
 

 

Over the last few months ACT has been busy 
running our annual UK children’s palliative care 
conferences and network events.  We have also 
played a key part in the roll out of the new 
children’s palliative care strategy for England – 
Better Care: Better Lives and presented at most 
of the 10 regional launch events that have taken 
place across England since its national launch in 
February.  
 
These events have given ACT the opportunity to 
raise awareness of our work, encourage the 
development of dedicated children’s palliative 
care multi-agency networks, and to engage with 
commissioners and providers about improving 
data collection. 
  
We have received funding from the Department 
of Health to provide support to these emerging 
children’s palliative care networks. As part of this 
work, ACT has just appointed a new Networks 
and Policy Officer, Jane Houghton, who will be 
supporting the development of these networks 
across the UK. A reminder to all our members 
that we are keen to help children’s palliative care 
networks to share their ideas, good practice and 
achievements – and hopefully this may help 
inspire others or even save some “reinventing the 
wheel” time. If any networks would like to have a 
regular column in ACT NOW or on the ACT 
website, or if you just want to share a specific 
story, please get in touch by emailing 
myra@act.org.uk 
 
We have also been preparing for the ACT 
Champions Awards 2008 (see below) and want 
to say a huge thank you to everyone who sent us 
their nominations. 
 

It’s been a hectic month or two policy-wise, with 
lots of new government announcements about 
new policies, strategies and funding that impacts 
on our work, and the publication of the long-
awaited review of the NHS in the form of the 
Darzi report.  Read on to find out more… 
 
We have pressed hard for the release of 
information about how much money PCTs have 
been allocated to spend on services for disabled 
children.  We have worked in partnership with 
Children’s Hospices UK, EDCM, and Whizz Kidz 
to raise awareness of this “funding fog” and did 
manage to scoop the front page of Children and 
Young People Now with our campaign.  Visit our 
website to find out more: http://www.act.org.uk/
content/view/156/35/ 
  
ACT also wants to say a special thank you to our 
volunteer Claire Wills who has diligently given 
her time and skills to ACT in designing and 
typesetting ACT NOW for a number of years.  
We are delighted to tell readers that Claire is 
expecting her first baby in September, and so for 
the time being, is handing over her 
responsibilities to our new volunteer designer 
and typesetter Clare Kemsley.  Our thanks and 
very best wishes to Claire and a warm welcome 
and thanks to Clare! 
 
We are also very sad to say that our fantastic 
Communications and Admin Officer Sally Wain-
Heapy is leaving ACT – she is sad to leave too, 
but is about to embark on a new life with her 
partner in London.  We want to say a huge thank 
you to Sally and good luck with her new life in 
London – we will all miss her. 

Myra Johnson, ACT 
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Four Nurse Consultants for Scotland  
Scotland’s first dedicated Nurse Consultant 
posts for children’s and young people’s 
palliative care were formally announced at the 
ACT and SCYPPCN (Scottish Children’s and 
Young People’s Palliative Care Network) 
Conference in Edinburgh in June.   
 

Speaking at the Conference, three of the four 
new Nurse Consultant post-holders unveiled 
their new vision for children’s and young 
people’s palliative care. The posts have been 
funded for two years by the Scottish 
Government Health Directorates and will play 
a major role in helping to raise awareness of 
the need for dedicated children’s palliative 
care services in Scotland.   
 

 
One of the first challenges will be helping to 
‘make the case’ for this sector by more 
accurately mapping the extent and need for 
these services across Scotland.   
 

It’s anticipated that the new Nurse Consultants 
will start in post by late August 2008. They are: 
 

· Katie Rigg (to jointly cover the North of 
Scotland – based in Tayside)   

· Jane Scotland (to cover the East of Scotland 
– based in Lothian) 

· Francis Edwards (to jointly cover the North of 
Scotland – based in Grampian) 

· Karen Sinclair (to cover the West of Scotland 
– based in Greater Glasgow and Clyde) 

 

We will look forward to hearing more about 
their work over the coming months. 
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ACT news  
Talking about Sex 
 
ACT has just launched new guidance 
on sexuality, relationships and sexual 
health for people working in children’s 
palliative care, and also for parents, 
carers and young people. In developing 
this guidance ACT hopes that 
professionals and practitioners will be 
encouraged to develop better policies, 
practice and training, and also wants to 
give parents and carers the confidence, 
support and resources to help young 
people talk about and explore these 
issues.  
 
The new guidance, Let’s Talk About 
Sex: Let’s Talk About You and Me , 
can be downloaded for free at the  
ACT website:  
http://www.act.org.uk/content/view/153/1/ 

New ACT Transition Co-ordinators 
Appointed  
 

14 professionals have been appointed to take 
up ACT’s new transition posts in each region 
of England and in Scotland, Wales and 
Northern Ireland. These Transition Co-
ordinators will work with both children’s and 
adult palliative care networks, encouraging 
them to sign-up to the ACT Transition Care 
Pathway, and helping services to develop the 
skills, contacts and resources to improve 
young people’s experiences.  
 

It’s hoped that this Transition Care Pathway 
project will encourage agencies to prepare and 
plan for young people’s transition to adult 
palliative care services and lead to the 
development of more dedicated services for 
young people.  

New Education and Training Consultation Document: F eedback Needed 
 
ACT and Children’s Hospices UK believe it is in the interests of all of us involved in 
children’s palliative care to ensure that we have the right workforce. This workforce 
also needs to be able to respond to those children and young people with complex 
disabilities and with continuing care or complex care needs. 
 
We have jointly produced a consultation document called ‘A practical guide to 
commissioning children’s palliative care Education and Training: Planning and 
developing an effective and responsive workforce’ . This consultation document is a 
useful way forward towards ensuring that the best possible workforce is in place.  
 
To view the document and a feedback form, please go to  
http://www.act.org.uk/content/view/154/35/  
Please return feedback to Katrina McNamara-Goodger at ACT by 15 September 2008 
– email katrina@act.org.uk   

 
ACT Training Grants  
 

A brief reminder to all our professional members about our Children’s Palliative Care 
Training Grant programme which is open to parents as well as professionals. Please do 
make use of the grants while we still have plenty of funds to pass on to you. You can 
download an application form at http://www.act.org.uk/content/view/124/144/, call ACT 
on 0117 922 1556 or email info@act.org.uk for more information. 



 

 

 

 

Award winners announced  
 

We are delighted to announce the winners of 
the ACT Champions Awards 2008.  

 

The winners are: 
· Best Individual - Corine Koppenol-Lyndon , 

Head of Care, Community Services, 
Demelza-James 

· Best Team - Complex Health Needs Team , 
Rotherham 

· Best Organisation - Langside School , Poole 
· The David Baum Lifetime Achievement 

Award - John Overton 
 

Those Highly Commended are: 
· Best Individual - Lorna Rogers , Respite 

Carer, EPIC Children`s Respite Service, Mid 
Essex PCT  

· Best Team - The Paediatric Oncology 
Team at the Royal Devon and Exeter 
Hospital 

· Best Organisation - Claire House 
Children’s Hospice 

· The David Baum Lifetime Achievement 
Award - Lenore Hill 

 

Everyone who made a nomination was 
entered into a £100 prize draw and 
congratulations go to Mrs Shabeela Qureshi 
who won the draw.   

 

 The awards were formally announced at an 
Awards Ceremony at the International 
Children’s Palliative Care Conference (7-9 
July 2008) in Cardiff, where the overall 
winners were presented with an engraved 
crystal award and framed certificates.   
 

We were delighted that our Patron, Angela 
Baum, was able to attend and address the 
Awards Ceremony.  Angela talked about the 
David Baum Lifetime Achievement Award, in 
memory of her late husband.  These are 
some of Angela’s words, which she shared 
with the audience when she handed over the 
David Baum Award to John Overton. 
 

“When Lizzie asked me if I would be happy 
to give an award at the ACT conference I 
was delighted with the honour! Minutes later I 
was in a panic about what I could say… so I 
went to a book on my shelf “Listen my child 
has a lot of living to do” which my late 
husband David was so proud of being 
involved with.  

 

 I remember at the time having a heated 
discussion with David about the title thinking 
it was a bit jokey, cheeky, we are in the lap of 
the Gods when it comes to health, I said, 
how can you be so demanding?… but when I 
re-read David’s introduction I realised that 
this was a book title to capture attention, 
make us sit up and LISTEN - because the 
contents of the book are so shocking, painful 
and hard to bear for children, their families 
and their carers.  

 

 I know John Overton shared David’s vision of 
a holistic approach to children’s health and 
they were both passionate about improving 
the lives of children with life-limiting illnesses. 
David always put the child at the centre of 
the family and called the family the experts 
when it came to making decisions about 
caring for their children. And David always 
knew that the best way to get attention was 
with a joke or a story. This Starfish story is 
one that David often used: 

 

 The old man walking on the beach at dawn 
noticed a boy picking up a starfish and 
throwing it into the sea.  When asked why, 
the boy explained that the stranded starfish 
would die if left to lie in the morning sun. “But 
there are millions of starfish on the beach”, 
said the man, “how can your efforts make a 
difference?” The boy picked up another 
starfish and placed it in the waves.  “It makes 
a difference to this one” he said   

 

 David was the first Chair of ACT, and John 
Overton, following him in this role over the 
years, and has continued to make an 
immense contribution to children’s palliative 
care, and so as proud Patron of ACT  it was 
my extreme pleasure to give the David Baum 
Lifetime Achievement Award to John 
Overton.” 
 

 Please go to the ACT website – 
www.act.org.uk – to view photos of the 
winners and the awards ceremony.  

 

Congratulations to all the winners and those 
highly commended; and thanks to all for 
supporting the awards and helping to 
recognise excellence in the delivery of 
services to life-limited children, young people 
and their families. 

ACT news   



 

 

New Funding for Wales  
 
ACT has welcomed the announcement by Minister for Health, Edwina Hart, of funding of £8 
million over the next three years to further improve both children’s and adult palliative care 
across Wales.   
 
This new investment was announced on 3 July 2008, and will be made up of £1m allocated to 
palliative care across Wales in 2008-09, increasing to £2m in 2009-10 & then £5m in 2010-11. 
We understand that this funding will be invested in both NHS and voluntary sector providers 
of palliative care. The Palliative Care Planning Group Report was also launched – and ACT 
along with other partners, including Children’s Hospices UK and Help the Hospices fed into 
the consultation process leading to the report earlier this year.   
 
ACT is pleased to note that many of our recommendations for children’s palliative care have 
been echoed in its findings, including a move to improve the collection of data to enable better 
planning and commissioning of services. We understand that a working group may be set up 
to oversee the implantation of the report’s recommendations and will also look at where this 
new investment should be prioritised.  
 
The Report recommends that children's palliative care is commissioned at an all Wales level.  
To review the NHS Wales press release and find out more visit  
www.wales.nhs.uk/newsitem.cfm?contentid=10134 

National news   

£286m for Adult End-of-Life Care   
 
Following the Government’s announcement (15 July 2008) of £286m for adult end-of-life care, 
ACT and Children’s Hospices UK are asking the Government why it is still refusing to spell 
out the funding for the children’s palliative care strategy launched in February. At the same 
time, we have welcomed the Government’s acknowledgment that more children with life-
limiting conditions are living longer and, therefore, the transition from children’s to adult care 
should be carefully considered by commissioners in planning end-of-life care services.  
 
Responding to the new end of life care strategy and new funding, Lizzie Chambers, ACT’s 
Chief Executive said: “This welcome announcement complements the children’s palliative 
care strategy announced in February. Yet although PCTs now know what new money they 
are getting to improve adult services, they are still in the dark about the extra funding they 
have been given for children. There seems to be one rule for adults and another for children. 
We hope the forthcoming Child Health Strategy will clear this funding fog. 
  
It is good news that commissioners are now expected to plan for the transition from children’s 
to adult services, which could help the many young people with life-limiting conditions who are 
now living to adulthood. However, the strategy emphasizes the needs of older adults and 
there is a real danger that young adults who are approaching their end-of-life may be 
marginalised or forgotten. We will be pressing PCTs to use the new funding to put in place the 
services and support that young adults need.” 
 
ACT has produced a short briefing about the new End-of-Life Strategy and implications for 
our work. You can download a copy from our website:  
http://www.act.org.uk/content/view/166/127/ 
You can download the End-of-Life Strategy for adults by visiting: http://www.dh.gov.uk/en/
Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_086277 



 

 

NHS Next Stage Review – Final Report  
 
As our readers will know the NHS Next 
Stage Review, High Quality Care for All 
(published 30 June 2008) sets out the 
Government's plans to reform the NHS in 
England over the next 10 years. The review, 
led by the health minister and cancer 
surgeon, Lord Darzi came after nine months 
of consultation and engagement with NHS  
staff, patients and stakeholder groups.   

We have already emailed members a copy 
of the joint ACT and Children’s Hospices UK 
briefing about the review and implications for 
children’s palliative care, but if you haven’t 
received this or need another copy you can 
download one here:   
http://www.act.org.uk/content/view/165/127/ 

National news  

 

Short Breaks 
 
The AHDC Short Break Implementation Guidance has now been released to local 
authorities and PCTs. ACT members have been sent a copy of this information. If you 
haven’t received a copy you can find out more at   
http://www.act.org.uk/content/view/167/127/ 

 

eHealth Strategy 2008-2011 for Scotland 
 
The eHealth Strategy for Scotland - Better eHealth: Better Care  has just been 
launched - it presents the key strategic principles and a summary of action and 
outcomes, and identifies the priorities for the next three years. You can download a 
copy of the report here: www.show.scot.nhs.uk/eHealth%20Strategy%202008-11%
20final.pdf 
 
Although the report doesn't specifically highlight children's palliative care, its overall 
aim is to help transform NHS Scotland services; make patient care safer and more 
effective by making available the right information in the right place at the right time; 
and contribute to ‘health literacy’ to ensure that all citizens have the necessary skills, 
knowledge and confidence to manage their own health and also safeguard 
confidentiality by handling patient information securely, all of which have a bearing 
on children's palliative care. 

 

The National Strategy for Carers  
 

The National Strategy for Carers was published on 10 June, with the aim of improving 
the lives of carers in Britain. 
  
The Strategy commits £255 million in total to create additional support for carers, and 
sets out the Government's short-term agenda and long-term vision for the future care 
and support of carers. You can download a PDF copy of the Strategy here:  

http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_085345 

 



 

 

National news  

New Care and Support System  
 

An intense six-month debate on the future 
of the care and support system was 
launched in May to identify key issues and 
options for reform. Findings will be fed into 
a Green Paper next year and responses to 
it will inform necessary system reforms. 
 

The aim is that a reformed system will: 
· promote independence, choice and 

control for everyone who uses the care 
and support system. 

· ensure that everyone receives the high-
quality care and support they require but 
targets funding at those most in need.  

· is affordable for Government, individuals 
and families in the long-term.  

 
ACT and Children’s Hospices UK will be 
writing a joint response to the consultation 
and we will share this with members as 
soon as this has been prepared.  The 
consultation is open between 12 May and 
November 2008, and the findings will be 
used to inform a Green Paper – anticipated 
in 2009. 
 

ACT and Children’s Hospices UK are calling 
on members to join the debate and share 
your views with Government. Please also 
encourage families and young people to 
add their views in too.  You can find out 
more and submit your views by visiting: 
www.careandsupport.direct.gov.uk  

The Commission for the Compact in 
partnership with Help the Hospices is 
undertaking a research study examining 
how well Primary Care Trusts (PCTs) and 
hospices work together. 

The Department of Health has signed up to 
the Compact, the 10-year-old agreement 
which sets out shared guidelines and 
commitments for working between the 
voluntary and community sector and 
Government.  

This study will focus on how well the 
Compact is being implemented in relation 
to supportive and palliative care, and will 
examine the different local relationships 
between hospices and PCTs. The 
Commission for the Compact will publish 
the findings in September 2008 and they 
will be used to help improve 
implementation of the Compact in this 
sector. 

 

The final report of The Bercow Review 
was published on 8 July and makes 
recommendations addressing children’s 
and young people’s speech, language 
and communications needs (SLCN) and 
contains 40 recommendations.  

The review called for the setting up of a 
series of local pathfinder projects around 
the country which will assess SLCN, 
decide which services are required and 
start to provide them.  

Bercow also recommended the 
appointment of a ‘communication 

champion’ to raise the profile of speech, 
language and communications within 
schools and oversee the implementation 
of the pathfinders. 

It was also recommended that PCTs and 
local authorities work together to 
undertake surveillance and monitoring of 
children and young people to identify 
potential SLCN across the age range, 
and particularly at key transition points.  

 

To view The Bercow review visit 
www.dcsf.gov.uk/bercowreview 

Research into Hospices and Primary Care Trusts  

Conclusions from The Bercow Review Published  



 

 

National news  
Disabled Children and Housing Campaign 
EDCM's new campaign briefing Disabled 
Children and Housing shows that families 
with disabled children may be the worst 
housed families in Britain. Less than half of 
disabled children live in housing suitable to 
their needs. 

EDCM needs your help to make sure 
Government takes action to end this housing 
crisis. They ask that you email your MP and 
ask them to help make this happen by going to 
http://www.edcm.org.uk/housing and 
clicking on ‘take action’. You can also 
download a copy of the briefing. 

Success for Families of Disabled Children 
Contact a Family and Every Disabled Child Matters (EDCM) have identified that thousands of 
parents weren’t receiving the child disability element of tax credits as they didn’t know to inform HM 
Revenue and Customs (HMRC) they were receiving Disability Living Allowance. 

After joint work by Contact a Family, EDCM, HMRC, and the Department of Work and Pensions, 
HMRC has found a way to identify the families and give them the correct tax credits. Measures 
have also been put in place by officials to ensure future claimants receive their full entitlements. 

If you don’t want to wait for HMRC to check your claim you can ring the Contact a Family helpline 
to check your entitlement - 0808 808 3555. 

Coventry and Warwickshire’s Children and Young Peop le’s Teaching and Assessing 
Framework           
 

Nurses in Coventry and Warwickshire PCTs have developed a new tool to support staff who care 
for children with complex health needs. The Coventry and Warwickshire PCT Competency 
System is a teaching and assessment tool for teaching support workers and junior nurses to look 
after children with complex needs; developed by the Children's Community Nursing Teams.  
 

The competencies aim to teach and assess holistically including psychological and child focused 
elements. Each competency includes power point slides, teaching notes, handouts, a workbook, 
and a competency document. Model answers are available on request.  
 

Consultant nurse, David Widdas, who developed the system with clinical educator, Liz Herd, said: 
“The system started in the community and is now also used in an adapted form in the local acute 
unit, University Hospitals of Coventry and Warwickshire and in pre - registration nurse training at 
Coventry University. We have also had a great deal of interest outside the local area, with copies 
being distributed across the UK, and to services in Europe, Australia, America and China.”  
 

You can view and download all the 18 different modules and teaching documents at our website – 
just click on the relevant documents to download the material. It may be useful to download the 
Teaching and Assessing Checklist first which outlines all the different modules. Visit  
http://www.act.org.uk/content/view/159/167/ 

New resources  

Professionals Wanted to Contribute to New Journal  
 

The new Interconnections Quarterly Journal (IQJ) is a web-based Journal for all practitioners who 
support children and young people (0-25 years) with special needs – and their families. 
IQJ is looking for articles about what particular practitioners do. Articles are published which help 
practitioners learn about each other, to promote integrated multi-disciplinary approaches. 
Shorter pieces that focus on the practicalities and answer the basic questions are welcome – the 
article does not have to be long and academic. Writers of published articles get a year’s free 
subscription to IQJ. For more information contact: p.limbrick@virgin.net 



 

 

New resources  

My Angel Tree  
 

In April 2000, Kirsty Bilski’s life couldn’t have 
been happier. It was a time of celebration 
and the start of a new life and brighter future 
for her and her new husband, Jerzy, together 
with her three children, Jessica, Gemma and 
Stewart. Six months later, however, her 
family’s world was shaken to its very core 
when Jessica, at the tender age of ten, was 
diagnosed with a rare and aggressive form 
of liver cancer. 
 

My Angel Tree: A True Experience , written 
by Kirsty and just published by Apex, is the 
story of Jessica’s courageous journey 
through her illness, told through the eyes of 
her mother, who travelled alongside her 
daughter every step of the way, refusing to 
give up hope and guiding her with an 
honesty that allowed Jessica to make  
 

important decisions about her own care, the 
most harrowing of all coping with the 
acceptance that she was going to die and 
that pursuing further treatment was not going 
to save her. 
 

My Angel Tree includes a foreword by Noel 
Edmonds, and all royalties will be going to 
Children's Hospice South West in order to 
benefit other children and their families. 
Kirsty hopes that through publishing My 
Angel Tree something of her 
daughter's strength and courage will 
continue on and help others.  
 

Find out how you can purchase Kirsty’s book 
(ISBN number 1-906358-10-9) by visiting  
http://www.apexpublishing.co.uk/
PubDetails.asp?Num=143  
You can also visit Kirsty’s own website called 
www.myangeltree.com  

Thursday 9 October 2008, Bristol 
 
If you commission health and social care or 
design services for children with complex 
health or palliative care needs in England, 
this national conference will be a ‘must’ for 
you. This event will be the arena to discuss 
implementing Better Care: Better Lives - 
the first national strategy for children and 
young people with life-limiting or life-
threatening conditions and their families.  
Delegates will also have the opportunity to 
debate the forthcoming Children’s 
Continuing Care Framework. 
 
Aiming Higher in Children’s Palliative 
Care is jointly hosted by ACT (Association 
for Children’s Palliative Care); Bangor 
University; Centre for Child & Adolescent 
Health, Bristol; Children’s Hospices UK; 
Care Services Improvement Partnership; 
Department of Health. It will be chaired by 
Professor Sir Alan Craft.   

Key note speakers include: Dr Sheila 
Shribman, National Clinical Director for 
Children, Young People and Maternity 
Services; Dr Angela Thompson, Christine 
Lenehen, Director, Council for Disabled 
Children; Tracy Rennie, Director of Care, 
EACH, Karin Lowson, Project Director, York 
Health Economics Consortium, University 
of York; Jake Abbas, Deputy Director, 
Yorkshire and Humber Public Health 
Observatory; Toby Price, Disability 
Partnership Manager, Sutton Disability 
Partnership for Children & Young People, 
London Borough of Sutton; Mary Lewis, 
Director, The Lifetime Service.  
 
The price is £50 per delegate. For more 
information please download the booking 
form and flyer or contact Sally Sterland, 
Conference Secretary, Centre for Child & 
Adolescent Health, Hampton House, 
Cotham Hill, Bristol, BS6 6JS.  
Phone 0117 33 10893 or email 
sally.sterland@bristol.ac.uk 

National Conference: Aiming Higher in Children’s Palliative Care  



 

 

Feature  

In the Spring of 2004 my son Lawrence 
developed problems with his hearing. These 
problems got worse over the next few months 
and in October 2004 Lawrence was diagnosed 
as having ALD – a rare genetic degenerative 
condition made famous some years ago by a 
film called Lorenzo’s Oil . The condition took its 
hold rapidly. In December 2004 Lawrence lost 
the ability to walk, literally overnight. Over the 
next few months Lawrence lost his speech, the 
ability to move and had to be tube fed. 
Lawrence died in July 2005, just nine months 
after the diagnosis. 
  

I was asked to speak at a recent ACT 
conference in my capacity as a parent, and 
decided to focus on what would have made 
both Lawrence’s and our experiences as 
parents at this terrible time easier. I came up 
with the following fourteen suggestions: 
 

1.Better training for professionals on breaking 
bad news to parents. 

2.For rare conditions – an expert should be 
available to give information and advice 
throughout the progress of the condition. 

3.More support from the GP surgery – a single 
GP should be appointed in charge of the case 
and to keep abreast of developments. Ideally 
someone with a palliative care background.  

4.The appointment of a ‘child’s champion’ for 
every child and their family - to look after the 
interests of the child and to co-ordinate all 
involved in care. 

5.The ability to make decisions and adapt 
quickly to changing circumstances and the 
ability to bypass bureaucracy when necessary. 
For example ensuring the child’s specialist 
equipment or housing adaptations are sorted 
when they are needed. 

6.More funding should be made available to 
help with the promotion of specialist and 
support groups working across children’s 
palliative care, especially those small groups 
that provide help and information for rare 
conditions. 

7.Recognition of qualities of “special children” - 
they have much to teach us. 

8.Acknowledgement that the parent does 
sometimes know best and professionals should 
do more to listen to what parents say.  

9.Professionals should be more willing to seek 
advice from other professionals who have more 
experience about a specific condition or issue. 

10.Pain relief must be given a priority. 

11.Emphasis should be on a peaceful death 
rather than prolonging life. Good quality 
palliative care when the patient is alive and a 
peaceful death are key. Palliative care workers 
deserve recognition for the huge difference they 
can make to the quality of a patient’s last phase 
of life.  

12.Parents should be made aware of options for 
death at home and a more “DIY” approach to 
funeral/cremation, rather than be railroaded into 
using the services of a funeral director.   

13.The child’s champion should stay in touch 
with the parents, siblings and family after the 
child has died, to provide ongoing support as 
they come to terms with their loss. 

14.Parents should be encouraged to do 
something positive in memory of their child.  
 

These suggestions are based purely on our own 
personal experiences and I’m sure many 
readers will have other suggestions to add to 
this list. If you would like to add anything, or to 
make any points about my list, please get in 
touch with me via Myra at ACT – 
myra@act.org.uk 

Virginia Barstow  

Virginia’s Charter: For children and young people with life-limiting co nditions and their families  

 

Virginia’s presentation to the ACT Conferences 
in Scotland and England this June made an 
enormous impression on both audiences. Since 
then we have had so many calls and requests 
asking for a copy of her presentation, and so 
many people have identified with Virginia’s 
charter suggestions. Both Virginia and ACT 
welcome your feedback so let us know if you 
have other suggestions or ideas on developing 
this. Please do get in touch.  



 

 

Join the UK's Biggest Ever Event 
to End Child Poverty!  
 
Saturday 4 October, 1pm to 3pm 
Trafalgar Square, London  
 
1 in 3 children lives in poverty in the UK. The 
Government has made the promise to end 
child poverty - and the national charity End 
Child Poverty has organised an event to 
remind them of their promise. Join thousands 
at the "Keep the Promise" event on 4 October.  
 
ACT is a member of End Child Poverty and 
will be there for the event - come and join us!  
 
For more information visit:  
http://www.endchildpoverty.org.uk/ 

Conferences, training and events  

Inclusion into Practice – KIDS  
18 September, Neighbourhood Centre, London SE1 (registration at 9.30am)  
 
This national conference, aimed at service and senior managers, strategic planners and 
decision makers is an opportunity for professionals to further develop their own practice 
towards inclusive play, youth, childcare and leisure services. 
Cost: Voluntary - £100, Statutory - £175.  
To obtain a booking form email info@yp-in.biz  (this e-mail address is being protected from 
spam bots - you need JavaScript enabled to view it)  

Children and Young People with 
Disabilities and Special Needs:  
Ideas into Action - Interconnections  
UK Conference 
10 September, 9.15am - 4.15pm  
Regent's College Conference Centre, 
Regents Park, London NW1 4NS  
 

This one-day national conference will 
include presentations such as 'Making 
sense of complex service provision: Can we 
replace the 'scatter-gun' response to infants 
who have multiple needs with a more helpful 
and cost-effective approach?', and 'When a 
child dies'. Cost for one place: £135 + VAT.  
 
Contact p.limbrick@virgin.net  
(this email address is being protected from 
spam bots - you need JavaScript enabled to 
view it)  

Do You Want to Know More about End of 
Life Care? - Public Education Events from 
St Christopher's Hospice  
10 September  
(also 9 December and 27 January 09) 
St Christopher's Hospice, 51-59 Lawrie Park 
Road, Sydenham SE26 6DZ  
 
St Christopher's Hospice is holding a series 
of education events for anyone who would 
like to find out more about: living with illness 
and loss, help available, family support, 
palliative care and bereavement. The day will 
also cover financial help. The event is free 
and there is no need to book. 
 
For more information tel 020 8768 4500 or 
email education@stchristophers.org.uk    

Compassionate Care - The Janki 
Foundation for Global Health Care  
13 September, 9.30am-4.00pm 
The Worthing Postgraduate Centre  
 
This study day for healthcare professionals is 
run mainly as a facilitated workshop based on 
a module used in the training programme 
'Values in healthcare - a spiritual approach'. 
The aim is to give an insight into the skills 
needed to become more compassionate 
while avoiding compassion fatigue. 
Cost: £25.  
 
Contact Craig Brown on tel 01903 774 735 
or email cbrown9811@aol.com   
(this email address is protected from spam 
bots - you need JavaScript enabled to view it)  



 

 

Recruiting and Retaining Short Break 
Carers - Shared Care Network 
2 October, Age Concern, Cardiff  
 
The aim of this training is to identify and share 
effective practice in recruiting and retaining 
short break carers. This course is highly 
interactive and will include group work and 
discussion, practical work and case studies. 
The training covers topics such as developing 
a recruitment strategy and action plan, 
identifying barriers and blocks, and caring for 
the carers. 
Cost: £165 members, £190 non-members  
To obtain a booking form and for more 
information contact: 
Lynette.Preston@sharedcarenetwork.org.uk 
(this email address is protected from spam 
bots - you need JavaScript enabled to view it) 

Conferences, training and events  

Safeguarding Disabled Children - Shared Care Networ k 
29 October, Best Western Pond Hotel, Glasgow  
 
The aim of this training is to give delegates a greater knowledge of the increased vulnerability 
of disabled children and to equip them to detect risk and offer greater protection to vulnerable 
children. Cost: £165 members, £190 non-members  
 
Contact Lynette.Preston@sharedcarenetwork.org.uk  (this email address is being 
protected from spam bots, you need JavaScript enabl ed to view it) 

Royal Society of Medicine Conference - 
Northern and Yorkshire Region:  
Palliative Care in 3D: ‘Diversity, 
Dilemmas, and Difficulties’  
Wednesday 14 & Thursday 15 October 08, 
The Spa Complex, South Bay, Scarborough, 
North York YO11 2HD  
 
The objective of this conference is to update 
and challenge current approaches to the 
frequently recurring dilemmas in the field of 
Palliative Care, through a combination of 
evidence based lectures, debate and 
practical workshops. Visit  
www.rsm.ac.uk/academ/palliativescar.php or 
contact Chloe Waite on 020 7290 3844 or 
chloe.waite@rsm.ac.uk (this email address 
is protected from spam bots - you need 
JavaScript enabled to view it)  

Working with Bereaved Children and 
Young People - Child Bereavement Charity  
The aim of the course is to enable trainees to 
develop a range of techniques to work 
effectively with bereaved children and young 
people according to each child or young 
person's individual needs. The course is open 
to those who wish to deepen their 
understanding of the needs of bereaved 
children. It will not aim to equip trainees to 
counsel children/young people, but rather to 
support them in the context of their family and 
their experience of bereavement. 
The selection day will be 13 September and 
trainees must be able to attend all course 
dates.  Cost: £995  
Contact the CBC Training department at 
training@childbereavement.org.uk (this email 
address is being protected from spam bots - 
you need JavaScript enabled to view it)  

Communicating with Families when 
Children have a Life - Limiting Condition 
and Complex Needs - Child Bereavement 
Charity 
24 October, CBC Training Centre, Aston 
House, High Street, West Wycombe,  
Bucks HP14 3AG 
10.00am - 4.00pm (registration 9.30am)  
 
The aim of the day is to provide an overview 
of the families' difficulties from the point of 
diagnosis and to examine ways to reduce 
overlapping of provision within services to 
minimize pressures on the family. 
 
Cost: £90  
Contact the CBC Training department at 
training@childbereavement.org.uk  


