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1. Introduction

“It’s not the child that’s a lot of work, it’s the system” (parent)

1.1 The Audit Commission (2003) said that families want effective, focussed support and that studies show that a joined up multi agency service makes a positive difference to the lives of families and their children.

1.2 Early Support is the method for translation into practice of key DOH and DFES joint policy guidance. This was established in Together From the Start, Aiming High For Disabled Children and again most recently it is part of the Healthy Lives Brighter Futures document. 

1.3 Medway was one of the earliest pathfinders at the launch of the Early Support Programme which attracted three years of Government funding. Early Support provides joined up support for Disabled children and their families.

2. History and Present Position

2.1 Early Support has been running in Medway for 6 years. It began as a joint initiative with Medway Council, Medway Primary Care Trust (now Medway Community Healthcare-MCH) and the Medway Acute Trust (now Foundation Trust). There was a consensus of opinion across all agencies that this was the right way forward to support these young children and their families in Medway.

2.2 Central Government funding ceased three years ago and Early Support was expected to mainstream 2 years ago.  In 2006 Medway PCT (now Medway Community Health Care) converted funds from 1.0 wte Physiotherapy post to a Health Visitor Co-ordinator to enable a basic Early Support programme to continue.  This remains a substantive post. 

In 2008 a further Health Visitor was seconded to bridge the gap in a shortfall in provision  for families.  This secondment finished March 2010, Medway Council then provided funding for the seconded Health Visitor to continue working for one year.  This money finishes March 2011

2.3 The team now consists of two experienced Health Visitors who both have a strong background in Paediatric Nursing and additional individual specialities of Counselling and Paediatric palliative care.  At present they work alongside the Children’s Therapy Team based in Rochester Healthy Living Centre, whilst still retaining good links with Education, Medical and Social Services staff. This has positive benefits as although many staff work with the children for periods of time, their involvement may be time limited and families have requested the need to have a Keyworker who works with them throughout all the changes in their child’s early years lives.

2.4 There is a Team Around the Child Admin Coordinator who is part of the Early Support Team.

2.5 Early Support aims to put the child and family at the centre of all planning. Families are encouraged to be both active and proactive in working together with all professionals to enable the best outcomes for their child. But, people are different. They have individual needs and circumstances which need to be identified and they have specific aspirations for their child. Often the news they receive is devastating and has a huge impact on families and their daily lives in both a practical and psychological way. The level of this impact is non-dependent on the level of need the child experiences. Early Support Keyworkers are the mentors, advisors and counsellors for families who are struggling to keep their families together. 

Team Around the Child

2.6 The Team Around the Child (TAC) model was brought in at the inception of Early Support in Medway. This is the planning mechanism whereby goals are set and evaluated with the family and plans are put into place to enable the child to develop and reach their full potential. 

TAC Data: 

	Year
	No. of TAC’s
	Comments

	2005
	72
	All TAC’s at CDC generally on Monday Mornings.

	2006
	100
	No TAC’s school holidays

	2007
	100
	TAC’s start after Goldilocks groups to reduce the numbers of meetings families have to plan for.

	2008
	105
	Monday TAC’s at Parklands.

	2009
	125
	Key Worker Health Visitor secondment from April 2009.


2.7 A Family Service Plan is written at all Team Around the Child meetings clearly stating who will do what and by when.  Team Around the Child meetings have been evaluated from both parental and professional perspective and since October 2008 a questionnaire is sent out to families after each meeting. There were initial problems with the delivery and management of these meetings and early criticism has been largely overcome. Families are contacted either by the TAC Coordinator or one of the Keyworkers to discuss who they would like to attend their child’s meeting.  This gives families the ability to plan outcomes.

2.8 The timing of the meetings is often after a specialist therapy group when the family will already be attending the venue, to reduce the number of separate visits they have to make. Or they are scheduled on a Monday morning at Parklands Resource Centre or increasingly in the family home where this is both suitable and acceptable for the family. Meetings also take place at times in Pre Schools and increasingly the Transition to School TAC can take place in the receiving school. This is particularly helpful when the child is to enter the Mainstream schools sector and careful planning is needed for a smooth transition, at what is a stressful time for families.

2.9 The main concern expressed is availability of staff to attend meetings. An attendance audit is being undertaken from April 2010 to March 2011 to try and establish the level of this problem by staff group and look at how this can be improved. It is advised that agencies work closer together and deliver all planned meetings through the Team Around the Child approach. 

2.10 Comments received indicate that these meetings are well received by families, whilst acknowledging that they are not suitable for all. Meetings can and are cancelled and rescheduled as necessary.

Examples:

“X was very helpful and did a home visit beforehand”

“I think they cover all aspects of “Y’s” needs”

“Ensure full attendance from all invited (I know this is difficult)”

“I was extremely disappointed that Z did not attend the meeting”

2.11 Educational services in Medway have reported to us that the use of the TAC meeting as the mechanism for the joint discussion with the families for goal setting and planning does not fit with their model of working. Timing of meetings is wrong and they have fed back to us that some families have not understood the point or benefit of the meeting. If the ethos of TAC is to be maintained within Medway then the timing and purpose of the meetings needs to be understood and used by all. Changes to present working patterns will need to be addressed. A new venture with joint planning with the Advisory Teaching Service will commence in Term 1 September 2010.

Key Working

2.11 Early Support also includes identifying a Key Worker for each child and their families. Initially it was hoped that this could be done by one of the professionals working with the family and could be identified in consultation with the family either at home or in a TAC meeting. It became clear that the level of support and time needed for each family was beyond that which an individual could provide from their working week. Families also wanted consistency. Spending time seeking out information, liaising with other professionals and spending time with the family listening and advising, often meant it was not possible to deliver the work that was the main reason for the professional’s involvement. It was felt that the model of non designated Key Worker was not practical and staff generally did not have any protected time in which to carry out the role. In line with many other areas in the region it was decided and agreed by the then NSF group responsible for Disabled Children that Designated Key Workers were the way forward. 

2.12 Originally there were upwards of 200 children on the Early Support database. This has been refined with all agency consultation and agreement to identifying clear criteria for entry into Early Support. The Pyramids of Need/ Performance Frameworks are used for children with both Physical and Developmental needs and Social Communication Difficulties to help identify the complexity of need. However, consistently there are about 100 Pre School children in Medway who meet the criteria.  Children often find there way to us through circuitous routes and many as they are about to enter full time school. There is limited support available then for these families.  This would indicate that the ethos of, and referral routes to Early Support need review.

2.13 Families have given their views on Key Workers.

“You can’t ever know how much you have helped me”

“Your selfless and invaluable assistance is ringing the season’s bell in our hearts”

2.14 At present Early Support offers initial visits to families often jointly with another professional who is known to the family already, such as Health Visitor or Therapist. These are followed up after discussion and agreement with the family to introduce the Early Support Literature and Family File and assist with paperwork such as DLA applications. On going support is limited and is prioritised by family need for example maternal (or other family member) mental health or when they family itself is complex due to both internal and external factors such as relationship problems and unmet need for example housing. 

2.15 Early Support will liaise with and bring in other agencies as is appropriate with the family and act as an advocate on their behalf if requested. Active listening is an essential part of the role as it provides one of the core conditions which in themselves can provide a therapeutic relationship and help families with their understanding, losses and adjustments. 

2.16 Early Support manages the TAC process and supports the families through it. 

2.17 Early Support is now supporting families through the Multi Disciplinary Development clinics where initial diagnosis are often made. These are generally the children who have life long complex needs.  We have found working with families through the time of diagnosis has led to families more quickly adjusting to their situation and leads to higher aspirations for their children.

2.18 Early Support meets with parents each term in the Goldilocks multi therapy groups, running parent support groups. 

2.19 Early Support is recognised as an essential component to Care Pathways. 

2.20 Early Support can offer a time limited 1:1 counselling service in accordance with BACP ethics. Parents have found this helpful.

 “I needed to talk to some who understands disability. I saw a general counsellor and they didn’t understand what I needed, what parents like us go through”

3. The Vision for Medway

3.1 Medway needs a comprehensive mainstream Early Support service that is embedded in the care of all Pre School Children with complex needs, which needs to be understood by all professionals working with these children and their families and considered the accepted way forward. 

3.2 To have a recognizable and understandable and accessible referral system so no one is left out.

3.3 A securely funded team of Key Workers are needed to work with families supporting them through the difficulties they face, thereby ensuring the best possible outcomes for both the children and their families enabling them to start positively in reaching their full potential.

3.4 Supportive visiting to commence as soon as the child is identified as having or likely to have complex needs. This can be early, when they are in the Special or Intensive Care Unit and last until they have transitioned into school and been transferred to an identified Lead Professional.

3.5 Visits would be carried as agreed with families (by contract) to help them monitor their child’s development through the use of the Early Support Developmental Journals. This equips parents with the knowledge to see progress but also to identify themselves areas for improvement and assists with joint goal setting.

3.6 Parents with their own learning needs can be assisted to engage more with the process rather than feeling that it is being “done” to them, giving all parents a voice.

3.7 Parents can be better supported through the TAC process ensuring families are visited before and after the meetings. Firstly to help them identify any concerns or worries they may have and then to evaluate the process ensuring they understand all implications and their preferences are taken into account.

3.8 To increase the number of parent support groups so families are meeting with other parents whose children have similar conditions in an emotionally safe and secure environment. Parents are facilitated to help each other in a therapeutic and supportive way. Parents can be helped to share and record their stories helping reduce isolation and extend their understanding of their child’s condition and its management.

3.9 Extend work with other professionals to help them deal with the difficult projections that these families leave with them.

3.10 Offer Early Support Counselling Service for families until their child reaches the end of Key Stage 1 as many children have late diagnosis and processing of the implications for families is delayed.  The Government advises a form of Keyworking through Foundation and Key Stage 1 to ensure children are settled in their educational placement.

3.11 Early Support ethos to be embedded in the working practices of all Early Years staff across the agencies by training and changing working practices; thereby ensuring that the TAC is the vehicle for goal setting and care planning.

4. Barriers to Development

4.1 Human resources are limited. There is no established and enduring funding for Early Support in Medway. With out dedicated funding the team could no longer function in Medway as outlined above and the Team Around the Child process would be withdrawn. The temporary funding from Preventative fund money ceases in March 2011. Additionally no long term planning and development of the team to improve the experience for children with complex and their families is possible

4.2 The systems for referral of children to specialist Pre School services remain split. There is a central system for referral to therapy services and a separate one for referral to education. 

4.3 Communication between health, education and social services relies on individual relationships rather than any established procedures such as an intake panel.

4.4 Insufficient parental involvement to help shape the delivery of Early Support. 

4.5 Reluctance in some areas to change from a system driven by established procedures to one which is driven by child and family need. 

4.6 The closure of the Sanderson CDC has resulted in a fragmented health service making delivery of Early Support much more time intensive and less effective. 

5.  Recommendations
5.1 Joint funding for the development of Early Support is estimated on a revised total Medway caseload of 100 children.  

0.6 wte Early Support Co-ordinator – In post by MCH

0.6 wte Early Support Administrator - In post by MCH

2.0 wte Keyworkers Band 7 level (could be from an agency) would be a qualified practitioner

2.0 wte Keyworker Assisted practitioners Band 4 level (non professional qualification)

Therefore additional funding is estimated to be £140,000 per year.  This would give a caseload per practitioner of between 20-25 families each.

5.2 Strategic direction is required to develop Early Support.  In other areas this is accessed through Aiming High and Early Support is seen as a measure of success in terms of parent involvement, optimal child development in all key areas, support for families and a demonstratal pathway of multi-agency involvement and co-operation.  Early Support requires buy in from all senior managers of all agencies and we recommend a re-launch of Early Support in Medway to enable user engagement.

5.3 A full rolling programme of training for all staff is urgently needed.

Rosie Robertson

Specialist Nurse Children and Young People (Disability)

Lead Clinician for Early Support in Medway Community Healthcare

Carole Campbell

Children Service Manager (Therapy) Medway Community Healthcare
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