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Response form

For the standards we refer to in each of the following questions, please describe the
geographical areas within your network region where they are being met. Please do this in a
way which will make it as easy as possible for Together for Short Lives to draw these areas
on our digital maps; for example, please reference ICS areas, STP areas, CCG areas (all
England), health and social care trust areas (Northern Ireland), NHS boards (Scotland), local
health boards (Wales) or local authority areas (UK-wide). For each question, please also
describe how those services are funded, which organisations provide them — and if they are
only available to children with certain conditions (for example, children accessing oncology
services). Please add in any further details if you would like to, for example how many whole
time equivalent (WTE) staff involved in meeting these standards. There is no word limit on
your answer — please use all the space you need. Please do add further lines to each table if

needed.

1.

Infants, children and young people with a life-limiting condition can access palliative

care at home provided by a multidisciplinary team that includes members of the specialist
paediatric palliative care team:.

Name of individual
professional, team or
provider organisation

Geographical areas where this standard
is being met

How this work is
being funded (NHS,
local authority or
charitable)

Heywood, Middleton
and Rochdale CCNT

Children have access to specialist

nursing palliative care support 24/7. There
is access to MDT support and also
counselling services. We have access to a
community consultant but no specialist
level 4 trained consultants.

Our children can access a team
assessment which includes support from
SALT, Physio, OT, ophthalmology, early
years support and a community consultant.
For children with oncology conditions we
work collaboratively with the macmillan
nurses and coordinate visits and on call
with Palliative specialist nurse, CCNT,
Derian and the Macmillan team.

There is 1 x WTE
palliative specialist
nurse and CCNT
support. Derian House
children's hospice are
commissioned by the
CCG to provide out of
hours and cover when
the palliative specialist
nurse is on leave.
CCNT cover 7 days a
week 8am to 8pm
Derian provide on call
from 8pm to 8am and
provide specialist cover
for weekends and
when the palliative
specialist nurse is on
leave.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools)

Children & young people (CYP) aged 0-19
have access to palliative nursing care at
any stage of their palliative & EoL journey.
Each CYP will have a named nurse who
will coordinate all advance care planning
and all MDT actions. All CYP have access
to community paediatrician for palliative &

EoL support and we also work in

All this care is funded
via NHS and we have
a separate contract
with one regional
hospice in relation to
specific hospice at
home provision. We

have 1.0 WTE B7




partnership with all medical, nursing and
AHP colleagues from within the
community, secondary and tertiary centres.
We also work collaboratively with several
regional hospices and wider voluntary and
social care services. We provide out of
hours nursing support (on-call) on a 24/7
basis for EoL care provision.

Palliative care lead
nurse, supported by all
CCNT staff and CCNT
covers 8-12mn over
365 days a year, with
additional on-call as
required.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

Palliative care is provided to children from
members of the CCNT supported by senior
members of the team with a specialist
interest in palliative and end of life care.
We have 4 staff who have the Palliative
and end of life for children and young
people qualification.

\We have support from community
consultant paediatricians but no Specialist
Palliative Care level 4 Consultant within
Paediatric Services in SRFT however we
have Community Paediatric support when
needed.

Our children have MDT support including
OT/PT, Dietician, SALT.

For children with oncology conditions we
work collaboratively with the Macmillan
Nurses and coordinate joint visits.

We refer children to Derian House who can
provide any out of hours support for the
family.

NHS funded
Details

We have 4 CCNT staff
who have the Palliative
and end of life for
children and young
people qualification
and support the rest of
the CCNT. We
operate 7 days per
week 8am-8pm.

Charitable

Derian House
Childrens Hospice can
provide support for
families who are
referred into their
service. They can also
provide out of hours
support.

Tameside CCNT

We cover Tameside and Glossop and
provide cover from 8am-8pm. For children
with oncology conditions we work
collaboratively with Macmillan nurses and
co ordinate visits with them when possible.
\We do not have access to any specialist
level 4 trained consultants.

We have 9.2 WTE
nurses on our team
with 2x WTE with
specialist palliative
care training. Francis
House is currently
commissioned by the
CCG to provide
support with end of life
care but we also have
support from Derian
House on a goodwiill
basis who help support
our team with end of
life care on call 8pm-
8am.

Bury CCNT & Special
School’s

Palliative and End of Life Care for Children
& Young People is provided by the CCNT
with one member of the team having a

specialist interest in Palliative and EOL

NHS funded

One member of the

team who has the




care, and has the Palliative and End of Life
care for Children & Young People module.

Children & Young People are also
supported by the wider MDT — Physio, OT
Dieticians and SALT.

Support from Community Paediatricians
and specialist areas at Central Manchester
Children's Hospital.

We work closely with the Macmillan team
at Central Manchester Children’s Hospital,

The Rainbow Trust offer support & Derian
House Children’s Hospice for support and
out of hours support.

\We also have support from Continuing
care if a care package is required to
support Families who have a Child/Young
Person who is End of Life.

Palliative and End of
Life for Children and
Young Persons
qualification.

The CCNT service is
available seven days
per week, between 8
am and 8 pm

Char

Derian House support
is charitable and
provide support from
the home care team
out of CCNT hours.

Derian House
Children's Hospice

South Cumbria, Lancashire, Greater
Manchester.

Children have access to specialist
Palliative nursing care 24/7 (on-call
service). There is access to perinatal team,
ACP team, Counselling, sibling support,
family support, play specialist, social
workers, wellbeing services

Charity

commissioned by 1/18
CCG to support CCNT
to provide Out of hours
and cover when
Palliative care nurse on
holiday.

Paediatric Macmillan
Team .

Based at Royal
Manchester Childrens
Hospital.Ward 84
(Paediatric Oncology
Unit)

North West Region
(19 Health / Education areas)

All Families with a child with a Diagnosis of
Cancer ... is open to all MDT here .

Clic Sargeant SW team
Oncology Psychology Service
Physio/OT

Dietician

Play Specialists/ Youth worker

NHS

Manchester children's
Community Palliative care
team

City-wide region Map enclosed. Children and
families have access to a 24 hours service with
specialist nurses at end of life. Access to the
MDT via nurses and RMCH, and charitable
organisations.

CCG funded, NHS and
Charity

Bolton NHS Foundation
Trust, Integrated

Children and Young people (CYP) have

access to continuing care nursing team

5.7 WTE CCNT NHS

funded, including 2.8




Community Paediatric
Services, Children’s
Community Nursing —
Continuing Care Team
(CCNT)

support 24 hours a day, who have
experience in EOLC.

Derian house children’s hospice support
provide support if families consent for their
input and work jointly with CCNT

If the child has a oncology diagnosis the
Macmillan team lead care supported by
oncology consultants and work jointly with
CCNT and Derian house (if referred)

Community paediatric consultants are also
available to undertake home visits, but are
not trained in EOLC.

The CYP GP supports care delivery 24
hours a day- but are often reluctant to get
involved in complex paediatric EOLC

Specialist respiratory physios are available
to support chest clearance and CYP have
access to community OT, physio, SALT
and dietician’s.

Adult nursing services such as Tissue
viability nurses are also available to
provide specialist advice.

WTE nurses who have
completed end of live
care modules, (with
0.7WTE to attend
course September 21).
Commissioned to work
Mon- Friday 08:00-
20:00 and 08:00-16:00
at weekends/ bank
holiday.

Overnight there is an
on call service who
provides telephone
support. For EOLC the
CCNT “go active on
call” where the team
will undertake out of
hours home visits,
usually with Derian
house Hospital to
home team or the
Macmillan team at
weekends.

If these teams are
busy then other CCNT
members often
volunteer to be the
second person.

All CCNT on call work
relies on staff good will
and flexibility within the
service as the nurses
are not supernumerary
to the service and often
rostered to work the
next day. EOLC is
prioritised over all other
work.

Challenges do arise
when CYP do not have
an oncology diagnosis
and/or if the family
refuses hospice
support.

Other professionals
work Monday to
Friday 8:30-16:30 pm
(approx.)




Stockport Children’s
Palliative Care a part of
Stockport NHS
Foundation Trust

Although we don’t have a full palliative care
team yet, we are hoping to expand
services in the near future. Children
currently have access to nursing care
support 24/7 at end of life from nurses with
an interest in palliative care and complex
needs, there is also local paediatrician who
is the palliative care lead who the children
have access to who work alongside the GP
to provide care at home, this is in part
currently a good will gesture as there isn'’t
yet a team for palliative care. There is
access to MDT support including support
from SALT, Physio, OT and play therapy.
We also have the option to refer for
specialist counselling services at the
Gaddum.

For children with oncology conditions we
work collaboratively with the Macmillan
nurses and CCNT and the Macmillan team

NHS

Trafford Children’s Children and Families have access to the [NHS
Community Nursing service who live within the borough of

Team Trafford.

Alder Hey Specialist Direct support to child and family in their  |NHS funded

palliative care team

own home:

e Eastern Cheshire

e Halton
e Knowsley
e Liverpool

e South Cheshire

e South Sefton

e Southport and Formby
e StHelens

e  Wirral

e Vale Royal

e Warrington

e West Cheshire

e West Lancashire

Specialist advice to local teams and
services with home visits only when
essential:

e Blackpool
e Chorley and South Ribble
e Bolton

e Greater Preston

e Fylde and Wyre




e Wigan
¢ North Staffordshire

Claire House Children’s
Hospice provides
palliative care for all
children and young
people from 0-23 years
with a life threatening or
limiting conditions. Not
disease specific

Cheshire and Merseyside

Liverpool

Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton
Southport & Formby
Warrington

Parts of North Wales

CCG funded

1 x WTE perinatal
nurse consultant

2 x WTE Palliative care
nurse specialists

2 X WTE associate
palliative care nurse
specialists

Charitable funded

1 x WTE Palliative
Care Nurse Consultant

1 x WTE Palliative
Care Nurse Specialist

4 PA Medical
Consultants

Access to play
specialist, OT,
Physiotherapist, music
therapists and
counsellors all funded
by the hospice charity.

Page Break

2. Parents or carers of infants, children and young people approaching the end of life
can access support for grief and loss at home when their child is nearing the end of their life

and after their death.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Rochdale CCNT

Heywood, Middleton and

Children, young people and

support. We also work closely with
Derain house family support and
Rainbow trust children’s charity
they offer emotional support and
sibling support. We meet every
other month with all of these

families have access to counselling

We have a counsellor
within our nursing team that
is employed for 18hours per
week. The CCG fund this
post each year through SIF
funding.

Rainbow trust and Derian

support — charitable.




people to discuss the caseload of
children with life limiting
conditions/complex care with the
palliative care specialist nurse and
CCNT. We ensure that all support
is coordinated and not duplicated.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

We work collaboratively with three
children’s hospices and also with
Rainbow trust children’s charity, to
ensure that the children & young
people within our care receive the
optimum emotional, financial and
practical support at any point in
their palliative journey. For CYP not
receiving care from a hospice, we
would signpost these families to
locality, regional and national
support agencies

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision. Two hospices and
the Rainbow trust charities
also provide this support
alongside the NHS funded
wider MDT team.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford

Details

Children, Young people and their
families can access emotional
support from the Gaddum Centre
and from a psychologist.

\We meet with the support worker
from Gaddum and the psychologist
monthly to discuss caseload and
new referrals

Derian House also offer sibling
support.

NHS Funded

Details

We have a psychologist who
is funded via the CCG to
work 6 hours per week to
support our families. She is
flexible and can arrange her
work to suit the families
needs.

Our support worker from the
Gaddum centre is also
funded via the CCG for 4
hours once a week. They
provide both telephone and
face to face support (face to
face pre covid)

Tameside CCNT

Our families would seek support
from Francis House/Derian House.
\We can also advise parents to
seek support from Reuben’s
Retreat

Charitable

Bury CCNT & Special
schools

Families will receive support from
Derain House Children’s Hospice,
The Rainbow trust and the
Macmillan team at Central
Manchester Children’s Hospice

NHS & Charitable

Derian House Children's | South Cumbria, Lancashire and Charitable
Hospice Greater Manchester.
Children and families are offered
counselling, family support, play
specialists, sibling support.
Paediatric Macmillan Team | North West Region NHS




Royal Manchester
Childrens Hospital

Specialist Psychology
Service

Clic Sargeant SW team

Youth Worker.( Teenage
Cancer Trust)

And Winstons Wish

Manchester children's
Community Palliative care
team

Manchester City wide map attached

-

Manchester city wide
map. pdf

CCG, NHS and Charity

Bolton NHS Foundation
Trust, ICPS, CCNT

The CCNT have no access to NHS
funded counselling services for
CYP and families.

Support for is provided by Derian
house children hospice if referred,
the Macmillan team if the CYP is
under oncology services, family GP
or voluntary services such as
bereavement UK. This support is
not necessarily home based.

Charitable funding and
CCG GP funded resources
and NHS oncology services.

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Families can access specialist
counselling from the gaddum
centre. We also refer to Francis
house/Derian House dependant
upon their involvement with the
child and family. We also refer out
to charities such as reubens retreat
for support groups, 1-1 counselling
and sibling support.

NHS and charity

Trafford Children’s
Community Nursing Team

Children and families who reside in
Trafford have access to the
Specialist Palliative care Nurse.

NHS

Claire House Hospice

Cheshire and Merseyside

Liverpool

Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton
Southport & Formby
Warrington

Parts of north Wales

3.6 WTE of Qualified counsellors

who offer person centred

Charitable




counselling, REWIND, FLASH and
hypnotherapy. This service is
offered both pre and post
bereavement.

Alder Hey Specialist
Palliative Care team

Informal support to parents for
anticipatory grief through work with
child in

e Eastern Cheshire

e Halton
e Knowsley
e Liverpool

e South Cheshire

e South Sefton

e Southport and Formby
e St Helens

e Wirral

e Vale Royal

e Warrington

e West Cheshire

e West Lancashire

No formal provision for family grief
counselling support

NHS

3. Children and young people approaching the end of life and being cared for at home
have access to both children's nursing care? and advice from a consultant in paediatric
palliative care? during normal working hours.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

Children have access to specialist
nursing palliative care support and
community nursing support. Derian
is commissioned to provide the
community nurses support when
the specialist nurse is on leave and
at weekends. There is no access to
consultant in palliative care unless
they are under the care of Alder
hey. We have a community
consultant that leads on children at
end of life.

For our metabolic and oncology
children we can access on call
consultants at Royal Manchester

children hospital for telephone

CCG funded as above
specialist nurse and CCNT
and Derian house children’s
hospice.




advice out of hours and normal
process during day time hours.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

CYP have access to community
specialist nursing care and
expertise from our community
paediatricians. We would seek any
additional palliative care support
from a range of MDT colleagues
such as primary care, tertiary
centre (RMCH) and our regional
hospice colleagues as required

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

Palliative and end of life care is
provided to children from members
of the CCNT supported by senior
members of the team with a
specialist interest in palliative and
end of life care.

\We have support from community
consultant paediatricians within
office hours but no specialist level
4 consultant.

\We have specialist consultant
support within office hours with
Oncology children from
Manchester Childrens Hospital.
Macmillan Nurses are also
available within office hours for
support for the families.

NHS funded

Tameside CCNT

Children have access to palliative
care support and community
nursing support during normal
working hours (8am-8pm).Francis
House is commissioned to provide
support with end of life care. There
iS no access to consultant in
palliative care.

For oncology children we can
contact consultants at Royal
Manchester children hospital for
telephone advice out of hours and
normal process during day time
hours.

CCG funded

Bury CCNT & Special
school’'s

Palliative and End of Life Care is
provided to all Children & Young
People by the CCNT led by one
Nurse who has a specialist interest
in this.

NHS funded




Support from Community
Paediatrician's (but no specialist
Consultant)

\We have support from the
Oncology team at Central
Manchester Children’s Hospital —
both Oncology Consultants and the
Macmillan Nursing Team (provide
weekend on call support)

Derian House Children's
Hospice

South Cumbria, Lancashire and
Greater Manchester. Children and
families have access to paediatric
palliative care nurses 24/7.

They also have access to palliative
care consultant if the child is under
the care of Alder Hey children
Hospital.

Derian service Charity
Consultant service NHS

Manchester children's
Community Palliative care
team

Manchester city wide Support from a
paediatric consultant and Paediatric
nurses.

CCG, NHS and Charity

Bolton NHS Foundation
Trust, ICPS, CCNT

As above for nursing support.

Access to palliative care
consultants telephone advice is
possible via Palliative care
consultants based at AHCH or
through oncology consultants at
RMCH (if CYP has an oncology
diagnosis)

NHS funded

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Children currently have access to
nursing care support 24/7 at end of
life from nurses with an interest in
palliative care and complex needs,
there is also local paediatrician
who is the palliative care lead who
the children have access to who
work alongside the GP to provide
care at home.

NHS

Trafford Children’s
Community Nursing Team

Children and families have access
to the paediatric nursing service
including Specialist Palliative Care
Nurse who live within the borough
of Trafford. The CCNT service has
access to the Paediatric Palliative
Care Consultant who specialised in
Palliative Care.

NHS

Claire House Hospice

Cheshire and Merseyside

Liverpool

CCG funded nursing care

Palliative care Nurse and
medical consultant (1.4AWTE
charitable funded)




Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton
Southport & Formby

\Warrington

Parts of North Wales

Alder Hey Specialist
Palliative Care team

Direct support to child and family in
their own home:

e Eastern Cheshire

e Halton
e Knowsley
e Liverpool

e South Cheshire

e South Sefton

e Southport and Formby
e StHelens

e  Wirral*

¢ Vale Royal

e Warrington

e West Cheshire

e West Lancashire*

*These areas have limited
community generic children’s
nursing provision working on a
keyworking/caseload management
model. Gaps are filled by the
SPCT and hospices

NHS Funded




Specialist advice to local teams
and services with home visits only
when essential:

e Blackpool

e Chorley and South Ribble
e Bolton

e Greater Preston

e Fylde and Wyre

e Wigan

¢ North Staffordshire

4, Children and young people approaching the end of life and being cared for at home
have access to both children's nursing care and advice from a consultant in paediatric
palliative care 24 hours a day, seven days a week.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

Our children have access to 24/7
nursing care in conjunction with
Derian house. CCNT provide care
7 days a week from 8am to 8pm
Derian provide 8pm to 8am
overnight on call support. This is
commissioned.

No access to a consultant in
palliative care unless they are
already under the care of Alder
hey. As above

CCG funding

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

CYP have access to community
specialist nursing care 24/7 for EoL
care provision and expertise from
our community paediatricians. We
would seek any additional medical
EoL care support from a range of
MDT colleagues such as primary
care, secondary care, tertiary
centre (RMCH) and our regional
hospice colleagues as required on
an out of hours basis for each
individual case..

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford

Details

Derian house support is
charitable




Only Children who are referred and
accepted into Derian House would
have 24/7 support.

CCN provide support 7 days per
week 8 am-8pm.

No access to a consultant in
palliative care.

Tameside CCNT

Children have access to nursing
care 8am-8pm 7 days per week
with overnight cover on call when
required (not commissioned) with
support from Derian or Francis
house. No access to a consultant
in palliative care.

CCG funded 8am-8pm

Bury CCNT & Special
school’s

Children and Young People have
support from CCNT 7 days a week
8 am- 8 pm

No community Paediatrician in
Palliative care.

24/7 support for Children & Young
People under the care of Derian
House Children’s Hospice.

NHS Funded & Charitable
support

Derian House Children's
Hospice

South Cumbria, Lancashire and
Greater Manchester. Children and
families have access to paediatric
palliative care nurses 24/7.

They also have access to palliative
care consultant if the child is under
the care of Alder Hey children
Hospital.

NHS Consultant
Derian Nurses - Charity

Paediatric Macmillan
Team

Paedaitric Oncology/
Haemotology Consultants
are available 24/7 for all
families throughout
treatment palliative care
and End of life

North West Region

NHS

Telephone advice for
nursing GP services 24/7

Some Home visits are made
by the Consultant also.

Manchester children's
Community Palliative care
team

Manchester city wide

CCG, NHS and charity
consultant available 24/7
with access to RMCH
consultants

Bolton NHS Foundation
Trust, ICPS, CCNT

As above for nursing support No
access to palliative care consultant
on call support unless via on call
oncologist if CYP under oncology
service or under palliative care
consultant at AHCH

NHS funded




Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Children currently have access to
nursing care support 24/7 at end of
life from nurses with an interest in
palliative care and complex needs,
there is also local paediatrician
who is the palliative care lead who
the children have access to who
work alongside the GP to provide
care at home, this isn’t always
24/7 ..

NHS

Trafford Children’s
Community Nursing Team

Children and Families who reside
in Trafford have access to CCNT
and Specialist Palliative Care
Nurse 27/7 7 days a week at the
end of their life.

NHS

Claire House Hospice —
access to nursing care
24]7 - yes

No access to consultant in
palliative care 24/7

Cheshire and Merseyside
Liverpool

Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton

Southport & Formby

\Warrington

Parts of North Wales

Alder Hey Specialist
Palliative Care team

No access to consultant in .

palliative care 24/7

Direct palliative care NURSING
support to child and family in their
own home:

e Eastern Cheshire

Halton
e Knowsley
e Liverpool

e South Cheshire
e South Sefton
e Southport and Formby

e St Helens




e  Wirral*

e Vale Royal

e Warrington

e West Cheshire

e West Lancashire*

*These areas have limited
community generic children’s
nursing provision working on a
keyworking/caseload management
model. Gaps are filled by the
SPCT and hospices

Specialist advice to local teams
and services with home visits only
when essential:

e Blackpool

e Chorley and South Ribble
e Bolton

e Greater Preston

e Fylde and Wyre

e Wigan

¢ North Staffordshire

5. Children and young people with a life-limiting condition and being cared for at home
have access to both children's nursing care and advice from a consultant in paediatric
palliative care to manage their symptoms (not including end of life care) during normal

working hours.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

We do not have access to a level
4 trained palliative care consultant.
The palliative specialist nurse,
Derian advanced nurses,
Macmillan nurses or our

community consultant will look at

Funded by the CCG.




symptom management. The GP
will also be involved with this.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

CYP have access to community
specialist nursing care 24/7 for EoL
care provision and expertise from
our community paediatricians. We
would seek any additional medical
EoL care support from a range of
MDT colleagues such as primary
care, secondary care, tertiary
centre (RMCH) and our regional
hospice colleagues as required on
an out of hours basis for each
individual case. However we do not
have access to a level 4 trained
palliative care consultant on a 24/7
basis. We rely on locality,
secondary and tertiary medical
colleagues to support any EoL care
within the community.

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

CCNT provide nursing care and
support 7 days per week 8am-
Spm.

We do not have access to a level 4
trained palliative care consultant.
The community paediatricians will
liaise with the GP and consultants
from referring hospital to discuss
and prescribe symptom
management.

NHS funded

Tameside CCNT

No access to a level 4 trained
palliative care consultant. We have
access to local hospital/community
based consultants and GP’s if
required

Bury CCNT & Special
schools

CCNT provide nursing care and
support 7 days a week — 8am-8 pm

Community Consultants &
Consultant’s from Central
Manchester Children’s Hospital to
advise when required

NHS funded

Derian House Children's
Hospice

South Cumbria, Lancashire and
Greater Manchester. Children and
families have access to paediatric

palliative care nurses.

Derian Nurses — Charity
Consultant - NHS




They also have access to palliative
care consultant if the child is under
the care of Alder Hey children
Hospital.

Manchester children's
Community Palliative care
team

Manchester City Wide

CCG, NHS and charity

Bolton NHS Foundation
Trust, ICPS, CCNT

As above for nursing support.
Access to palliative care consultant
oncologist support if CYP under
oncology service at RMCH, or
under palliative care consultant at
AHCH. Local community
paediatricians are available during
working hours for support.

NHS

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Children currently have access to
nursing care support from nurses
with an interest in palliative care
and complex needs during normal
working hours, there is also local
paediatrician who is the palliative
care lead who the children have
access to who work alongside the
GP to provide care at home.

NHS

Trafford Children’s
Community Nursing Team

Children and families have access
to the paediatric nursing service
including Specialist Palliative Care
Nurse who live within the borough
of Trafford. The CCNT service has
access to the Paediatric Consultant
who specialises in Palliative Care.

NHS

Claire House Hospice

Cheshire and Merseyside
Liverpool

Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton

Southport & Formby

Parts of North Wales

Palliative care nurse
specialists _CCG funded

Nurse and medical
Consultants — charitable
funded

Alder Hey Specialist
Palliative Care team

Direct palliative care support to
child and family in their own home:

NHS funded




e Eastern Cheshire

e Halton
e Knowsley
e Liverpool

e South Cheshire

e South Sefton

e Southport and Formby
e St Helens

e  Wirral*

¢ Vale Royal

e Warrington

e West Cheshire

e West Lancashire*

*These areas have limited
community generic children’s
nursing provision working on a
keyworking/caseload management
model. Gaps are filled by the
SPCT and hospices

Specialist advice to local teams
and services with home visits only
when essential:

¢ Blackpool
¢ Chorley and South Ribble
e Bolton

e Greater Preston

e Fylde and Wyre

e Wigan

¢ North Staffordshire

6. Children and young people with a life-limiting condition and being cared for at home
have access to both children's nursing care and advice from a consultant in paediatric
palliative care to manage their symptoms (not including end of life care), 24 hours a day,
seven days a week.



Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

As described above in earlier
sections.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

CYP have access to community
specialist nursing care 24/7 for EoL
care provision and expertise from
our community paediatricians. We
would seek any additional medical
EoL care support from a range of
MDT colleagues such as primary
care, secondary care, tertiary
centre (RMCH) and our regional
hospice colleagues as required on
an out of hours basis for each
individual case. However we do not
have access to a level 4 trained
palliative care consultant on a 24/7
basis. We rely on locality,
secondary and tertiary medical
colleagues to support any EoL care
within the community.

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

CCNT provide nursing care and
support 7 days per week 8am-
Spm.

We do not have access to a level 4
trained palliative care consultant.
The community paediatricians will
liaise with the GP and consultants
from referring hospital to discuss
and prescribe symptom
management within office hours
only

NHS funded

Tameside CCNT

No access to a consultant in
paediatric palliative care

Bury CCNT & Special
schools

CCNT provide Nursing care &
support 7 days a week 8am-8 pm.

Support from Community
Paediatricians and Consultants at
Central Manchester Children’s
Hospital.

GP (Including out of Hours)

NHS funded

Derian House Children's
Hospice

As above

As above

Bolton NHS Foundation
Trust, ICPS, CCNT

As above for nursing support.
Access to palliative care consultant

NHS




oncologist support if CYP under
oncology service at RMCH, or
under palliative care consultant at
AHCH.

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Symptom management prior to end
of life would only be within normal
working hours.

NHS

Trafford Children’s
Community Nursing Team

Children and families who reside in
Trafford have access to CCNT and
Specialist Palliative Care nurse
21/7 7 days a week at the end of
their life but not at all times during
their palliative journey.

NHS

No 24/7 provision for
symptom management
other than at end of life

Merseyside and Cheshire

Page Break
7.

Infants, children and young people with a life-limiting condition and their parents or

carers can access emotional and psychological support at home.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

Children, young people and
families have access to counselling
support. We also work closely with
Derain house family support and
Rainbow trust children’s charity
they offer emotional support and
sibling support. We meet every
other month with all of these
people to discuss the caseload of
children with life limiting
conditions/complex care with the
palliative care specialist nurse and
CCNT. We ensure that all support
is coordinated and not duplicated.
Psychological support is done on
an individual basis some of our
families and children are referred to
specialist support at Royal
Manchester Children’s hospital.

We have a counsellor
within our nursing team that
is employed for 18hours per
week. The CCG fund this
post each year through SIF
funding.

Rainbow trust and Derian
support — charitable.

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

\We work collaboratively with three
children’s hospices and also with
Rainbow trust children’s charity, to
ensure that the children & young
people within our care receive the
optimum emotional, financial and
practical support at any point in

All this care is funded via
NHS and we have a
separate contract with one
regional hospice in relation
to specific hospice at home
provision. Two hospices and
the Rainbow trust charities

their palliative journey. For CYP not

also provide this support




receiving care from a hospice, we
would signpost these families to
locality, regional and national
support centres and agencies.

alongside the NHS funded
wider MDT team.

Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

Children, Young people and their
families can access emotional
support from the Gaddum Centre
and from a psychologist.

\We meet with the support worker
from Gaddum and the psychologist
monthly to discuss caseload and
new referrals. They can offer
home visits (pre covid) and
telephone support. They negotiate
with the family how often the
support is needed and amend
accordingly.

Derian House also offer sibling
support.

CCG funded

Rainbow Trust Children’s
Charity- offering emotional
and practical support to
families with a life
threatening or terminal
illness

Greater Manchester, Cumbria, and
Lancashire.

Charitable, not for profit

Tameside CCNT

Families would seek support from
Derian house/Francis house or
Reuban’s Retreat.

charitable

Bury CCNT & Special
school’'s

Families receive support from
Derian House Children’s Hospice,
the Macmillan & Oncology Team at
Central Manchester Children’s
Hospital and Rainbow Trust

NHS and Charitable

Derian House Children's | South Cumbria, Lancashire, charitable
Hospice Greater Manchester.
Access to counsellors, family
support, sibling support, play
specialist.
Paediatric Macmillan Team | North West Region NHS

(For children with Cancer
diagnosis)

Specialist Psychology
service...

Clic Sargeant SW




(All available for home
Visits pre covid)

Manchester children's
Community Palliative care
team

Manchester City wide

CCG, NHS, Charity

Bolton NHS Foundation
Trust, ICPS, CCNT

CCNT have no direct access to
NHS funded psychological
services.

Referrals can be made via own
GP. The Macmillan team access
psychologists based at RMCH or
support provide by Derian house.
Support also available via child
bereavement UK

NHS or charity

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Parents have access to counselling
support from the Gaddum centre.
\We signpost to Reubens
Retreat/Francis or Derian house for
further emotional and sibling
support

NHS and charity

Trafford Children’s
Community Nursing Team

Not answered

Claire House Hospice

Cheshire and Merseyside

Liverpool

Wirral

Cheshire

Halton

St Helens

Knowsley

South Sefton

Southport & Formby
e Warrington

Parts of North Wales

Emotional support provided by
specialist nurses as part of the
holistic care of the child and family

Formal counselling

CCG funded specialist nurses

Charitable funded

Alder Hey Specialist
Palliative Care team

Informal support to parents and
carers through work with child in

Eastern Cheshire
Halton

Knowsley
Liverpool

South Cheshire

NHS




e South Sefton

e Southport and Formby

e St Helens

e  Wirral

e Vale Royal

e Warrington

e West Cheshire

e West Lancashire

No formal provision for family
support

8. Infants, children and young people with a life-limiting condition and their families can
access regular short breaks for respite at home should they wish.

Name of individual
professional, team or
provider organisation

Geographical areas where this
standard is being met

How this work is being
funded (NHS, local
authority or charitable)

Heywood, Middleton and
Rochdale CCNT

e Our children and young
people can be referred to
our children with disability
team for short breaks and
to continuing health care.
The families can decide
how they access these
short breaks this may be a
personal health budget or
agency support etc.

e At end of life there is an
emergency provision that is
7 nights per week to
enable a rapid transfer
home for end of life agency
carer support overnight.

e Derian hospice at home
provide respite care on
based on their
individualised assessment.

e Local authority and

CCG funding.
e CCG
e Charitable

Oldham Children’s
community nursing
services (CCNT, CLTVT
and spcial schools

We would refer to our MDT
colleagues for additional short
break and respite provision, we
refer CYP to our social care
colleagues, continuing health care
colleagues and also to our regional
children’s hospices, so that families
can make informed decisions about
their care provision at any given

point in their palliative care journey

This will be funded by either,
the local authority, via
continuing health care, via
personal health budgets or
by charitable organisations




Salford CCNT part of
Salford Royal NHS
Foundation Trust

Salford
Details

Our families can be referred to the
children with disability team for
short breaks care.

At end of life, application can be
made for emergency agency care
provision for 7 nights per week.
This will enable a rapid transfer
home for end of life support.

We can also refer families to
Derian House for respite support

Local Authority

NHS

Charitable

Tameside CCNT

No answer provided for this

Bury CCNT & Special
school’'s

Derian House Children’s Hospice
and Francis House Children’s
Hospice offer respite care for
Children and Young People.

Derian House provide 24/7 support
from the home care team

(Respite care is also provided by a
short break service within the
borough.)

Continuing care provide support at
End of Life care if the Family's
request this support

Charitable and CCG

Derian House Children's
Hospice

South Cumbria, Lancashire &
Greater Manchester.

Children are offered respite at
home.

Charity,
1 CCG commission respite
in the community

Manchester children's
Community Palliative care
team

Manchester City wide

Respite during the day time
provided by short break facilitators
and Social care provide short
breaks

CCG,NHS,Charity

Bolton NHS Foundation
Trust, ICPS, CCNT

Support from a Continuing health
care funded care package if eligible
from band 3 HCSW supported by
CCNT.

Service doesn’t have capacity to
provide this support at short notice
and would require redirection of
care from other care packages until
recruitment of staff completed to
support EOLC. Staff trained to
meet complex health needs but

inexperienced in children’s EOLC

CCG




symptom management as rarely
required

Bolton Council short break services
also provide short break care for
children with life limiting conditions
but at EOL again staff
inexperienced in symptom
management as rarely required —
staff work jointly with CCNT and
care package service at EOL

Derian hospice at home provide
respite care on based on their
individualised assessment.

Rainbow trust may provide
sitting services

Local authority

Local authority and health

Charitable

Charitable

Stockport Children’s
Palliative Care a part of
Stockport NHS Foundation
Trust

Children and young people can be
referred to the CCG nurse
assessor for assessment for short
breaks and continuing health care.
The families can decide how they
access these short breaks this may
be our own children’s continuing
care team, nights at Swanbourne
Gardens respite centre (when it
opens), personal health budget or
agency support etc.

CCG

Trafford Children’s
Community Nursing Team

Not answered.

No provision for home
“respite” where parents
don’t have to be present

Merseyside and Cheshire

CCGs and Local
authorities

Merseyside and Cheshire

Complex arrangements for
continuing care and social care
package support in child’s own
home (majority tripartite funded but
depends on child and geographical
area) but generally parents need to
be present for the majority of the
time, other than when the child is at
school, and always overnight

Claire House hospice

Sessions of home respite care can
be provided by the planned care
team as a formal offer from Claire

Charitable funded




House in replace of formal in-
house respite care.




