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Square Table meeting on “The strategies for children with life-limited conditions and their families over the next decade”

Monday, 7 March

Local Learning Evaluation Report

Introduction

· Linda Parker introduced herself as the moderator and outlined her role heading up the families and children’s programme for the South West Development Centre which aims to work with agencies to improve health and social care services in the south west.  

· Participants were invited to Chair the Square Table as a result of The Care Forum’s successful funding bid to the Square Table Programme which forms part of a larger £30 million funding programme for CYP Palliative Care this year.  

· Linda also chaired two Square Tables for Children’s Hospice South West in Devon.  

· Square Table events arose from children’s hospice in London who felt their AGM needed a new format as they were not talking as enough to parent’s and children and so they organised a Square Table so that everyone could have an equal voice round the table.  The Square Table is a format that is used in legal circles.  So when Department of Health made available the £30million Children’s Hospice UK and ACT applied for funding to support Square Table projects up and down the country.

· At this moment in time policy is not fixed and what is important is what can be fed into the developing statutory framework.  Square Tables provided an opportunity to gather people’s views.

· Children’s Hospice UK and ACT have offered to pull together and feedback all the transcribed notes from 40 Square Tables across the country.  The feedback from the Square Table’s will inform the Palliative Care Funding Review, which is looking into a new funding formula for palliative care services.  The Department of Health does want to hear people’s stories and lived experiences.
Theme 1: Accessibility of services

· Are all the services that children and families need available?  Do services meet the changing needs of children and families?

Moderator introduction: “How do you find out about services as parents how easy or difficult is it to access services?  Are they there when you need them?  Are they in the right place?  Do they accommodate the needs of your child?  What is your point of view as a provider or parent?”
Key Issues

· Parents learn most about services via word-of-mouth.  

· Parents would like information in a variety of formats.  Several would have found a paper-based “pack” which included information on local services helpful.

· At diagnosis and pre-diagnosis parent’s often feel unsupported.  Parents would like one key person who could help, both while their child is in hospital and at home. A key worker could provide information, be a point-of-contact and liaise between professionals, at different points in the family’s journey.
· Service providers and professionals need to work together to ensure support is available when a child leaves hospital.  When a child is well at the point of diagnosis support and signposting for families should still occur.
· Good practice in adult’s palliative care could help improve services for children and young people with life-limiting conditions.

· Schools would appreciate being able to work more closely with professionals. A key worker would help to improve communication between the school and professionals.

· Education Welfare Officers and Ofsted need training to understand the particular needs of children with life-limiting conditions.  There are examples of parents being advised to only send their child to the hospice in school holidays in order to improve school attendance.  Part-time attendance at school which meets a child’s particular needs can also be difficult to negotiate.   

· Schools and primary care trusts can work together to put in place flexible packages of care to meet children’s needs and there are examples of good practice.

· Hospices are often under pressure to provide respite in school holidays.  

· GPs do not receive information in a timely fashion.  Much more information needs to be given to GPs from hospital consultants. There are examples of delays between a GP receiving case-history and a child being discharged from hospital and presenting at the GP surgery.  
· There are some good examples of GPs helping with care plans and negotiating with other professionals for services to be put in place.

· Voluntary sector providers are frustrated by the lack of continuation of funding for services that work.  Providers deliver the same services, to meet the same needs, but under different guises to meet short-term funding regimes.

· Communication with parents was highlighted as an issue, particularly where English was a second language. An example was given of a parent receiving a diagnosis of her child’s life-limiting illness by phone.   

· Good practice in sibling-support was highlighted.  Hospice sibling-workers were valued. However, other parents, of children with rare conditions, had to search for support for siblings and wider-family members. 

· Examples were given of parents having to fight bureaucracy eg waiting a year for a stair lift or four months spent arranging for kerbs to be dropped, negotiating part-time school attendance.

Moderator summary: “To sum up we’ve heard about the importance of a single point of contact for parents who can give information and liaise with professionals.  Accessing services can be very difficult without good information and signposting and liaison, especially pre-diagnosis.  Services need to be flexible and adapt to the child and families’ needs and not be hampered by bureaucratic systems.”
Future actions arising from key issues:

· Parents must be provided with information about services and support throughout their journey from pre-diagnosis, to diagnosis, at discharge, at home and at end-of-life.
· Parent’s value information in a variety of formats.
· A key worker or single point of contact could provide information, support, liaise with professionals and help families obtain the services the need and want.  This service needs to be developed and funded. 
· Communication with GPs must improve if they are to support families in the community.
· Communication with parents must improve.  Listen to parents, they know their child’s needs.  Be sensitive about how diagnosis is conveyed and the support that parent’s need from a variety of services at that point. 
· Statutory services, especially education, need to improve their flexibility and adapt to the child and families’ needs and not be hampered by bureaucratic systems. 
Theme 2: Working with and caring for children with life-limited conditions and their families

· Who cares for your children?  What skills do people caring for children with life-limiting conditions need?
Moderator introduction: “This theme is essentially around working with and caring for children with life-limited conditions.  What kind of skills and attributes do you need people to have?  I want to pick up on the theme of young people as they go through adolescence and as they move towards 18.”

Key issues:

· Parents described the attributes they value in professionals who look after their children.  They want professionals to be “friendly and warm”, “willing to listen to your opinion”, “knowledgeable and caring”.

· Good systems for handovers between professionals help parents avoid having to tell their story many times.

· A central records point would help professionals access information especially if emergencies occur out-of-hours.  In the future systems such as Adastra may help with the retrieval of information.

· Information was shared about the development of the Wishes document locally which will link the child, family and different agencies together.

· Locally different agencies are using different care plans. Good examples of care plans developed by the Jessie May Trust and Lifetime were cited.  However, not all parents are involved with or have seen a care plan for their child and find themselves repeating the same information to professionals. Locally it is hoped the Wishes document will help to overcome some of these difficulties.  Over 90 people will be trained over the next few months to use the document and to ensure that parents and carers are aware of the document.


· A&E and ambulance services were cited as services that are not always able to access information about a child’s needs and do not always recognise care plans that are in place.

· Ambulance services are not authorised in some cases to transfer children from hospital to hospice.  

· There is a specific person at the Great Western Ambulance Service with responsibility for training processes in respect of the severely ill.  

· Professional training can be enhanced by the involvement of parents.  


· Parents learn to carry out technical/invasive procedures for their children.  They carry out those procedures every day and have to learn to trust and sometimes to train professionals to carry out those tasks in a way that is acceptable.  



· Schools are required to produce school health care plans even though Lifetime and Jessie May’s care plans have been cited as more comprehensive.

· Care plans should include the details about technical and invasive procedures and how to manage those for individual children.  Sometimes only parents have that knowledge and need to be listened to.

· There are some good examples of practice, support and services that have been developed to help young people transition to adult services.  Good transition is a long process that needs regular communication between professionals, parents and young people.
· Adult’s hospice services are very different to children’s hospice services.  Some adult hospices provide support services for young people and their families.  There are some big differences eg adult services are not geared to offering respite but do run 24/7 telephone care line.
· Jack’s Place in Dorset was cited as an example of good providing young person-specific care. 


· The Care Quality Commission was cited as preventing some children’s hospices providing services to young people over the age of 16.  Different age limits are applied in different parts of the country and within the south west.

· The children’s hospital works with young people on transition issues from the age of 14 onwards.  They work with other agencies such as schools and review needs, support and the whole package of care.  This should be reviewed each year from the age of 14 onwards.  
· It can be difficult to meet young people’s needs in adult services.

Moderator summary: “To summarise this discussion theme.  We have covered a lot of ground.  We have looked at the personal qualities that someone might have that cares for a child and family, we have talked about how parents are trained and develop technical skills.  We have considered the support that is needed around emergency and unplanned care issues and how care plan’s like the Wishes document might help.  We have also talked about transition issues and what can be done to help at that point.”

Future actions arising from key issues
· Improve handover processes between staff and between NHS services.
· Local developments in care planning and shared and portable documents such as the Wishes document, need to progress and be universally adopted.
· Ambulance services need to be involved in care planning and the delivery of services that specifically meet the needs of children with life-limiting conditions.
· Professionals need to listen to parents about the individual child’s needs in respect of technical and invasive procedures. 
· Transition of young people from children to adult’s services could benefit from sharing examples of good practice.  Transition care pathways have been developed by the children’s hospital and services for young people have been developed at Jack’s Place, St Peter’s Hospice and Children’s Hospice South West.
· Transition in all services should take place from the age of 14 and be delivered over a long period of time with regular opportunities for communication between all agencies, parents and young people.
· The Care Quality Commission should apply its rules consistently and flexibly so that that the needs of young people are paramount and they are able to access age-appropriate facilities.
Theme 3: Local needs and quality of life

· What contributes to a good quality of life for children with life-limiting conditions and their families?  What are the needs and preferences of the local community and different cultures?  How are children, families and communities engaged and involved in shaping services?

Moderator introduction: “We included this discussion theme because when talking about children with life-limiting and life threatening illness it is important to think about how does the living happen? What contributes to a good quality of life?  How does it fit with the services you receive in your own community?  How do we include families on a more consistent basis? What about normal family life? 
Key issues
· Normal family-life does not exist for these families.  Respite care helps parents meet the needs of siblings but often parents accompany their children to the hospice and stay with them.

· Families are generally unable to take holidays.  If they do take holidays they are usually in the UK and then they have to organise dietary needs, oxygen, equipment such as pump machines and medication.  Most families are prevented from travelling abroad owing to high insurance costs, concern about language barriers and what would happen in an emergency if they could not communicate with professionals.


· Facilities are not fully accessible, even where they are advertised as such.  Examples were given of parents waiting over half an hour with young children to get help to access a lift.  Changing facilities do not accommodate older children and parents have to change their children in the car.
· Equipment to enable families to go out is often difficult to access e.g. suitable wheelchairs.

· Parents are pulled in many directions trying to meet the needs of their child with life-limiting illness and their siblings.



· Parents are reluctant to leave children alone in hospital, not because of quality-of-care, but because of staffing levels.

· Quality of life and risk to the child are issues that can be difficult to balance.  

· Key workers could advocate on behalf of families, especially where there may be communication issues and English is spoken as a second language.  

· Professionals must work in partnership with parents and listen to their wishes in terms of the preferred place of care.  


· Good advanced care planning can be added to and incorporate what to do about unforeseen circumstances and end-of-life care, when appropriate.
· Key professionals from voluntary sector agencies, hospices, hospital and school are respected by parents.  They build up a relationship with people they trust.


· Parents talked about valuing and needing services after their child had died.  

· There is a gap in funding services for bereavement care.  

Future actions arising from key issues:
· Information on organising day-out, holidays, fully accessible venues, suitable equipment needs to be made available to parents.
· Parents need more support to help meet the needs of the whole family including partners and siblings.
· Parents must be listened to and involved in care-planning.  Honest discussions about risk, needs of the whole family, preferred place-of-care and end-of-life care must be facilitated. 
· Bereavement services must be funded and advertised.  They are an important aspect of palliative care. 
· More information is available at www.bbforum.org.uk
Closing remarks and summing up
· Moderator’s comments: “There are a lot of things we have talked about.  Thank you for sharing so openly.  The next steps are that the verbatim notes will be sent to the central team within ten days.  Contact details will be shared.  A regional report will be produced from the three events in the South West and then a national report will go to the Secretary of State at the Department of Health.  Would you all like to give one key point from today?

· The need for a key worker.  The need for one person to champion children and families’ needs also came out in the work The Care Forum around voluntary sector organisation’s views on the Aiming High programme.

· I’d like to thank the families.  We need to move on getting services right, if we can.  We are all passionate about this.  We go so far, but we don’t finish.

· Everyone does get a lot right.  Jessie May do a fantastic job.  My journey is more positive than negative because of the professionals involved.  You do so much that is right.

· It’s about choice.

· Things have changed since the 80s.  Jessie May, Lifetime and other organisations were not around.   My message is: “Come on, get on with it. “ We’re too slow, it’s the families that matter. 

· Key decision makers need to listen to the views of children’s families.  Every policy needs to be developed from the bottom up.

· The importance of the key worker role. It’s always pushed to one side, although it has been around for years.  I’d like to see that role being all that it could be. Personally, it’s also about what FT was saying about a most precious commodity.  We can be forgiven a few mistakes as long as they know we care.

· All the information and hearing everyone’s stories.  I’ve had it a bit easy  and the jigsaw puzzle fitted and I feel for the parents that haven’t had support.  The biggest risk is that we all know something will happen with a life limiting illness.  You always know that something will go wrong, it is God’s will.  The risks are everywhere, so long as you know, you’re prepared. The decision should be made by parents.  

· Service-wise, not knowing what you don’t know.  What always comes back is the huge value in listening to parents at a detailed level.  It is a small thing to do that and it makes a big difference. Thank you to parents. 

· Ditto to those six things.  Please can we move forward?  Partnership working is a fatigued phrase and we’ve lost the essence of what it is about.  I’ve heard today that you don’t know half the things you should do, if people are to have choice we need to get the information out there.  

· When you have a child that you know you will outlive it is not a normal life.  We don’t have many resources.  We’re under paid and over worked.   We work many more hours than the working-time directive.  We do need a key worker scheme to ease the burden.  We need to stop talking and act. 

· I can’t add to that.  The key worker is important and none of us can do anything in isolation.  It has to be everyone doing it together.

· Palliative care is at the forefront at the moment.  A lot of the subjects today have been covered by good bids to the government’s £30m funding stream.  What is missing from all the bids is key workers and that is such a huge missed opportunity.  The palliative funding care review does want comments. 
· In the south west, there is the opportunity of picking it up in the south west palliative care network.

· Mine is about keyworking too.  It shouldn’t be parked in the too difficult to do corner because the fact is we park it with parents. Found it humbling to hear people talking about reasonable packages of care.  It is satisfying when we hear the services that people are getting are good, for example, Jessie May and Lifetime and the hospices.  Those workers are great and our job would be much harder without them. It’s important to hang on to that.

· What can I do for families now?  How can I improve communication, information and support?  To talk about with the local authority what services might we commission?  Push the boundaries.

· Transition - It’s good to know what’s going on and the similarities there are in the adult world with the carers of children.  A positive slant is that we’ll understand some of what you are going through.

· Interesting that the importance of key working and care planning did  come up.  We’re slow and it’s about practicalities.  But some of it is about attitude and approach and not about resources.  It’s about people currently in jobs doing things differently and changing their practice.

· Key workers.  If I’d had one from the early days, it would have helped.  It would be nice to be able to phone someone up and ask a question and to be listened to and understood.  It’s been nice to come today.

· The key worker.  Working together, with everyone’s focus doing the same thing for the child.

· Key workers.  It would have been easier if I’d had one from an early stage.  The powers-that-be should do something, sit up, take notice instead of commissioning reports.  Parents bear most of the burden.  It would be good to be appreciated for that and for people to see everything we do, professionals only see a part.

· Moderator:
That leave’s me to thank you for all your heartfelt and open comments.
Evaluation:

Was there anything else that could have been done to help you take part in this event?

· No. Thank you.

· More time/opportunity for everyone to speak.  Sometimes difficult to jump in and comment as moved on so quickly.

· We need to move on from talking to doing

· What is the outcome of these discussions?  That would've been useful to know - that is beyond understanding and networking.  Will the DoH actually act upon these concerns?  You've just answered this. Thank you.
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“We don’t know what services are out there.  We learnt from parents of older children.  I wish we had been given a pack.  It’s all done by word-of-mouth.  Sometimes, there’s information from consultants.” - Parent





“I hate it when professionals shout at you.  I have been told off before.  There have been two times when a professional has really shouted at me because I wasn’t able to speak proper English.”  - Parent.





“If you as parents know more about the needs of a particular child then why don’t we?” Clinical psychologist





“Peer support and the experiences of other parents can be so important.  It is important for professionals to really listen when they have conversations with parents but also to listen to the conversations between parents.  Those are the conversations which help to give confidence and richness to the planning of care” – NHS commissioner.





“You learn a bit at a time as you go along and then you find yourself stepping back and thinking: Wow, I’ve come along way.” - Parent





“The whole ethos is about independence, privacy and dignity.  The voluntary sector can be flexible and meet different needs as they arise.” – Hospice Manager describing a young- person-specific hospice service





“We just survive from week-to-week and muddle through with the help of agencies.  We don’t enjoy life.  It’s a constant juggling act.  We had our first family holiday to Cornwall last year, we had to organise a cottage with a bedroom on the ground floor to accommodate S’s access and sort out the oxygen.  The organising was exhausting in itself.” - Parent





“My respite usually revolves around my other child to make sure she has the life she wants and so I never have to hear: I’m missing out because of my sister’s disease.” -  Parent





“I have tried to make sure my boys haven’t suffered.  We go to the park every weekend.  I have to stretch myself.  I lead a normal life with the help of all the charities involved.  Normality stops with my husband, our relationship suffers.” - Parent





“The management of risk is a big issue for professionals.  They have to be able to say: I accept that you, as a parent, will do this even though we have told you that it is risky.”  - NHS Commissioner





“Ultimately, it’s the parent’s decision, but there is potential guilt if the risk shows itself.  We must be mindful of not letting parents take all the responsibility so they don’t feel all the guilt.  Shouldn’t be about “we’ll let you make this decision but on your own head be it.”  There is a balance to be teased out.  We need to let parents make decisions but with support.” – Children’s Hospice Manager





“When F went to nursery I said to the nursery teacher : “You are like a second mum”.  And most professionals are.  Going to Charlton Farm was a huge step.  We always sleep upstairs and it was a huge step to leave him.  Now I can easily leave him there knowing that the carers are there with him.  It is easy to relax now.” – Parent 








“Normality doesn’t continue afterwards, after your child has gone.  It is useful to have other people there like Charlton Farm and Jessie May.  They know it doesn’t stop for you as a family.” – Parent.





“The biggest problem is for babies pre-diagnosis.  Parent’s said they were in a no-man’s land.” – Voluntary sector provider





“A key worker for a family is essential as communication flows more easily....We need flexibility to make things happen and to meet chidren’s needs...We are challenged all the way down the line by bureaucracy in education.” -  Headteacher of a special school.





“I want people to understand what it is like in my shoes...There is a problem with letters not arriving with GPs...When B’s epilepsy medication was changed, the newly qualified GP wouldn’t take my word for it because he hadn’t received the information from the consultant yet.” - Parent
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