The Access to Information Team is hosted by NHS Basildon & Brentwood CCG, working on behalf of:
NHS Basildon & Brentwood CCG, NHS Castle Point & Rochford CCG, NHS Mid Essex CCG, NHS Southend CCG, NHS Thurrock CCG and NHS West Essex CCG



Access to Information Team, Phoenix Court
Christopher Martin Road, Basildon, Essex, SS14 3HG

	FOI Request:
Children’s Palliative Care Service Specification 
	Date: 18th March 2021      

	Our Reference Number: 2021256
	


Dear Mr Steer,

Further to your request made to NHS Mid Essex CCG for information relating to the above and pursuant to the Freedom of Information Act 2000, please see the organisation’s response below:

Please note that NHS England and NHS Improvement has created a draft Children’s and Young People’s Palliative and End of Life Care Service Specification. This is available for CCGs to access from the FutureNHS Collaboration Platform
1. Do you have a children’s palliative care service specification? 
 

Yes, for the Essex Palliative Integrated Care service 
If so, please attach a copy to your response to this request.


See attached

[image: image1.emf]Revised EPIC Spec  Jan 2020.pdf


2. Do you have a children’s palliative care service specification which states that infants, children and young people with a life-limiting condition and their parents or carers should have opportunities to be involved in developing an advance care plan? 
 
Yes
3. Do you have a children’s palliative care service specification which states that infants, children and young people with a life-limiting condition should have a named medical specialist who leads and coordinates their care? 
 
No
4. Do you have a children’s palliative care service specification which states that infants, children and young people with a life-limiting condition and their parents or carers should be given information about emotional and psychological support, including how to access it? 
 Yes
5. Do you have a children’s palliative care service specification which states that infants, children and young people with a life-limiting condition should be cared for by a multidisciplinary team that includes members of the specialist paediatric palliative care team? Yes
6. Do you have a children’s palliative care service specification which states that parents or carers of infants, children and young people approaching the end of life should be offered support for grief and loss when their child is nearing the end of their life and after their death?
Yes
7. Do you have a children’s palliative care service specification which states that infants, children and young people approaching the end of life and being cared for at home should have 24-hour access to both children's nursing care and advice from a consultant in paediatric palliative care? 
 
No, 
8. Do you have a children’s palliative care service specification which states that infants, children and young people with a life-limiting condition and their families should have access regular short breaks for respite?
 Yes

If you are dissatisfied with the response you have received, you have the right to request a review of our decision or make a complaint about how your request has been handled. Your request should be made within 40 working days of receipt of this letter, and we will reply within 20 working days of receipt. Any such request received after 40 working days will only be considered at the discretion of the organisation.

If our decision is unchanged following a review and you remain dissatisfied with this, you then have the right to make a formal complaint to the Information Commissioner who can be contacted at:

Information Commissioners Office, Wycliffe House, Water Lane, Wilmslow, Cheshire SK9 5AF.

To comply with The Re-use of Public Sector Information Regulations 2005, this information is provided to you under the Open Government Licence. Information on the OGL, together with conditions of use and exemptions, can be found here: www.nationalarchives.gov.uk/doc/open-government-licence/ 
Should you require any further information, please do not hesitate to contact the FOI team via the methods above.

Yours sincerely,

Jimmy Allimadi
Freedom of Information Admin
The Access to Information Team is hosted by NHS Basildon & Brentwood CCG, working on behalf of:

NHS Basildon & Brentwood CCG, NHS Castle Point & Rochford CCG, NHS Mid Essex CCG, NHS North East Essex CCG, NHS Southend CCG, NHS Thurrock CCG and NHS West Essex CCG

_1677587892.pdf


 


 


SCHEDULE 1 – LITTLE HAVENS 


Service Specification 
 


Service Specification No.  


Service Little Havens Children’s Hospice (including community services) 


Commissioner Lead  


Provider Lead Ellie Miller, Director of Care 


Period  


Date of Review  


 


1. Population Needs 


 


• National/local context and evidence base 


General Overview 


• The vision set out in Better Care: Better Lives is that “Every child and young person with a life-limiting 


or life-threatening condition will have equitable access to high-quality, family-centred, sustainable care 


and support, with services provided in a setting of choice, according to the child and family’s wishes”.   


• The All-Party Parliamentary Group (APPG) for Children who need Palliative Care enquiry report of 


October 2018 made several recommendations to ensure choice including  


• access to care out of hours and at weekends 


• Access to short breaks (respite) 


• Access to age appropriate care and smooth transition to adult services 


• Access to level 4 consultant led specialist palliative care teams 


• Access to advance care planning 


• The NHS Long Term Plan Services acknowledges that children’s palliative and end of life care is an 


important priority for the NHS.  


Services will be: 


• Responsive to, and respectful of, the diverse needs of children, their families and carers; and 


• Built around a philosophy of “Think Family’ and ‘children first” – i.e. adopting a needs-led, problem-
solving approach rather than relying on diagnostic labels, enabling families to pursue ordinary lives 
and see their children achieve their full potential” 


• Improving the quality of palliative care for children, young people and their families is an important 
aspect of the Children’s National Service Framework (NSF).    Building on the five key outcomes set 
out in Every Child Matters (2004) and the Children Act 2004, standard 8 of the Children’s NSF expects 
high quality palliative care to be available to all children and young people who need it.  It is to be 
coordinated by a network of agencies including the NHS, children’s hospices, the voluntary sector, 
social care and education.   


• Better Care: Better Lives (DH 2008) sets the future direction for children’s palliative care 
services and provides a framework for service delivery for both commissioners and service 
providers. 







 


 


• Children’s palliative care is an active and dynamic approach, from diagnosis through death and 


beyond. It embraces physical, emotional, social and spiritual elements and focuses on enhancement 


of the quality of life for the child and support for the whole family, including the management of 


distressing symptoms, provision of respite and care from diagnosis through death, bereavement ans 


post bereavement. 


 


• Children with life limiting conditions are living longer and therefore requiring health care support into 


adulthood.  Children are living with increasingly complex health needs and technology in the 


community, and for longer.  These young people require specialist palliative care, including complex 


symptom control and support to transition to appropriate adult services. 


 


 


Evidence Base 


• End of Life care: strengthening choice. report of the APPG Enquiry October 2018 


• National Service Framework for Children, Young People and Maternity Services (DH, 2006) 


• Better Care: Better Lives (DH, 2008) 


• Palliative Care Services for Children and Young People in England (DH, 2007) 


• End of life care for infants, children and young peoples – Quality Standard [QS160], National Institute 
of Health and Care Excellence. September 2017 


• Caring for a child at end of life, Together for Short Lives, October 2019 


• Health and Social Care Act 2008 (Regulated Activities) Regulations 2014 


• The Children Act, 2004 


• Stepping Up: A guide to developing a good transition to adulthood for young people with life limiting, 
and life-threatening conditions. Together for Short Lives, 2015 


 
2. Outcomes 


 


2.1 NHS Outcomes Framework Domains & Indicators 


 


Domain 1 Preventing people from dying prematurely  


Domain 2 Enhancing quality of life for people with long-term 


conditions 


√ 


Domain 3 Helping people to recover from episodes of ill-


health or following injury 


 


Domain 4 Ensuring people have a positive experience of 


care 


√ 


Domain 5 Treating and caring for people in safe environment 


and protecting them from avoidable harm 


√ 


 


2.2 Local defined outcomes 


2.1.1 Expected Outcomes  


• Children and young people with life-limiting and/or life-threatening conditions and their families will be 
supported to lead as normal lives as possible, defining their own outcome using the ‘what matters to 
me approach’.  Families will be supported in making every day count. 







 


 


• Children and young people with life-limiting and/or life-threatening conditions and their families will be 
able to access a range of physical, emotional, social and spiritual support services, which will be 
provided holistically by specialist staff to meet identified family goals and outcomes. 


• Children and families will have choice of place of care and choice of place of end of life care 


• Family wellbeing is promoted through having access a range of universal, targeted and specialist 
support during the child’s life and after death. 
 


3. Scope 


 
3.1 Aims and objectives of service 


3.1.1 Aim and Objectives  


 
To improve the quality of life and wellbeing of every child and family under our care, by providing individual 
and comprehensive services at all times. 
 
Care will embrace physical, emotional, social and spiritual needs and will focus on the enhancement of 
quality of life for the child or young person and support for the family.  It will include end of life care, the 
management of physical emotional and spiritual symptoms, specialist short break care, and emergency 
care, cooling facilities for care after death, practical help, advice and information and bereavement support 
for all family members.  Little Havens, in partnership with other providers, will deliver palliative care services 
across Essex, Southend and Thurrock, which are of high quality and meet the needs of children, young 
people and their families. 


Children and their families will be cared for by an appropriately skilled, experienced and confident workforce. 
 
3.2 Service description/care pathway 


3.2.1 Service Description 


Children, young people and their families will be supported through their experience of caring for a child/young 
person living with, and dying from, a life-threatening illness This will achieved through the delivery of palliative 
care. 


Services provided include: 


• End of life care 


• Symptom Management 


• Short breaks  


• Emotional health and wellbeing support for children, young people, family members and significant 
others – before and after the death of a child 


• Psychological therapies & counselling 


• Specialist play 


• Hydrotherapy 


Services will be delivered wherever they are needed as long as it is safe to so do.  This will include care and 
support in the family home, hospice, hospital and in the wider community.   


Personalised care provision 


• Between the child, young person, family, carers and professionals to listen, identify and meet needs in 
an individualised and flexible way;  


• Supporting children, young people, their families and education professionals to enable children and 
young people to continue to access education; 







 


 


• Multi-professional and multi-agency teamwork and partnerships;  


• Delivering care where the child, young person and family choose. e.g. in the home, hospital or hospice,  


• Attention to cultural, spiritual and practical issues 


• Services appropriate to the age and development of the child or young person, integrated and reflecting 
the longer-term continuing care pathway required by an increasing number of children and young 
people;  


• Signposting and working collaboratively with other services to provide information and advice about 
services such as play, leisure, housing adaptations, childcare, aids, equipment and transport; some 
minority groups may need extra assistance to enable this to happen, including translation services 


• Support transition to adult services 


3.2.2 Whole System Relationships 


Universal, targeted and specialist support for children and young people with palliative care needs and their 
families is provided by a complex mix of service providers from health, education, social care and other 
charitable partners, within the statutory, voluntary and independent sectors.  Universal, targeted and specialist 
services must work together in a coordinated way to provide an integrated children’s palliative care service 
that enables both local accessibility for support and management of everyday problems, and access to first 
class specialist services for the management and care of more complex symptoms. 


The service will work in partnership with the child, young person; family, carers and professionals to listen 
identify and meet needs in an individualised and flexible way. 


Little Havens’ aim is to provide support where there are gaps in local service provision and will complement 
existing services where they exist. 


The service provider will actively participate in relevant strategic and operational steering and practitioner 
groups. 


3.2.3 Relevant networks  


• Local and Regional Palliative Care Forums 


• Care Quality Commission (CQC) 


• Public Health England 


• NHS England 


• Together for Short Lives 


• Hospice UK 


3.2.4 Sub-contractors 
Music therapy to Essex and Suffolk music services 


3.2.5 Service model  


 
Care Model Core Principles 
 


 Needs led Enabling service users to identify what matters to 
them and designing services and responses which 
meet individual and collective need. 


 Outcomes focussed Asking service users what is important to them and 
what matters to them, and checking, over time, 
whether what Little Havens has provided has had an 
impact 







 


 


 Preventing escalation Enabling a service user to maximise their coping and 
minimise their need for additional support 


 Recognising Strengths Enabling service users to identify their resources, 
values and belief. 


 Promoting Resilience Enabling service users to recognise, develop and use 
their own strengths, solutions and coping 
mechanisms. 


 Building networks of support  Promoting and enabling compassionate communities 
to develop to provide peer support and shared 
access to a diverse range of activities  


 


 
End of Life Care  
The service provider will provide end of life care both in the hospice and at home.  The staff work in close 
liaison with relevant external professionals including Specialist GP’s, Tertiary Symptom Management 
Teams, community nursing services, and other palliative care professionals.  The Hospice will support 
existing mechanisms of support for families and work in partnership with community providers. 
 
Symptom Management 
Symptom management and specialist palliative care advice is provided by tertiary symptom management 
teams, Hospital teams and Primary Care 
 
Short Breaks  
The care includes a mixture of personal care e.g. bathing, feeding and nursing care including the giving of 
medicines, application of dressings, care of intravenous devices, moving and handling, enteral feeding, 
monitoring and review of condition and care as well as other activities such as hydrotherapy, play and 
activity programmes and outings. 
 
Short break care can be delivered in the hospice, or in the community in a child’s normal place of residence. 
 
Short break care can also be used to help children and their families access a range of activities and events 
in the community, some events are delivered, provided and funded by the Hospice and are fully inclusive. 


Personalised care plans and risk assessments will be written for every child/young person to meet their holistic 
needs which are agreed with the parent (or young person if they are of age and understanding). 
 
Wellbeing support for children and families – pre and post bereavement 
The service provider will give support to children, families and significant others pre and post bereavement. 
This is based on a holistic family needs assessment and targeted family interventions.  Targeted family 
interventions could include: 


• Counselling 


• Music therapy 


• Complimentary therapies 


• Events and activities  


• Specialist Play 


• Short breaks at home or at the in-patient unit 


• Wellbeing events 


• Social events 


• Networking and compassionate community events 


• Support groups 


• Peer group activities  


• Use of hydrotherapy pool 


• Family based group activities  







 


 


• Supporting families to access community events such as days out, meals, cinema trips 


• Carer support events 
 
There are occasions when the needs of a service user require more specialist mental health support and the 
service provider will liaise with the appropriate primary care team, multi disciplinary team, or safeguarding 
professionals regarding a referral to another agency. 
 
Any therapeutic interventions will be carried out by appropriately trained, registered and competent 
professionals (e.g. specialist play, family therapy, counselling, music therapy, art therapy, complimentary 
therapies) 
 
Spiritual Support 
Little Havens recognise that spiritual care encompasses many aspects which are fundamental to an 
individual - values, beliefs, culture, lifestyle choices as well as religious beliefs.   Little Havens have adopted 
an approach which embraces and values diversity in the way in which people live.  All staff are responsible 
for responding to the spiritual needs of children and families.  A Chaplain is available to provide goal-based 
support to individuals as needed and there is access to a multi faith network of professional support under a 
lead Spiritual Care advisor. Training is provided to underpin the model of spiritual support 


Evidence Based Outcomes and Service provision 


The service provider will: 


• Carry out holistic child and family centred needs assessments which are outcome focussed evaluated 
and updated at regular intervals 


• Families will be supported to define their own outcomes and goals 


• Carry out risk assessments and provide integrated corporate and clinical governance to ensure that 
high standards of care are maintained. 


• Meet the registration, inspection and regulatory requirements of the CQC and Charities Commission 


• Identify short and long-term needs to enable service planning and delivery 


• Identify skills, competencies and working models alongside workforce planning and provide a career 
framework for children’s and young people’s palliative care workers 


• Consider and recruit the types of carers and skill mix which are needed to deliver outcome focused 
care 


• Confirm a commitment to evidence-based practice, lifelong learning and education and workforce 
development including work-based learning, and identifying, developing and supporting work-based 
assessors, trainers and practice development staff 


• Ensure that user views and experience, including children, young people and families’ views and 
external professionals are taken into consideration in both service and educational developments 


 
3.2.9 Patient and Carer Information 


In line with the Health and Social Care Act 2008 (Regulated Activities) Regulations 2014, a Statement of 
Purpose is accessible to all and a range of information leaflets about Little Havens services are available in a 
range of formats.  


Other information includes   


▪ User involvement 
▪ How Little Havens uses information (Information Governance and Data Protection requirements) 
▪ Regular Family newsletter 
▪ Parents forum 
▪ Information leaflets and booklets about services available and how to get involved  
▪ Complaints/compliment and how to raise a concern 


 
 







 


 


3.3 Population covered 
 
See below. 


3.3.1 Geographic coverage/boundaries 


The service will be provided for children with a life-threatening or life-limiting condition up to their 19th 


birthday who live in Essex, Southend or Thurrock and are registered with a GP in those localities. 
 


Families bereaved of a baby, child or young person who died because of a life threatening / life 
limiting condition, not previously known to Little Havens before their death, can be referred for 
bereavement support or after death care in the specialist suite at Little Havens. 


Referrals 
Referrals will be considered from any source with the permission of a person with parental responsibility for 
the child/young person and the permission of the young person themselves if over 16 years.   
Referrals can be made in writing or via systmOne, or over the phone. 
 
Decision Making 
A multidisciplinary panel meeting is the decision-making body for all internal and external referrals. It is also 
the mechanism for reviewing complex cases and outcomes following end of life care and routine reviews.  
The Panels uses a multidisciplinary approach to reach all of its decisions which are based around palliative 
care referral criteria and a framework for the allocation of resources.  
 
All decisions taken by the Panel are recorded in SystmOne and explained to the family as soon as possible; 
and provided in writing to the family, the referrer and other relevant professionals. 


Immediate acceptance of referrals 
If a child/young person is referred for end of life care or has other urgent care needs and meets the eligibility 
criteria, then a registered member of the care team can agree immediate acceptance and care can 
commence as soon as required. The referral process should not delay care being provided and can be 
completed retrospectively if the child or young person requires end of life care.  
 
Assessment of need 
Once it has been agreed at the Panel meeting that the child/young person is eligible for services, a holistic 
needs assessment is completed by a relevant Little Havens professional with the family.  This can be joint 
with the wellbeing team.  This helps the family identify outcomes, goals and priorities using a ‘what matters 
to me’ approach, and informs the level, combination and range of support offered.  Outcomes will be 
reviewed at regular intervals or if the needs of the child or family change. 
 
Review of existing services 
Children/young people and their families will have their needs reviewed at least once a year or more 
frequently if a significant change occurs. 
 
Discharge from Little Havens services 


Children, Young People and families are discharged from Little Havens services for one of the following 
reasons: 


• The child and/or family choose to leave the service 


• Transition to adult services when the young person chooses or when they reach the upper age limit of 
19 (whichever comes first) 


• The child or young person's medical condition improves to the extent that they no longer meet the 
criteria of having a life-threatening condition 


• Family move out of the geographical area 
 







 


 


The decision to discontinue the provision of Little Havens services is the responsibility of the family and the 
multi disciplinary panel.  In all circumstances the ending of services will be planned and undertaken with the 
full knowledge and participation of the relevant family member and/or the child/young person themselves. 
The ending of Little Havens services will be planned in co-ordination with other service providers to include 
setting up of alternative care and support when required, based on the individual needs of the child/young 
person and their family. 
 
Consideration will be given to the future care needs of the relevant family member and/or the child/young 
person after they no longer have support from Little Havens and assistance given to put these in place. 
 
Transition planning to adult services or the J’s young adult services, will commence when the young person 
reaches the age of 14  


3.4.1 Days/Hours of operation  
 
Hospice care will be available 24 hours a day, 7 days a week, 365 days a year and this may be in the in-
patient building or in the community, or both. 
  


3.4.2 Response time  


Response time and prioritisations will be determined by the outcome of the specialist assessment.   A child or 
young person in need of immediate end of life care is a priority for Little Havens services. 


 
3.5 Interdependence with other services/providers 
 


• Primary, secondary and tertiary NHS Services 


• GPs and Practice staff 


• Local Authority Services 


• Schools and education providers 


• Community and Acute Paediatricians 


• Children’s community nursing services 


• Transition to adult services 


• Voluntary organisations 


• Essex Safeguarding Children and Adults boards 


• Clinical Commissioning groups 


• Advocacy services such as Healthwatch Essex or Action for Family Carers  
 


 
4. Applicable Service Standards 


 
4.1 Applicable national standards (e.g. NICE) 
 
End of life care for infants, children and Young people: planning and management December 2016, updated 
July 2019 found at    https://www.nice.org.uk/guidance/ng61  
 
NICE end of life care guidance Quality Standards – found at 
https://www.nice.org.uk/guidance/qs160/resources/end-of-life-care-for-infants-children-and-young-people-
pdf-75545593722565  
 
 



https://www.nice.org.uk/guidance/ng61

https://www.nice.org.uk/guidance/qs160/resources/end-of-life-care-for-infants-children-and-young-people-pdf-75545593722565

https://www.nice.org.uk/guidance/qs160/resources/end-of-life-care-for-infants-children-and-young-people-pdf-75545593722565





 


 


4.1.2     All staff involved in this service provision shall be expected to follow the standards set out in relevant 
guidance and regulation as specified by the Charity Commission, the Care Quality Commission, and all 
internal policies and procedures, including safeguarding procedures for children and adults. 
 
https://www.gov.uk/government/publications/strategy-for-dealing-with-safeguarding-issues-in-
charities/strategy-for-dealing-with-safeguarding-issues-in-charities 
 
4.2 Applicable standards set out in Guidance and/or issued by a competent body (e.g. Royal Colleges)  


  


• Working together to Safeguard Children:  2018 A guide to inter-agency working to safeguard and 
promote the welfare of children 


• Safeguarding Children and Young People: Roles and Competencies for Healthcare Staff. Inter-
Collegiate Document. Fourth edition: January 2019. 


• Intercollegiate Document: Adult Safeguarding: Roles and Competencies for Health Care Staff August 
2018. 


 
4.3 Applicable local standards 
 
 
 
5. Applicable quality requirements and CQUIN goals 


 
5.1 CQUIN – not applicable 
 


6. Data Protection, Information Governance and Caldicott Principles 


6.1 Little Havens process (e.g. use, hold, transfer and organises) the following types of data to deliver the 
service: 
 


• Service user information (contact details, medical details)  


• Anonymised service user information to assess quality, record service activity, confirm achievement 
funding compliance 


 
6.2  Little Havens will comply with Data Protection Legislation (which encompasses the EU General Data 
Protection Regulation (GDPR) and the UK Data Protection Bill), Data Guidance, FOIA, EIR and HRA, and 
under the common law duty of confidentiality, as appropriate and will provide assurance of this upon request. 
Little Havens will also comply with the NHS Digital data protection & security toolkit. 


6.3 Caldicott Principles: All staff involved in this service provision shall adhere to the Caldicott Principles and 
will be embedded within the organisation.  Role and function of Caldicott Guardian is embedded in our 
information governance policies and procedures which all staff are required to adhere to. 


7. Location of Provider Premises 


 
The Provider’s Premises are located at: 


The service base is Little Havens Children’s Hospice, Daws Heath Road, Thundersley, Essex SS7 2LH 
 
 
8. Individual Service User Placement 


Not applicable. 
 
 


 



https://www.gov.uk/government/publications/strategy-for-dealing-with-safeguarding-issues-in-charities/strategy-for-dealing-with-safeguarding-issues-in-charities

https://www.gov.uk/government/publications/strategy-for-dealing-with-safeguarding-issues-in-charities/strategy-for-dealing-with-safeguarding-issues-in-charities




