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Funding campaign

The current focus of ACT® campaigning
wo rk is to raise awareness of the need for

continued funding for services which currently
receive funding through the Big Lottery Fund.

The term of the Big Lottery (BIG) Fund will
come to an end, as planned, in April 20086,
although some will continue to receive funds
until 2007. After this date, it is feared that
many of these vital services will be lost.

Our campaign aims to raise awareness of
the crucial role that these services play in
supporting families and to influence policy-
makers about the need to fund them. ACT

will be joining forces with a newly formed
Children® Palliative Care Alliance to
maximise the impact of the campaign. The
alliance includes representatives from the
Royal College of Nursing, the Royal College
of Paediatrics & Child Health and the
Association of Children® Hospices.

All BIG-funded teams will shortly receive a
questionnaire from ACT requesting
information that can be used in developing a
series of MP briefings. A press conference
and further political lobbying are also
planned over the coming months.

New membership structure

ACT has introduced a new membership
structure , which will take effect from
January 2006. The new structure mainly

affects organisational members who will now

be able to nominate individuals within their
organisation to receive ACT information
directly. There has been a slight increase in
fees for individual professionals, while
families and other individuals (ie non-health
or social care professionals) will continue to
receive free membership to ACT.

Our questionnaire

With this newsletter you will find a
feedback questionnaire to help us ensure
that we are getting our services right. We
have included a summary of our draft three-
year Strategic Plan for 2006-9 and would
welcome feedback from you. Let us know
what you think should be our priorities over
the coming three years.

STOP PRESS

We have just heard that we have been
successful with our two bids to the True
Colours Trust (one of the Sainsbury Family
Charitable Trusts).

One bid (£177,000 over 3 years) is for a
joint research project with the Association
of Children® Hospices to develop a tool for
mapping life-limited children and children®
palliative care services. This project will
initially be piloted in Cheshire/Merseyside
and will then be rolled out nationally. The
project will include the development of an
online national service directory.

The other bid (£226,000 over three
years) is for the continued development of
ACT® family outreach and campaigning
work, with a particular focus on working
with young people to produce a care
pathway on transition.



national policy newsE

Guidance for Commissioner s on Children(s Palliative Care

The Department of Health has published
guidance for commissioners on children®
palliative care. The guidance is welcomed by
ACT as an important first step in putting
children® palliative care on the map.

While much of the guidance is to be
welcomed, ACT has expressed concerns
regarding the proposed commissioning model.
This implies that the bulk of children® palliative
care will be carried out by generic community
nursing teams with specialist medical support
being commisioned by a new specialist
commissioning body.

The guidance does not appear to support the
commissioning of specialist community multi-
agency teams, such as the Big Lottery Teams,
and does not make it clear how medical support
will be provided in the community. The concern
is that while specialist medical support is

essential, there simply aren®enough specialists
available to support the teams who are
providing the bulk of the care in the community.

However on a positive note, funding for
children’'s hospices is to be negotiated at
specialist (SHA) level which will ease the
burden on hospices who at present have to
make multiple negotiations with local PCTs.

The commissioning guidance has been
produced to inform commissioners on how best
to spend the manifesto pledge of doubled
funding for palliative care.

In addition, info rmation has been released from
the DH on behalf of the National Partnership
Group for Palliative Care regarding progress of
the Healthcare Resource Groups and payment
by results. A full copy of this info rmation can be
obtained from ACT® website www .act.or g.uk, in
the professional resources section.

Welcome to new members of staff

Marie Crozier | am delighted to be introducing
myself to all ACT members as Family Outreach
Manager. This new role has been created in
recognition of the importance of keeping in touch
with families to make sure that ACT is
representing their interests in the way they would
like.

| am planning a Newsletter for parents and
families, a makeover of the website and am
aiming to set up a network of family members
who can spread the word about the work of ACT.

ACT membership is free of charge to all families
and you will find a membership form enclosed
with this Newsletter. If you are reading this as a
professional member, please pass this on. By
doing so you are providing families with the
opportunity to become directly involved with ACT.

You can contact me on the usual phone
number or email me at marie@act.org.uk

Sandra Tuck | started work at ACT at the end of
August and many of you will already have met
me or spoken to me on the phone as |10 been
busy making contact with as many of ACT®
members and other stakeholders as possible.
My previous role was as a fundraising consultant
for the Waterways Trust, so | am really enjoying
the challenge of learning about a completely
different sector.

I am looking forward to ensuring that ACT
continues to develop and grow over the coming
years and will be working hard to ensure that
ACT secures the funding it needs to deliver the
range of support that children, young people,
families and professionals need.

| would love to hear from you if you have any
fundraising ideas you would like to share. You
can ring me on the office number or email me on
sandra@act.org.uk



national policy newsE

ACT response to Owur health, your care,

your sayO

ACT submitted a response to this major national
consultation, drawing on feedback we have
received from families about what works well and
what doesnOtn relation to the community health
and social services they receive. The White Paper
on Community Health and Social Services is due
to be published in the New Year.

Means test on the Disab led Facilities Grant is
abolished

This long overdue change to the way Disabled
Facilities grants are assessed means that many
families will now be able to make the adaptations
they need to be able to care for a disabled child in
their own home without running into huge debts. In
September the Office of the Deputy Prime Minister
also announced the budget for the grant would be
OsubstantiallyincreasedOfrom April 2006.

Individual budget pilots

Announced on 30 November, there are to be 13 pilot
sites for a new scheme to introduce individual
budgets for disabled and older people and give
greater choice and control over the mix of support
they receive. This will include young disabled people
moving into adulthood. Over the coming months, the
DfES will be exploring the potential for individual
budget pilots for families with disabled children.

New Office for Disability Issues

This new cross-government Office for Disability
Issues was launched on 1 December. It will be
responsible for all issues relating to people with
disabilities, including children and young people
and will ensure that all government departments
work together to improve outcomes for disabled
people. The new Office and the appointment of a
new Minister for Disabled People, Anne McGuire,
come as a result of the Prime Minister® Strategy
Unit publication of @nhcreasing the Life Chances of
Disabled People.

New National Clinical Director for Childre n

Dr Sheila Shribman has been appointed National
Clinical Director for Children to head the
government® efforts to modernise and reform
children® healthcare services. Sheila is currently
Medical Director at Northampton General NHS
Trust and Registrar at the RCPCH. She has been in
post only a very short time, but has already
indicated that one of her priority areas is to be the
care of disabled children. ACT welcomes Sheila to
her new role and looks forward to working with her
to ensure the continued development of services for
life-limited children.

Assisted Dying for the Terminall y Ill Bill (HL)

This Bill was published by order of the House of Lords
on 9 November 2005 and gives those over the age of
18, who fit certain ciiteria, the legal right to choose to
die. It is for those of Ocapacityfiho are suffering
unbearably as a result of terminal illness where the
prognosis is six months or less to receive medical
assistance to die at their own considered and
persistent request. Copies are available from the
Stationery Office, price £2.50

NHS Redress Bill

This Bill, published on 13 October, takes forward
many of the recommendations from the Chief
Medical Officer® 2003 report OMakingAmendsO.
The Bill gives the Secretary of State the power to
establish an NHS Redress Scheme and places a
duty on providers and commissioners of hospital
services to ensure patients receive a more
consistent, speedy and appropriate response to
clinical negligence.

With an upper limit of £20,000, the scheme is
designed to offer patients first class packages of
care and practical support when things go wrong,
rather than going down the route of costly litigation.
The Bill should provide a lever for the delivery of
Standard 8 of the NSF. To view the statement of
intent, visit www .dh.go v.uk/actsandbills

MEMBER NEWS

Child Death Helpline anniversary

ACT was delighted to be invited to celebrate
the 10th anniver sary of the Child Death
Helpline at Great Ormond Street on 12
September .

The Child Death Helpline is a national
helpline service for all those affected by the
death of a child. The Helpline is staffed by
professionally trained volunteers all of whom
are bereaved parents themselves.

Recent statistics show a rising number of
calls relating to teenage or older children.
Nearly half of all calls concerned the death of a
teenage or older child, with 20% in respect of
children aged 12-19 and 17% about over 19s.
You can call the national freephone number
on 0800 282 986. The helpline is open 365
days a year, every evening: 7-10pm,
Monday-Friday mornings 10am-1pm,
Wednesday afternoon 1-4pm.
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CHILDRENOSHOSPICE SERVICE TOOLKIT
Launched by the Association of Children®
Hospices on 29 November, this Toolkit seeks to
influence the planning and development of future
children® hospices and will help to ensure that:

¥children® hospice services are developed where
they are most needed

¥there is no duplication and overlap of services.
¥new services are sustainable and do not
adversely affect the sustainability and work of
other neighbouring services.

¥those who do embark on establishing a children®
hospice service have the information that is
required to successfully plan their service

For a full copy of the Toolkit, contact
Penny Burton at the ACH by emailing
penny@childhospice.org.uk

THE EDUCATION AND EMPLOYMENT OF
DISABLED YOUNG PEOPLE: FRUSTRATED
AMBITION.

Available as a free download from

www .jrf.org.uk/bookshop/details.asp?publD=735

BooksE reportsE resources

S

Published by the Council for Disabled Children.
www .ncb.or g.uk/cdc

NSF EXEMPLAR ON COMPLEX DISABILITY
Published jointly by the Department of Health
and Department of Education & Skills
Launched on 30 November, this latest Exemplar
tracks the journey of a girl born with cerebral palsy
and other complex health needs from her prema-
ture birth, through to transition to adult services at
the age of 19. Copies can be downloaded from
http://www .dh.go v.uk/Pub licationsAndStatistics
/Publications/Pub licationsP olicyAndGuidance
CONTENT_ID=4123814&c hk=cbcvDT
Alternatively email dh@prolog.uk.com quoting
271559 / Complex Disability or call the DH
publications orderline on 08701 555 455.

MAKING A DIFFERENCE

Family guides for parents on how to use the NSF
to shape their local services. Available free of
charge from CaF Helpline 0808 808 3555 or email
helpline@cafamily.org.uk

REALISING CHILDRENG TRUST ARRANGEMENTS
National Evaluation of the ChildrenGs Trust
Phase 1 Report

An early evaluation of 11 areas developing Children®
Trusts carried out by the University of East Anglia, in
partnership with the National Children® Bureau. The
report can be downloaded from:

http:/Mmww .everychildmatter s.go v.uk/strategy/
childrenstrustpathfinder s/nationale valuation/

ALTOGETHER NOW: AN EVALUATION OF THE
KEYWORKING PROCESS IN WARWICKSHIRE
by Lynne Barton & Lynette Clarke.

Published November 2005. Price £5.

Email: lynnebarton@warwickshire.gov.uk

INCLUDING MEby Jeanne Carlin.

A new handbook to help local authorities, schools
early years settings and health providers develop
policies and procedures to ensure that children
with complex health needs can access education
and childcare. The handbook is a companion to the
DH/DfES guidance published in March 2005
Managing Medicines in Schools and Early Years
Settings.

N

EVERY CHILD MATTERS

Disabled Children web pages.

Published by the team behind Improving the Life
Changes of Disabled Children, these pages set out
the action to improve outcomes for disabled
children under Every Child Matters.

http://mwww .everychildmatters.go v.uk/
socialcare/disab ledc hildren/

MULTI-AGENCY WORKING TOOLKIT

This new toolkit aims to support managers and
practitioners setting up and delivering multi-agency
services. www .ecm.go v.uk/multia gencyw orking

NOT TOO YOUNG TO GRIEVE A video published
by the Childhood Bereavement Network aimed at
parents and carers of bereaved young children.
Copies are available free of charge from ACT b
contact marie@act.org.uk if you would like one.

e
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Conferences & courses

There are details of conferences, cour ses and events throughout the year

on the ACT website: www .act.or g.uk

If you would like an event to be included in ACTNOW,
please contact the ACT office on 0117 922 1556 or email: info@act.or g.uk

Education at St
ChristopherOs B Primary
Schools & Bereavement
2 February 2006, London.
A half-day for school
based staff whose wo rk
b rings them into contact
with bereaved

children. Cost £30.
Contact: 020 8768 4656,
education@

stc hristopher s.org.uk

Carers UK B Charging
for Community Care

9 February 2006, London.
Charging is one of the
most contentious areas in
the community care
debate. This course
provides an opportunity to
examine the main issues
in England and Wales.
Cost: vol sector £118;
statutorysector £155,
commercial sector £190.
Contact:

020 7566 7632,
training@carer suk.or g

Carers UK B Caers
Awareness

15 February 2006, London.
A multi-disciplinarytraining
course which aims to raise
participantsGwareness of
issues that affect carers.
Cost: vol sector £118,
statutorysector £155,
commercial sector £190.
Contact:

020 7566 7632,
training@carer suk.or g

Carers UK b Parent
Carers & Disabled
Children: Research,
Good Practice & the Law
23 February 2006, London.
The focus of the day will
mainly be on research,
the law and good practice

in relation to child and
family support services.
Cost: vol sector £118,
statutory sector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

St Christopher® Candle
Project Open Meeting:
Dramatherap y &
Bereavement b working
creativel y with grief.

7 March 2006, London.
Dramatherapy
encompasses the use of
metaphor, symbol, ritual
and archetype to offer
opportunity for work on
pre- and post-
bereavement issues at an
unconscious level. This
open meeting will
demonstrate through case
study and practical
example the potential
effectiveness of
dramatherapy within the
grief process. Cost: £20.
Contact: 020 8768 4656.
email: education@

stc hristopher s.org.uk

Children in Scotland b
Suppor ting children
dealing with loss and
change

9 March 2006, Edinburgh.
One-day wo rkshop aims
to help people working
with children to
understand the ways in
which children expelience
change and loss B
includes significant loss
like bereavement.

Cost: individual and small
vol agencies: £75
members, £105 non-
members; stat and large vol
agencies: £100 members,
£130 non-members.

Contact: 0131 228 8484,
info@childreninscotland
.org.uk

Carers UK B Community
Care Law: Introduction
14 March 2006, London.
Will equip newly recruited
wo rkers with the skills and
confidence to advocate on
behalf of carers.

Cost: vol sector £118,
statutorysector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

Carers UK B Advocacy
for Carers: Introduction
7 March 2006, London.
The course is a basic
starting point for anyone
wanting to make sense of
this complex area

of law.

Cost: vol sector £118,
statutory sector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

Carers UK B Benefits for
Carers: Introduction

21 March 2006, London.
Some familiarnty with the
benefits system, including
disability benefits, is
advisable before attending
this course.

Cost: vol sector £118,
statutory sector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

Education at St
ChristopherOs b
SecondarySchools &
Bereavement

23 March 2006, London.
A half-day for secondary
school based staff whose
wo rk brings them into

contact with bereaved
children. Cost £30.
Contact: 020 8768 4656,
education@

stc hristopher s.or g.uk

Teenage Cancer Trust B
4th International
Conference on Teenage
& Young Adult Cancer
Medicine

30-31 March 2006,
London.

Registration fee: for
doctors/professional
equivalent £350. One day
only: £210 per day; for
nurses/social workers/
professional equivalent
£250, £150 per day.
Contact Samantha
Greshoff by fax:

01227 733 668.
sam@greshoff .free-
online.co.uk

Cystic Fibrosis Trust
Medical Conference
2006

6 April 2006, Manchester.
The one-day conference
is aimed at all clinicians,
nurses and allied health
professionals working in
the field of Cystic Fibrosis.
No charge for attendees but
a fee will be levied for non-
attendance.

Contact: 020 8290 7916,
conf erence@

cftrust.or g.uk

Carers UK D Carers and
their Rights

11 April 2006, London.
This course examines
how recent legislation fits
in with the maze of other
community statutes, and
what rights carers have as
a consequence, both from
social services and NHS.



Cost: vol sector £118,
statutory sector £155,
commercial sector £190.
Contact 020 7566 7632,
training@carer suk.or g

Education at St
ChristopherOs B Families
& Palliative Care b

intr oductory

25 April 2006, London.
This introductory

wo rkshop will present
family lifecycle issues and
a systems approach to
thinking about families
and family
communication. Cost £90.
Contact: 020 8768 4656,
education@

stc hristopher s.org.uk

Rainbo w Trust
ChildrenGs Charity 3rd
Annual Conference b
Caring for Families of
Dying Children

25 April 2006, London
Contact: Jean

Etheridg e, 01372 220
072 or jean.etheridge @
rainbo wtrust.or g.uk

Carers UK B Community
Care Law: Advanced

9 May 2006, London.
Provides an update for
participants who are
already familiar with basic
community care law. It
focuses on local authority
assessment and care
provision procedures in
England & Wales. Cost:
vol sector £118,

statutory sector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

Children in Scotland B
Suppor ting children
dealing with loss and
change

18 May 2006, Glasgow.
One-day workshop aims
to help people working
with children to
understand the ways in
which children experience
change and loss B
includes significant loss
like bereavement. Cost
£75 for members B
individual & small vol

agencies; £100 Dstat and
large vol agencies. Non-
members £105 & £130
respectively.

Contact: 0131 228 8484,
info@childreninscotland
.org.uk

Education at St
ChristopherOs b Families
& Palliative Care b
advanced

6 June 2006, London.
This advanced workshop
will present couple
therapy and builds on
family lifecycle issues and
a systems approach to
thinking about families
and family
communication. Cost £90.
Contact: 020 8768 4656.
education@

stc hristopher s.org.uk

Carers UK B Advocacy
Effective Skills

7 June 2006, London.
Will give participants an
opportunity to develop,
and to practice advocacy
and negotiation skills in a
safe and supportive
environment. Cost: vol
sector £118, statutory
sector £155, commercial
sector £190.

Contact: 020 7566 7632.
training@carer suk.or g

CarersUK b
Assessments: the Legal
Framework

12 June 2006, London.
The assessment process is

the gateway to community
care service provision.
Cost: vol sector £118,
statutorysector £155,
commercial sector £190.
Contact: 020 7566 7632,
training@carer suk.or g

Education at St
ChristopherOs P Young
People Facing
Bereavement

13 June 2006, London.
Will be looking at how
young people grieve,
different approaches and
skills in supporting

them and difficult issues
such as bereavement by
suicide. Cost £90.
Contact: 020 8768 4656,
education@

stc hristopher s.org.uk

Macmillan cancer relief
b lf help & support
workshop: OH®lking to
children about cancerO
15 June 2006, London.
Explore creative ways of
improving communication
with children affected by
cancer.

Contact: Heather Petty,
020 7091 2010, hpetty@
macmillan.or g.uk

Cardiff University b 3rd
International Cardiff
Conference 2006
Paediatric Palliative
Care

21-23 June 2006, Cardiff.
Progress in palliation:
intervention or

interference. Fees: Three
days b £29) (inc
conference dinner); three
days for nurses or
equivalent B £190 (inc
conference dinner); one-
day £130; one-day nurses
or equivalent £90.
Deadline for receipt of
completed registration
forms is 31 March 2006.
After this date a late
registration fee of £50 will
be applied.

Contact: Su Haywar d-
Lewis, 029 2087 5508,
Haywar dle wis@

cardiff .ac.uk

CancerNur sing b Cancer
Care for Children &
Young People

The course is free of
charge to all, and can be
taken at a time, pace and
place of the learner®
choice. Written by the
Paediatiic Oncology
Nurse Education group of
the Royal College of
Nursing and has been
designed as an
introduction to the
speciality of caring for
children and adolescents
with cancer. It provides an
ovewiew of the many
different aspects of caing
b physical, emotional and
psychological.

Learner s can enrol on
the course on the
CancerNur sing website
WWW .cancern ursing.or g

following weblinks:

EVALUATION OF WORLD HOSPICE AND PALLIATIVE CARE DAY

The International Observatory on End of Life Care is inviting feedback
to help evaluate the recent World Hospice and Palliative Care Day on 8
September. If you took part in this event and would like to provide
feedback, the questionnaire is available in five languages at the

¥English http://www.eolc-observatory.net/phpQ/fillsurvey.php?sid=6

¥Spanish http://www.eolc-observatory.net/phpQ/fillsurvey.php?sid=9

¥Portuguese http://www.eolc-observatory.net/phpQffillsurvey.php?sid=8

¥French - http://www.eolc-observatory.net/phpQ/fillsurvey.php?sid=11

¥Chinese - http://www.eolc-observatory.net/phpQ/fillsurvey.php?sid=12




