to be more innovative and responsive to the needs and expectations of disabled children and their families.  It focuses on shifting perspectives from services to relationships and on key transition points in the child’s life.  Findings from an evaluation in 2009 showed that families found the service valuable, responsive and that they got good back-up from it.  The success of the project came from the power of conversations – focusing on individual needs; being positive and ‘thinking outside the square’; working with whanau, hapu and iwi; building relationships so that the hard conversations are possible. 
View CCS’s power-point presentation here (link to follow soon)

The next guest speaker was Colleen Brown who is a Manukau City Councillor; CMDHB Board member; the Chair of PFRC; Chair of COMET taskforce; and last but not least, mother of Travers, who has a disability, and three other young adult children.  Colleen emphasised the need for quality early education that was not just babysitting. This should be as of right and parents of disabled children should not have to be continually justifying why this is so. She outlined the advantages of early entry for the child in their development and for parents in getting an understanding of how the system works and for the information that can be gathered for planning for the school years. She called for better monitoring and data collection for the first five years, improved support to provide information to parents to make choices and more collaboration between providers in early childhood education.  Colleen ended her presentation with the creative Idea of sending a bus everyday around the streets to collect children to take them to early childhood centres.
View Colleen’s presentation here http://parentandfamily.org.nz/dms/images/custom_content/Early_Childhood_Education.doc 
Five mothers of disabled children made up the “Parent Panel”, who talked about relevant parts of their post-diagnosis journeys.  Although they had very different challenges, the common threads throughout all of their experiences were:

· isolation

· not fitting into the system and its ‘tick-boxes’
· having their parenting skills questioned

· lack of adequate information

· their child and themselves being devalued

· not listened to by professionals

· inflexibility of services

· discriminatory attitudes and behaviour of professionals

· lack of practical “hands-on” support from professionals

· lack of consistent, practical co-ordinated support
· need to be more assertive, insistent

An “Agency Panel” had representation on it from: 
· Plunket  http://www.plunket.org.nz
· Taikura Trust (the local NASC)  http://www.taikura.org.nz
· Auckland DHB Child Development Unit http://parentandfamily.org.nz/dms/images/custom_content/Presentation_to_Startstrong.ppt  
· MoE (Special Education’s Early Intervention Unit)  


http://www.minedu.govt.nz/Parents/YourChild/SupportForYourChild/ExtraSupport.aspx 
· Ohomairangi Trust (a local early support service provider) http://www.kidshealth.org.nz/index.php/ps_pagename/contentpage/pi_id/27
These agency spokespeople explained in turn what their organisation provided to support disabled children and their families, and what they saw as the priorities of need to be responded to. 
Dr Rosemary Marks, President of the Paediatric Society of New Zealand, was the guest speaker for the afternoon.  Rosie identified barriers to early diagnosis and getting access to early support services. She said that things have got better with an improved knowledge base of professionals, more use of evidence based practice, greater access to information for parents with the internet (described as “the good, bad and ugly”) and improved technology. She stressed the need for evaluation and that services shouldn’t be putting families through programmes that don’t work.”   There are gaps in available services to provide early and proactive support. Funding should recognise the time that is needed for agencies to work together and work in partnership with families.  
View Rosie’s power-point presentation here 
http://www.parentandfamily.org.nz/dms/images/custom_content/Early%20Support%20Seminar%20Rosemary%20Marks%2001%2007%2010-1.ppt 

In June this year, the Public Health Advisory Committee prepared a report to the Minister of Health: The Best Start in Life: Achieving effective action on child health and wellbeing. 
In it, the Committee identified that “New Zealand is not doing as well for children as are other comparable countries.”  It highlighted “low investment in ‘early childhood’ .... poorly integrated policies and services .... poor performance on measures of child health and wellbeing is shocking.” 

The report included many references to disabled children, the issues and challenges facing them and their families.  For example:

Families of children with high and complex needs or disabilities are most affected by these incoherent policies and services. These families must navigate their way through inconsistent information and disjointed service delivery.  

The full report is available on: http://www.phac.health.govt.nz
Two more Startstrong seminars will be held in Wellington on 14 October and Christchurch in February next year.  Information from parents and agencies who attend all four seminars will feed into an Action Plan being developed by the Advocacy team.  Families will have further opportunity for comment or to make suggestions for addition through engagement with the Startstrong Ning site http://startstrongnetwork.ning.com/ 
We will meet with all relevant government agencies, Ministers and key professional organisations to discuss the content of the plan prior to the October 14 seminar where the plan will be formally endorsed. 

