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NHS Continuing Healthcare Practice Guidance

1. Introduction

1.1

1.2

This Practice Guidance is intended to support practitioners and others with
responsibilities for NHS continuing healthcare in the implementation of the
National Framework for NHS Continuing Healthcare and NHS-funded Nursing

Care: July 2009 (revised) (referred to in this guidance as ‘the Framework’) and

in the use of the associated tools. An explanation of NHS continuing healthcare
is to be found at paragraphs 8 and 9 of the Framework. This Practice Guidance
provides a practical explanation of how the Framework should operate on a
day-to-day basis and cites examples of good practice. It is not a substitute
for the Framework and associated tools; indeed it is essential to read and
understand them and the underlying principles before using this Practice
Guidance. The key relevant documents are:

a)

b)
)
d)

e)

f)
g)

The National Framework for NHS Continuing Healthcare and NHS-
funded Nursing Care: July 2009 (revised)’

NHS Continuing Healthcare Checklist: July 2009
Decision Support Tool for NHS Continuing Healthcare: July 2009
Fast Track Pathway Tool for NHS Continuing Healthcare: July 2009?

The NHS Continuing Healthcare (Responsibilities) Directions 2009
(referred to below as ‘the Responsibilities Directions’)

The Delayed Discharges (Continuing Care) Directions 2009

The National Health Service (Nursing Care in Residential
Accommodation) (England) Directions 2007, as amended by the
National Health Service (Nursing Care in Residential Accommodation)
(Amendment) (England) Directions 2009.3

There has been a ‘Frequently Asked Questions' (FAQ) section on the
Department of Health (DH) website on this subject for some time and this
will be updated in the light of the revised Framework and periodically updated.*

" http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_103162

2 The three tools are available at: http://www.dh.gov.uk/en/SocialCare/
Deliveringadultsocialcare/Continuingcare/DH_073912

* The Responsibilities Directions are available at: http://www.dh.gov.uk/en/SocialCare/
Deliveringadultsocialcare/Continuingcare/DH_079288

4 * http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Continuingcare/
DH_079276


http://www.dh.gov.uk/en/SocialCare/Deliveringadultsocialcare/Continuingcare
http://www.dh.gov.uk/en/SocialCare
http://www.dh.gov.uk/en/SocialCare
http://www.dh.gov.uk/en/Publicationsandstatistics/Publications
http:associatedtools.An
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2.1.1

21.2

Key Principles

What is the role of the PCT in relation to NHS continuing healthcare?

Primary Care Trusts (PCTs) have the lead responsibility for NHS continuing
healthcare in their locality (but there are also specific requirements for local
authorities (LAs) to cooperate and work in partnership with their local PCT in
a number of key areas). In addition PCTs need to have clear arrangements
with other NHS organisations (e.g. Foundation Trusts) and independent/
voluntary sector partners to ensure effective operation of the Framework.

Paragraph 166 of the Framework sets out best practice governance
responsibilities of PCTs. These are expanded on below.

Ensuring consistency in the application of the national policy on eligibility
for NHS continuing healthcare

This may be achieved, for example, through PCTs:
> monitoring patterns of eligibility decision making

> using monitoring data to identify and address variations between areas
and client groups (including use of the equality monitoring forms)

> peer review of eligibility decisions
> management audits of practice

> developing consistent protocols around completion of the
Decision Support Tool (DST)

> working with staff to disseminate learning from the above processes
and to identify development issues

> providing effective equality, diversity and human rights training and
development, with a particular emphasis on understanding the cultures of
the people they are most likely to encounter in their local area.

Promoting awareness of NHS continuing healthcare
This may be achieved, for example, through:

> ensuring that the public information leaflet is available in appropriate
formats and languages at key locations

> providing information on PCT and LA websites
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> providing awareness raising sessions for staff

> using existing networks, for example LINks (Local Involvement Networks),
to promote better understanding of NHS continuing healthcare

> working with independent and/or voluntary organisations to
promote awareness.

2.1.3 Implementing and maintaining good practice
This may be achieved, for example, through:
> clinical supervision arrangements with staff both individually and as a team

> ensuring that training is jointly developed and delivered with LA partners
and tailored to identify and promote good practice

> use of regional meetings to identify and promote good practice
and consistency

> use of pathway/process analysis to identify areas for development.
2.1.4 Ensuring that quality standards are met and sustained
This could, for example, include:
> agreement of quality standards across key agencies
> use of auditing tools to check process and quality at different stages
> learning from complaints/compliments.
2.1.5 Providing training and development opportunities for practitioners

The PCT's responsibility is to maintain an oversight as to whether staff across
relevant agencies are appropriately trained in relation to NHS continuing
healthcare, though this does not necessarily mean the PCT has to carry out or
fund all the training itself. The PCT's actions could, for example, include:

> providing core training courses on a rolling programme, jointly developed
and delivered with other NHS organisations and the LA

> providing specialist training sessions for coordinators/nurse assessors/case
managers and others in NHS continuing healthcare roles across organisations

> ensuring training is available to relevant independent sector provider staff
> making training materials available for other organisations to use

> inclusion of NHS continuing healthcare in induction training for all
relevant staff.



2.1.6

2.1.7

Identifying and acting on issues arising in the provision of NHS
continuing healthcare

This could, for example, include:

> systematically reviewing complaints and disputes, including looking for
patterns of unlawful discrimination or disproportionate negative impact
on individuals, groups and communities

> undertaking ‘root cause analysis’ when a problem arises

> addressing the issues through contract management processes with
provider organisations

> using some form of ‘joint solutions group’ with the LA
> establishing robust risk management systems

> being a ‘learning organisation’ so that the whole team discusses and
identifies necessary practice changes.

Informing commissioning arrangements, both on a strategic and an
individual basis

The key to high quality cost-effective care is through robust commissioning
and contracting arrangements. Achieving this could, for example, involve:

> use of activity and other monitoring data together with information from
individual assessments and joint strategic needs assessments to forecast
future patterns of demand

> joint analysis of needs with the LA through strategic needs analysis processes

> a coordinated approach between the LA and PCT at all levels of
commissioning, brokerage and purchasing to provide a single and coherent
interface with the market

> consideration of regional commissioning for cost-effective specialist
provision, though care needs to be taken to ensure models that enable
personalisation and choice, particularly for socially excluded, vulnerable
and hard to reach groups

> liaising with local providers and providing information about likely future
demand, possibly through a joint provider forum with the relevant LA and
by having an identified PCT lead for liaison with providers.
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2.2

What is the role of the LA in NHS continuing healthcare?

The Responsibilities Directions require PCTs to consult, so far as is reasonably
practicable, with the relevant social services authority before making a
decision on a person'’s eligibility for NHS continuing healthcare. (The Ordinary
Residence Guidance 2010° should be used to identify the relevant social
services authority.)

The Responsibilities Directions also require the social services authority to
provide advice and assistance to the PCT over individual cases as far as
reasonably practicable. This duty applies regardless of whether a community
care assessment is needed and is separate from the LA's duty to carry out
assessments under section 47 of the NHS and Community Care Act 1990.

However, once such a case has been brought to the attention of the social
services authority, in addition to giving advice and assistance it should, having
regard to the facts of the case, also consider whether a community care
assessment is required. Where community care assessments have been carried
out, the LA should use information from these assessments to assist the PCT
in carrying out its responsibilities.

The roles that a LA should undertake as part of this duty include:

> making staff available wherever practicable to be part of multidisciplinary
teams (MDTs) which will undertake joint assessments and jointly complete
the DST (including where the individual is a self-funder)

> contributing to eligibility panels (where these exist) and participating in the
decision-making process on eligibility

> making staff available to undertake joint reviews

> having systems for responding promptly to requests for information when
the PCT has received a referral for NHS continuing healthcare

> working jointly with PCTs in the planning and commissioning of care/
support for individuals deemed eligible for NHS continuing healthcare
wherever appropriate, sharing expertise and local knowledge (whilst
recognising that PCTs retain formal commissioning and care planning
responsibility for those eligible for NHS continuing healthcare).

The Responsibilities Directions also include a separate duty for LAs to make
nominations to Strategic Health Authorities (SHAs) of potential members
of Independent Review Panels (IRPs) whenever requested by the SHA and,
where appointed, to make their nominees available to participate in IRPs as
far as reasonably practicable.

> http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/

PublicationsPolicyAndGuidance/DH_113627


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

2.3

2.31

What are the key elements of a ‘person-centred’ approach in NHS
continuing healthcare?

The Framework makes it clear that the whole process of determining
eligibility and planning and delivering services for NHS continuing healthcare
should be ‘person centred'. This is vital since individuals going through this
process will be at a very vulnerable point in their lives. There may well be
difficult and significant choices to be made, so empowering individuals at
this time is essential. This approach is also at the heart of wider policy on the
personalisation of health and social care services.

Despite professional intentions to treat individuals with dignity and respect,
the perception of individuals can be that this is not always the case. It is
important for practitioners to put themselves in the position of the individual
by asking questions like:

‘How would | feel if this was happening to me?’

‘Have | really tried to understand what this person wants, what is important
to them now and for the future?’

There are many elements to a person-centred approach but as a minimum
it is necessary to:

> ensure that the person concerned is fully and directly involved in the
assessment and the decision-making process

> take full account of the individual's own views and wishes, ensuring
that their perspective is clearly the starting point of every part of the
assessment process

> address communication and language needs

> obtain consent to assessment and sharing of records (where the individual
has mental capacity to give this)

> deal openly with issues of risk
> keep the individual informed.

Ensuring that the person concerned is fully and directly involved in the
assessment and the decision-making process

Individuals being assessed for NHS continuing healthcare are frequently facing
significant changes in their life. It is essential that a person-centred approach
is taken throughout the assessment process. A positive experience of the
assessment process that promotes genuine choice and control can empower
the person, resulting in a much better outcome.
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2.3.2

2.3.3

The DST specifically asks whether the individual was involved in the
completion of the DST, whether they were offered the opportunity to have a
representative and whether the representative attended the DST completion.
It also asks for details of the individual's view of their own care/support
needs, whether the MDT assessment accurately reflects these and whether
they contributed to the assessment. It also asks for the individual's views on
the completion of the DST, including their view on the domain levels selected.
The provision of advocacy, where appropriate, is an important means of
achieving meaningful participation (see 2.5 below).

Taking full account of the individual's own views and wishes, ensuring
that their perspective is clearly the starting point of every part of the
assessment process

The individual's own views of their needs and their preference as to how they
should be met should be documented at each stage. They should be given

as much choice as possible, particularly in the care planning process. Where
mental capacity issues impact on an individual's ability to express their views
the approaches set out in this guidance should be used, including using family
members and others who know the individual well to find out as much as
possible on what the individual would want if they were able to express a view.

Where issues arise from needs and risks that may affect the care/support
options available, these should be fully discussed with the individual. Care
should be taken to avoid indicating any firm conclusions about care/support
arrangements until needs have been fully assessed and it is clear what the
funding arrangements may be.

Addressing communication and language needs

It is important to establish at the outset whether the individual has any
particular communication needs and if so how these can be addressed.

If English is not their first language an interpreter may be required, or if they
have a learning disability the use of simplified language or pictures may be
helpful. Hearing difficulties are often exacerbated where there is background
noise (so a quiet room might be needed), and many older people in particular
struggle to use any hearing aid they may have. If the individual uses British
Sign Language (BSL) it will be necessary to arrange for a BSL interpreter,
which may have to be booked well ahead. PCTs should consider the most
likely communication needs to arise in the course of assessing for continuing
healthcare and make ongoing arrangements for appropriate support to be
readily accessible. This could be, for example, by having arrangements with
identified formal interpreters to be available at short notice.

Preferred methods of communication should be checked with the person
or their relatives, friends or representatives in advance. Where a person
has specific communication needs such that it takes them longer than most



people to express their views, this should be planned into the time allocated
to carry out their assessment.

The overall approach to carrying out the assessment is of equal importance

in terms of accessibility to the technical arrangements that are put in place.
Many people will find it easier to explain their view of their needs and preferred
outcomes if the assessment is carried out as a conversation, dealing with key
issues as the discussion naturally progresses, rather than working through an
assessment document in a linear fashion. It is important that the person’s own
view of their needs is treated equally alongside professional views.

Practice Example

Clare has advanced MS and is severely physically disabled. She can't move
or communicate verbally. Her husband provides much of her personal care
at home, which he is willing to continue to do. However, during a period

in hospital for a chest infection concerns were raised about some bruising
she had and consideration was being given to implementing safeguarding
procedures. The hospital consultant was uncertain whether Clare had
capacity to decide whether she should go home. However, the speech and
language therapist was able to communicate with Clare using pictures and
words and confirmed that she could communicate (albeit slowly) using eye
and head movements. It was ascertained that there was no reason to doubt
she had capacity to make informed decisions regarding her care. Clare was
able to clearly indicate that the bruising had happened accidently and that it
was definitely her wish to return home and for her husband to continue to
provide her care.

2.3.4 Obtaining consent to assessment and sharing of records

What specific guidance is there in relation to dealing with confidentiality?
The NHS Code of Confidentiality® is applicable to decisions on NHS
continuing healthcare eligibility.

The Code states:

‘It is extremely important that patients are made aware of information
disclosures that must take place in order to provide them with high quality
care’ ... 'whilst patients may understand that information needs to be
shared between members of care teams and between different organisations
involved in healthcare provision, this may not be the case and the efforts
made to inform them should reflect the breadth of the required disclosure.
This is particularly important where disclosure extends to non-NHS bodies’

¢ http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/@dh/@en/
documents/digitalasset/dh_4069254.pdf
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and:

‘... Patients generally have the right to object to the use and disclosure of
confidential information that identifies them, and need to be made aware

of this right. Sometimes, if patients choose to prohibit information being
disclosed to other health professionals involved in providing care, it might
mean that the care that can be provided is limited and, in extremely rare
circumstances, that it is not possible to offer certain treatment options.
Patients must be informed if their decisions about disclosure have implications
for the provision of care or treatment. Clinicians cannot usually treat patients
safely, nor provide continuity of care, without having relevant information
about a patient's condition and medical history.

‘Where patients have been informed of:

a. the use and disclosure of their information associated with their
healthcare; and

b. the choices that they have and the implications of choosing to limit how
information may be used or shared

then explicit consent is not usually required for information disclosures
needed to provide that healthcare. Even so, opportunities to check that
patients understand what may happen and are content should be taken...’

When explicit consent is sought from patients, the Code advises that there
should be evidence that consent has been given, either by noting this within a
patient’s health record or by including a consent form signed by the patient.

Where the person has mental capacity their informed consent is required
before completion of the Checklist and for every stage of the process. It is
good practice to seek consent for the whole process at the same time as
obtaining consent for the Checklist (i.e. for the individual to also explicitly
agree to the MDT sharing assessment information and completing the DST),
although it should be made clear to individuals that they can withdraw their
consent at any time and it would be good practice to ensure that the person
is still consenting at each stage.

When requesting consent to consider an individual's eligibility for NHS
continuing healthcare, this should also include consent to obtain relevant
health and social care records necessary to inform determination of eligibility
and also consent for these to be shared appropriately with those involved

in the eligibility process. Individuals should be made aware of the range

of records which may be disclosed and the range of health and social care
professionals who may need to read them. The records that may be required
to reach an informed conclusion on eligibility could include those from

GPs, hospitals, community health services, LA social care, care homes and
domiciliary care/support services. Whilst it may not be possible at the outset
in every case to indicate the exact records that may be required, individuals



2.35

should be aware of the full range of records that may be requested and
explicitly give their consent to this range. A key question to consider is
whether a professional receiving a request for access to the individual's
records, exercising reasonable care, would be satisfied that the consent
supplied by the individual is sufficiently clear and specific for them to be able
to release the records. Whilst it is preferable for consent to be recorded in
writing, there may be circumstances where an individual is not physically able
to provide written evidence of consent but is able to express their consent
through verbal or other means. In such cases, the fact that consent has been
given should be recorded in the patient's notes and evidence of it made
available to other professionals when records are required.

Individuals should always be given the option to withhold consent to
accessing specific records where they wish, or for personal information being
shared with particular people or agencies. The implications of withholding
consent on the ability of the MDT and the PCT to reach an informed decision
in eligibility should be explained to the individual. However, they should

not be put under pressure to give consent. Practitioners should respect
confidentiality and ensure that information is not shared with third parties
where consent has not been given

Dealing openly with issues of risk

Assessment of risk is central to providing a holistic multidisciplinary assessment
of need. A good risk assessment will include listening and observation,

talking to the individual and their carers to identify what risks they see and
their proposed response to them in the context of their personal and family
circumstances, talking to other agencies and providers of services and then
listing the key risk factors, for example isolation, self neglect, self harm or
aggression. In considering ‘risk’ it is important to establish what particular
adverse occurrence might happen and to evaluate both the likelihood and the
potential impact of this occurrence.

So long as an individual has mental capacity they are entitled to choose to
take risks, even if professionals or other parties consider the decision to be
unwise. It is important to work with the person to explain any risks involved
and not to make generalised assumptions about these. Independence, choice
and risk: a guide to best practice in supported decision making sets out wider
best practice on this issue.” The governing principle it states for dealing with
independence, choice and risk for all activities surrounding a person's choices
about their daily living is:

‘People have the right to live their lives to the full as long as that doesn't
stop others from doing the same.’

7 http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_074773

13
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2.3.6

To put this principle into practice, those supporting individuals have to:
> help people have choice and control over their lives

> recognise that making a choice can involve some risk

> respect people’s rights and those of their family carers

> help people understand their responsibilities and the implications of their
choices, including any risks

> acknowledge that there will always be some risk, and that trying to remove
it altogether can outweigh the quality of life benefits for the person

> continue existing arrangements for safeguarding people.

The guidance also includes best practice approaches to decision making on
risk issues, including a supported decision tool.

Where someone lacks the mental capacity to make a decision about a
course of action, including one involving any level of risk, they will not be
able to give consent. In these circumstances, any decision or action should
be made on the basis of what is in the person’s best interests, following the
requirements in the Mental Capacity Act 2005. In some circumstances, the
Court of Protection may need to be involved in certain decisions.

It should also be borne in mind that just because a person wishes to make an
unwise decision, this does not mean in itself that they lack capacity to make
the decision.

Keeping the individual informed

Individuals should be kept fully informed throughout the process.
The coordinator should ensure that this takes place, including:

> explaining timescales and key milestones
> making the person aware of other individuals likely to be involved
> informing them of any potential delays

> providing the individual with a key contact person and ensuring a clear
channel of communication between them and the MDT

> helping the individual to understand the eligibility process as it progresses.
In addition to the national public information leaflet it may be helpful to
provide a locally produced information leaflet explaining local processes
and giving key contact numbers
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24.2

2.4.3

> keeping family members appropriately informed, including where the
individual indicates that s/he wishes this to take place and where family
members will be involved in providing support to the individual and so
need to be involved in agreeing their role.

What happens if an individual with mental capacity refuses to give consent
to being considered for NHS continuing healthcare eligibility?

Paragraph 38 of the Framework explains the formal position in relation to
refusal of consent, and should be read in conjunction with the additional
guidance set out below. The Reference Guide to Examination or Treatment?,
although focused on examination and treatment issues, also contains
principles that should also be taken into account.

If an individual refuses to consent to the completion of a Checklist or NHS
continuing healthcare assessment it should be clearly explained that this could
potentially affect the ability of the NHS and the LA to provide appropriate
services. The reasons for their refusal should be explored. It should be
explained that, if they are found to be eligible for NHS continuing healthcare,
the NHS has responsibility for funding the support necessary to meet their
assessed health and social care needs. It is important to clearly document the
efforts made to resolve the situation, including information and explanations
given to the individual and his/her representative (where applicable).

Every effort should be made to encourage the individual to be considered for
eligibility for NHS continuing healthcare, dealing with any concerns that they
may have about this. For example, their reason for refusing consent could be
a concern about losing an existing or potential direct payment arrangement,
or that the level of funding available to support them might be reduced.

The individual should be advised on what the PCT can do to personalise
care/support and give them as much control as possible. Fuller details of
approaches on this are in section 11.

The fact that an individual refuses to be assessed for continuing healthcare
eligibility does not, in itself, mean that the LA has an additional responsibility
to meet their needs over and above what they would be responsible for if
consent had been given. If there are significant concerns that the individual
does have ongoing needs and the level of support required to meet them
could be affected by their decision not to consent then the PCT and LA
should jointly agree the way forward at a senior management level, taking
into account their powers and duties and obtaining legal advice where
appropriate. If an LA decides that the absence of consent means that services
can no longer be provided they should give reasonable notice and clear

& http://www.dh.gov.uk/prod_consum_dh/groups/dh_digitalassets/documents/
digitalasset/dh_103653.pdf

15
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24.4

25

reasons to the person and give them the opportunity to request a review of
the decision or to take it through the complaints process.

Although refusal of consent only occurs in a minority of cases, PCTs and

LAs should consider developing jointly agreed protocols on the processes

to be followed. These should provide clarity regarding approaches such as
the use of existing assessments and other information to determine each
organisation’s responsibilities and the most appropriate way forward. The
aim should be for practitioners to be clear on their responsibilities and how to
escalate the case if necessary, and that the individual affected can make an
informed decision on future support options as quickly as possible.

Whose responsibility is it to provide advocacy for individuals going through
the eligibility decision-making process?

Any individual is entitled to nominate an advocate to represent their views
or speak on their behalf and this could be a family member, friend, a local
advocacy service or someone independent who has an advocacy role. It is
not appropriate for either an LA or NHS member of staff to act as a formal
advocate in this sense as there could be a conflict of interest, although staff
should always seek to explain the individual's views alongside their own. LAs
and PCTs have varying arrangements to fund independent advocacy services
in their locality, some being jointly funded whereas others are funded by a
single agency or rely on voluntary contributions.

The Framework says (paragraph 44) that ‘PCTs should ensure that individuals
are made aware of local advocacy and other services that may be able to
offer advice and support, and should also consider whether any strategic
action is needed to ensure that adequate advocacy services are available to
support those who are eligible and potentially eligible for NHS continuing
healthcare." The latter could be achieved by the PCT having protocols with
local advocacy services about how they will support individuals around NHS
continuing healthcare and making sure that the services have sufficient
capacity to meet likely demand. Individuals should also be advised of local
Independent Complaints Advocacy Service (ICAS) arrangements.

For advocacy in relation to IRPs, the Framework states that SHAs and PCTs
should ensure that there are agreed protocols as to how the provision

of advocates will operate and the circumstances in which they are to be
made available. SHAs and PCTs could link such protocols with the strategic
development of advocacy services discussed above.

See 3.6 for details regarding the role of the Independent Mental Capacity
Advocate (IMCA) where individuals lack mental capacity in relation to
specific decisions.



2.6

2.7

Do individuals need to have legal representation during the NHS continuing
healthcare eligibility process?

No, although individuals are free to choose whether they wish to have an
advocate present, and to choose who this advocate is. The Framework
(supported by the Responsibilities Directions) sets out a national system for
determining eligibility for NHS continuing healthcare. The eligibility process
is focused around assessing an individual's needs in the context of the
Framework rather than being a legal or adversarial process.

If the individual chooses to have a legally qualified person to act as their
advocate, that person would be acting with the same status as any other
advocate nominated by the individual concerned. The MDT process is
fundamentally about identifying the individual's needs and how these relate
to the Framework. Health and social care practitioners should be confident
of their knowledge and skill in dealing with most queries that arise about the
MDT process and the appropriate completion of the DST. Where wider issues
are raised by advocates (such as legal questions) they should, if appropriate,
be asked to raise these separately with the PCT outside the MDT meeting.

What information is available to give to members of the public about NHS
continuing healthcare?

A public information leaflet, entitled NHS continuing healthcare and NHS-
funded nursing care is available.® PCTs should make these available to
members of the public, for example through local NHS websites, hard copies
on hospital wards, and through primary care outlets and local voluntary sector
organisations. Any individual being considered for NHS continuing healthcare
at the Checklist stage should be given a copy of the leaflet along with any
relevant local information about processes and contact arrangements.

Some areas have produced their own local versions of the public information
leaflet which include details of the local processes for assessment and for
determining eligibility, as well as information on what to do where individuals
have concerns or disagree with decisions made.

The PCT has overall responsibility for communicating with the public
regarding NHS continuing healthcare and should consider the need to make
information available in alternative formats and languages to ensure that it is
accessible to all who may need it.

? http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_106230

17
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2.8

2.9

Why is it important to complete the equality monitoring forms with the tools?

The equality monitoring form is for completion by the individual being
assessed, although staff should offer to help them complete it where support
is required. The purpose of the equality monitoring form is to help PCTs
identify whether individuals from different groups (in terms of disability,
ethnicity, etc.) are accessing NHS continuing healthcare on an equitable basis,
including whether they are being properly identified for potential eligibility

at Checklist stage and are being identified for the Fast Track process where
appropriate. The equality form should be forwarded separately from the Tools
to the relevant PCT to enable the PCT to monitor whether the Framework is
being applied equitably in its area. If a PCT identifies any issues for particular
groups or communities it should take steps to address these.

Can the national tools be changed?

No, these are national tools and the content should not be changed, added to
or abbreviated in any way. However, PCTs may attach their logo and additional
patient identification details if necessary (e.g. adding NHS number, etc.).



3.

3.1

3.2

3.3

Mental Capacity and NHS
Continuing Healthcare

Paragraphs 39 to 42 of the Framework address the need to apply the principles
of the Mental Capacity Act 2005 when dealing with issues of capacity and
consent in relation to NHS continuing healthcare. The following paragraphs
give further guidance on how the principles of the Act should be applied.

What if there are concerns that the individual may lack capacity to consent
to the completion of a Checklist/DST?

An individual is presumed to have capacity unless it is established that they
lack capacity to make the particular decision in question at the time that it
needs to be made. Where there is concern that the person may lack capacity
in respect of the particular decision, consideration first needs to be given to
whether there is any form of help (for example with communication) that
would enable them to make the decision. A capacity test should be made
and recorded in accordance with the Mental Capacity Act. Where it has
been established that someone lacks mental capacity on a significant issue

it is essential that that a third party takes responsibility for making a ‘best
interests’ decision.

Carrying out an assessment for consideration for NHS continuing healthcare
eligibility is a ‘welfare decision’ in the context of the Mental Capacity Act and
therefore the decision as to whether or not an assessment is in the person'’s
best interests is the responsibility of the person carrying out the assessment
or related process. Where the PCT, in accordance with the expectations of
the Framework, has appointed a coordinator for the continuing healthcare
eligibility process, this person will usually have the responsibility. Where a
Checklist or Fast Track Pathway Tool is being completed, responsibility will
usually lie with the person completing the Tool. PCTs and LAs should ensure
that all staff involved in continuing healthcare assessments are appropriately
trained in Mental Capacity Act principles and responsibilities. Where the
assessor is not familiar with Mental Capacity Act principles and the person
appears to lack capacity they should consult their employing organisation and
ensure that appropriate actions are identified.

An exception to the above is where a third party has been appointed as a
‘personal welfare attorney’, i.e. has been given personal welfare lasting power
of attorney (LPA) by the person when they had mental capacity or has been
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appointed as a ‘personal welfare deputy’ by the Court of Protection after
the person lost capacity. If someone states that they have such authority

the assessor should ask to see a copy of the certified Deputyship Order or
registered and certified LPA and check the wording of the order to confirm
that the person does have the relevant authority stated. Where a person has
been appointed as attorney or deputy in relation to the person’s property
and financial affairs only, they would not have authority to make decisions
about health and welfare. If they do have the appropriate authority then

the assessment cannot continue if the personal welfare attorney or deputy
refuses consent. Under these circumstances if the assessor believes that the
deputy/attorney’s decision is contrary to the best interests of the person, or
would seriously compromise them, consideration should be given to raising
this concern through the local Safeguarding Adults procedure. In appropriate
circumstances the Court of Protection can overrule the decision or withdraw
the welfare decision-making authority from the person. Where the third party
does not provide a copy of the order or LPA to be checked then decision-
making responsibility remains with the assessor (although, dependent

upon the urgency of the case, the third party should be given reasonable
opportunity to provide the order or LPA if they do not have it with them
when requested).

In accordance with the Mental Capacity Act, where a best interests decision
needs to be made, the decision-maker should consult with any relevant
third party who has a genuine interest in the person’s welfare. This will
normally include family and friends but can include care workers and paid
professionals. In making this decision it is essential that the individual is
directly involved in the process, taking into account their views and wishes,
including any advance statements (verbal or written).

The decision-maker should take account of the views of those consulted in
the best interests process in reaching their final decision. However, those
consulted, including family members, do not have the authority to consent

to or refuse consent to the actions proposed as a result of the best interests
process. The responsibility for the decision rests with the decision-maker, not
with those consulted. Where there is a difference of opinion between the
decision-maker and those consulted, every effort should be made to resolve
this informally. However, this process should not unduly delay timely decisions
being made in the person's best interest.

Those making best interests decisions should be aware that the Framework
advises that everyone who is potentially eligible for NHS continuing
healthcare should have the opportunity to be considered for eligibility.



3.5

3.6

There may be circumstances when a person presents with fluctuating capacity
or a temporary loss of decision-making capacity. In these circumstances a
decision needs to be made as to whether it would be in the person’s best
interests to delay seeking consent until capacity is regained. If this is the case,
the best interests decisions to be made may also include whether to provide
an interim care/support package.

When is it appropriate to involve an Independent Mental Capacity
Advocate (IMCA)?

The Framework reminds NHS bodies and LAs that they have a duty under the
Mental Capacity Act 2005 to instruct and consult an IMCA if an individual
lacks capacity in relation to particular decisions in their life and has no family
or friends that are available (or appropriate) for consultation on their behalf.
Where there is no one else appropriate to consult with (other than paid
workers) an IMCA should be appointed where the decision relates to serious
medical treatment (as defined in the Mental Capacity Act), hospital admission
for longer than 28 days, a permanent change in the person’s current residence
or a temporary one that will last more than eight weeks.

In the context of an assessment for NHS continuing healthcare eligibility an
IMCA should be appointed as soon as a preliminary view is taken that the
outcome of the assessment is likely to result in the statutory criteria for an
IMCA being met. In most cases this will be because the preliminary view is
that a permanent change in residence is likely (e.g. a move to a care home)
— irrespective of who subsequently accepts funding responsibility. Whilst an
IMCA can be appointed by either a decision-maker in an LA or the NHS,
where full consideration for eligibility for NHS continuing healthcare is being
undertaken it would be best practice for the PCT to appoint the IMCA.
Where an IMCA has been appointed a permanent decision should not be
made on the issue in question until the IMCA report has been submitted and
considered by the decision-maker.

Referrals for an IMCA should be made in accordance with local processes. It
is important that decision-makers remember that separate referrals need to be
made for different decisions, e.g. someone facing a potential accommodation
move and a serious medical treatment decision will require separate referrals
by the two relevant decision-makers.
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4. Key Concepts

4.1

4.2

4.3

What is a primary health need?

‘Primary health need’ is a concept developed by the Secretary of State to
assist in deciding when the NHS is responsible for meeting an individual's
assessed health and social care needs as part of its overall duties under the
NHS Act 2006 to provide ‘services or facilities for the prevention of illness,
the care of persons suffering from illness and the after-care of persons
who have suffered from illness’ [NHS Act 2006 3 (1) (d)]. The Framework
(paragraph 25) states that ‘Where an individual has a primary health

need and is therefore eligible for NHS continuing healthcare, the NHS is
responsible for providing all of that individual’s assessed needs — including
accommodation, if that is part of the overall need.’

The term ‘primary health need’ does not appear in primary legislation, although
it is referred to in the Responsibilities Directions where it sets out that a
person should be considered to have a primary health need when the nursing
or other health services they require, when considered in their totality, are:

‘(a) where that person is, or is to be, accommodated in a care home, more
than incidental or ancillary to the provision of accommodation which a social
services authority is, or would be but for a person’s means, under a duty to
provide; or

(b) of a nature beyond which a social services authority whose primary
responsibility is to provide social services could be expected to provide '

The LA can only meet nursing/healthcare needs when, taken as a whole,

the nursing or other health services required by the individual are below this
level. If the individual's nursing/healthcare needs, when taken in their totality,
are beyond the lawful power of the LA to meet, then they have a ‘primary
health need'.

In simple terms (not a legal definition) an individual has a primary health need
if, having taken account of all their needs (following completion of the DST),
it can be said that the main aspects or majority part of the care they require is
focused on addressing and/or preventing health needs.

Primary health need is not about the reason why someone requires care or
support, nor is it based on their diagnosis; it is about their overall actual day-
to-day care needs taken in their totality. Indeed it could be argued that most



4.4

4.5

4.6

4.7

4.8

adults who require a package of health and social care support do so for a
health-related reason (e.g. because they have had an accident or have an
illness or disability). It is the level and type of needs themselves that have to
be considered when determining eligibility for NHS continuing healthcare.

Each individual case has to be considered on its own merits in accordance
with the principles outlined in the Framework. The Framework cautions
against drawing generalisations about eligibility for NHS continuing healthcare
from general information about cases reported from court decisions or by

the Ombudsman.

The Framework states that four characteristics of need, namely ‘nature’,
‘intensity’, ‘complexity’ and ‘unpredictability’ ‘may help determine whether
the ‘quality’ or ‘quantity’ of care required is beyond the limit of an LA's
responsibilities, as outlined in the ‘Coughlan’ case (a summary of the case can
be found at Annex B of the Framework). It further states that: ‘each of these
characteristics may, alone or in combination, demonstrate a primary health
need, because of the quality and/or quantity of care that is required to meet
the individual’s needs. The totality of the overall needs and the effects of the
interaction of needs should be carefully considered.’

Although the Framework offers definitions of these four characteristics, it may
be helpful for MDTs to think about them in terms of the sorts of questions
that each characteristic generates. By the MDT answering these questions
they develop a good understanding of the characteristic in question.

‘Nature' is about the characteristics of both the individual's needs and the
interventions required to meet those needs.

Questions that may help to consider this include:

> How does the individual or the practitioner describe the needs (rather than
the medical condition leading to them)? What adjectives do they use?

> What is the impact of the need on overall health and well-being?
> What types of interventions are required to meet the need?

> Is there particular knowledge/skill/training required to anticipate and
address the need? Could anyone do it without specific training?

> Is the individual's condition deteriorating/improving?

> What would happen if these needs were not met in a timely way?
‘Intensity’ is about the quantity, severity and continuity of needs.
Questions that may help to consider this include:

> How severe is this need?
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4.9

4.10

>

>

>

>

How often is each intervention required?
For how long is each intervention required?

How many carers/care workers are required at any one time to
meet the needs?

Does the care relate to needs over several domains?

‘Complexity’ is about the level of skill/knowledge required to address an
individual need or the range of needs and the interface between two or
more needs.

Questions that may help to consider this include:

>

>

How difficult is it to manage the need(s)?
How problematic is it to alleviate the needs and symptoms?
Are the needs interrelated?

Do they impact on each other to make the needs even more
difficult to address?

How much knowledge is required to address the need(s)?
How much skill is required to address the need(s)?

How does the individual's response to their condition make it more difficult
to provide appropriate support?

‘Unpredictability’ is about the degree to which needs fluctuate and thereby
create challenges in managing them.

Questions that may help to consider this include:

>

Is the individual or those who support him/her able to anticipate when the
need(s) might arise?

Does the level of need often change? Does the level of support often have
to change at short notice?

Is the condition unstable?

What happens if the need isn't addressed when it arises? How significant
are the consequences?

To what extent is professional knowledge/skill required to respond
spontaneously and appropriately?

What level of monitoring/review is required?



4.1

4.12

4.13

What is the difference between a healthcare need and a social care need?

Whilst there is not a legal definition of a healthcare need (in the context of
NHS continuing healthcare), in general terms it can be said that such a need is
one related to the treatment, control or prevention of a disease, illness, injury
or disability, and the care or aftercare of a person with these needs (whether
or not the tasks involved have to be carried out by a health professional).

In general terms (not a legal definition) it can be said that a social care need

is one that is focused on providing assistance with activities of daily living,
maintaining independence, social interaction, enabling the individual to play a
fuller part in society, protecting them in vulnerable situations, helping them to
manage complex relationships and (in some circumstances) accessing a care
home or other supported accommodation.

Social care needs are directly related to the type of welfare services that LAs
have a duty or power to provide. These include, but are not limited to: social
work services; advice; support; practical assistance in the home; assistance
with equipment and home adaptations; visiting and sitting services; provision
of meals; facilities for occupational, social, cultural and recreational activities
outside the home; assistance to take advantage of educational facilities; and
assistance in finding accommodation (e.g. a care home), etc.

PCTs should be mindful that where a person is eligible for NHS continuing
healthcare the NHS is responsible for meeting their assessed health and
social care needs.

What is the relationship between NHS-funded nursing care and NHS
continuing healthcare?

Eligibility for NHS continuing healthcare should be considered and a decision
made and recorded (either at the Checklist or DST stage) before consideration
is given to the provision of NHS-funded nursing care.

What is the relationship between NHS continuing healthcare and section
117 after-care under the Mental Health Act?

Services for needs that fall to be met as after-care services under section 117
of the Mental Health Act 1983 should be provided under that legislation
rather than as NHS continuing healthcare. Only needs that are not section 117
after-care needs should be considered for NHS continuing healthcare eligibility
in the usual way. For example, the individual might have or develop physical
health needs which are distinct from the section 117 needs, and which
separately constitute a primary health need. Whether section 117 services are
being funded by a PCT or a LA there should be no charge to the individual.
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Guidance' states that LAs and PCTs should have agreements in place
detailing how they will carry out their section 117 responsibilities, and these
agreements should clarify which services fall under section 117 and which
authority should fund them. LAs and PCTs use a variety of different models
and tools as a basis for working out how section 117 funding costs should be
apportioned. However, where this results in a PCT fully funding a section 117
package this does not constitute NHS continuing healthcare.

It is preferable for a PCT to have separate budgets for funding section 117
and NHS continuing healthcare. Where they are funded from the same
budget they still continue to be distinct and separate entitlements.

What can key agencies do to improve partnership working in relation
to NHS continuing healthcare?

NHS continuing healthcare can only be delivered successfully through a
partnership approach at both organisational and practitioner levels between
the PCT, LA, local NHS bodies, and provider organisations. Local protocols
covering the areas where agreement is needed on policy and processes
relevant to NHS continuing healthcare may be helpful in ensuring consistency
and developing relationships. The appendix contains a checklist of what could
be included in such protocols. Trust between organisations is developed by
actions that are trustworthy and transparent, and by an approach that is
based on everyone seeking to accurately apply the eligibility criteria rather
than seeking to move responsibility to another organisation. Amongst other
things good partnership working involves:

> PCTs and LAs, as far as possible, adopting similar approaches to the ranges
and models of care/support they commission so that there is no perceived
advantage or disadvantage to being funded by one agency rather than
the other

> PCTs and LAs developing similar approaches to risk and enablement

> PCTs, LAs and providers supporting their staff to adopt creative,
flexible approaches that reflect best practice

> practitioners across all sectors being supportive, open and honest with
one another

> practitioners respecting each other's professional judgement, knowledge
and experience and working together to obtain the best outcome for
the individual

10 LAC 2000(3) which can be found at http://www.dh.gov.uk/en/Publicationsandstatistics/
Lettersandcirculars/LocalAuthorityCirculars/AllLocalAuthority/DH_4003625


http://www.dh.gov.uk/en/Publicationsandstatistics

> dealing with genuine disagreements between practitioners in a professional
manner without inappropriately drawing the individual concerned into the
debate in order to gain support for one professional’s position or the other

> practitioners being clear with each other what services can be
commissioned by their respective organisations in order to give accurate
information to the individuals concerned.

Examples of good partnership working include:

v the LA and PCT having unified commissioning/contracting arrangements,
with one organisation commissioning and/or contracting on behalf of both

v joint brokerage arrangements between the LA and PCT
v joint delivery of training
v joint arrangements for hospital discharge

v coordinators funded by the PCT based in acute hospitals to ensure good
communication, correct processes and to streamline decision making

v reciprocal agreements around ‘funding without prejudice’
v joint tendering for domiciliary care

v Secondment/joint post arrangements whereby social care staff work
alongside PCT staff to undertake NHS continuing healthcare assessments

v Arrangements to jointly review those receiving NHS continuing healthcare

v PCT working with the Transition Team to ensure screening and planning
occurs for young people approaching adulthood who may become eligible
for NHS continuing healthcare

v Appointment of a social worker within a continuing healthcare team

v Joint funding of advocacy services by PCTs and LAs
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5. The Fast Track Pathway

5.1

5.2

Tool for NHS Continuing
Healthcare

What is the Fast Track Pathway Tool?

The Fast Track Pathway Tool is used to gain immediate access to NHS
continuing healthcare funding where an individual needs an urgent package
of care/support. This Tool bypasses the Checklist and DST and should only
be used for individuals who have a primary health need through a rapidly
deteriorating condition that may be entering a terminal phase, and have an
increased level of dependency.

Who can complete the Fast Track Pathway Tool?

The Framework makes it clear that the Fast Track Pathway Tool can only be
completed by an ‘appropriate clinician’, and the Responsibilities Directions
define an ‘appropriate clinician” as a person who is:

(i) responsible for the diagnosis, treatment or care of the person in respect
of whom a Fast Track Pathway Tool is being completed,

(ii) diagnosing, or providing treatment or care to, that person under the
2006 Act, and

(iii) a registered nurse or is included in the register maintained under
section 2 of the Medical Act 1983.

Thus those completing the Fast Track Pathway Tool could include consultants,
registrars, GPs and registered nurses. This includes relevant clinicians working
in end of life care services within independent and voluntary sector organisations
if their organisation is commissioned by the NHS to provide the service.
Whoever the practitioner is, they should be knowledgeable about the individual's
health needs, diagnosis, treatment or care and be able to provide reasons why
the individual meets the conditions required for the fast-tracking decision.

Others involved in supporting an individual with end of life needs, including
those working within wider independent or voluntary sector organisations
should, with the individual's consent, contact the appropriate clinician
responsible for that individual's healthcare to request that a Fast Track
Pathway Tool be completed. Alternatively they could approach the relevant
PCT and make the request.



5.3

5.4

5.5

5.6

5.7

Is the use of the Fast Track Pathway Tool compulsory?

Yes, the Responsibilities Directions state that the Fast Track Pathway Tool
must be used when an individual requires an urgent package of continuing
healthcare due to a rapidly deteriorating condition that may be entering

a terminal phase. No variations on the Tool should be used. It is only where
the Fast Track Pathway Tool is used that a PCT is required by the Responsibilities
Directions to decide immediately that the person is eligible for NHS
continuing healthcare.

What is the relationship between the Fast Track Pathway Tool and the
Checklist/Decision Support Tool?

Where it is appropriate to use the Fast Track Pathway Tool, this replaces the
need for a Checklist and DST to be completed, although a Fast Track Pathway
Tool can also be completed after the completion of a Checklist if it becomes
apparent at that point that the relevant criteria are met.

Do individuals need to consent to a Fast Track Pathway Tool being completed?

Yes, individuals need to give informed consent to the completion of the Fast
Track Pathway Tool and the clinician completing the Tool should sensitively
seek this. It may be useful to link the consent to the completion of a DST where
there is a possibility of the need for this to be undertaken at a future date.

What happens if the individual is unable to provide consent to a Fast Track
Pathway Tool being completed?

Where an individual is unable to provide consent, the appropriate clinician
should make a best interests decision on whether to complete the Fast Track
Pathway Tool in accordance with the Mental Capacity Act 2005. Section 3
above explains more about the necessary actions. This best interests process
should be carried out without delay, having regard to the intention that the
tool should enable individuals to be in their preferred place of care as a matter
of urgency.

Is the use of the Fast Track Pathway Tool dependent on specific timescales in
relation to end of life care?

No, there are no time limits specified and a decision to use the Fast

Track Pathway Tool should not be based solely around an individual's life
expectancy. The phrase ‘rapidly deteriorating’ in the Tool should not be
interpreted narrowly as only meaning an anticipated specific or short time
frame of life remaining. Similarly the phrase ‘may be entering a terminal
phase’ is not intended to be restrictive to only those situations where death is
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imminent. Also, someone may currently be demonstrating few symptoms yet
the nature of the condition is such that it is clear that rapid deterioration is to
be expected before the next planned review. It may therefore be appropriate
to use the Fast Track Pathway Tool now in anticipation of those needs arising
and agreeing the responsibilities and actions to be taken once they arise, or
to plan an early review date to reconsider the situation. It is the responsibility
of the clinician referring an individual to base their decision on the facts of
the individual's case and healthcare needs at the time. However, a Fast Track
Pathway Tool should be supported by a prognosis and/or diagnosis if known,
to help enable staff managing the individual's future care needs to plan the
care/support that is likely to be required. Use of the Fast Track Pathway Tool
is based on the criteria set out in the Responsibilities Directions, not on diagnosis.

What evidence is required when completing the Fast Track Pathway Tool?

The intention of the Fast Track Pathway Tool is that it should enable an
individual to access NHS continuing healthcare quickly, with a minimum of
delay, and with no requirement to complete a DST. Therefore the completed
Fast Track Pathway Tool is sufficient evidence to establish eligibility.

As it will be necessary to put support services in place promptly, other
information about the person’s needs and their preferred model of support
will help the PCT to identify the types of services required. Use of the Fast
Track Pathway Tool should be carried out as part of overall local end of life
care approaches and should reflect the best practice set out in the national
End of Life Care Strategy''. The identification of the individual's preferences
as to the services to be delivered and their locations should be identified using
recognised models for end of life care, i.e. the Gold Standards Framework?,
Preferred Priorities for Care'.In doing this, it is important to advise the
person on the range of options available (e.g. home support, hospice, etc.).
PCTs should support clinicians to have up-to-date knowledge of local service
options as part of their overall approach to end of life care so that individuals
can make an informed choice on their preferences. PCTs are responsible for
ensuring that a wide range of service options are available. Work with the
individual on their end of life care pathway should be taking place regardless
of continuing healthcare eligibility and so should facilitate availability of

the required information. Continuing healthcare assessors should work in
partnership with local end of life care leads in each individual case to ensure
there is a single pathway and care plan agreed with the individual. This should
be regularly reviewed and amended to reflect changing needs.

" http://www.endoflifecare.nhs.uk/eolc/files/DH-EoLC_Strategy promoting_high_
quality_Jul2008.pdf

2 http://www.goldstandardsframework.nhs.uk/

30 3 http://www.endoflifecare.nhs.uk/eolc/CS310.htm
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It is helpful if an indication of how the individual presents in the current
setting is included with the Fast Track Pathway Tool, along with the likely
progression of the individual's condition, including anticipated deterioration
and how and when this may occur. However, PCTs should not require this
information to be provided as a prerequisite for establishing entitlement

to NHS continuing healthcare. The completed Fast Track Pathway Tool is
sufficient in itself to establish entitlement.

It is also important for the PCT to know what the individual or their family
have been advised about their condition and prognosis and how they have
been involved in agreeing the end of life care pathway (which should reflect
the approaches in the End of Life Care Strategy).

Can a PCT refuse to accept a completed Fast Track Pathway Tool?

No, the Responsibilities Directions make it clear that a PCT must accept and
action the Fast Track Pathway Tool immediately where the Tool has been
properly completed in accordance with the criteria for the use of the Tool as
explained above.

The purpose of the Tool is to ensure that the individual receives the support
they need as quickly as possible without the need for a full consideration
through the NHS continuing healthcare process. A PCT should not require
any additional evidence to support eligibility although, as explained

above, additional information to help identify the support package required
can be helpful.

PCTs should not decline acceptance of a completed Fast Track Pathway Tool
when the Tool states that the criteria in 5.1 are met. The individual should not
experience a delay in receiving appropriate care just because a PCT questions
whether the circumstances of the individual case are appropriate for use of
the Fast Track Pathway Tool, i.e. whether an individual's end of life needs are
such that the Fast Track Pathway Tool should have been used.

However, exceptionally, there may be circumstances where PCTs receive a
completed tool which appears to show that the individual's condition is not
related to the above criteria at all, for example if a completed Fast Track
Pathway Tool states that the person has mental health needs and challenging
behaviour but makes no reference to them having a rapidly deteriorating
condition which may be entering a terminal phase. In these circumstances
the PCT should urgently ask the relevant clinician to clarify the nature of the
person’s needs and the reason for the use of the Fast Track Pathway Tool.
Where it then becomes clear that the use of the Fast Track Pathway Tool was
not appropriate, the clinician should be asked to submit a completed Checklist
for consideration through the wider eligibility process.
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5.10

5.11

5.12

On receipt of the Fast Track documentation the PCT should arrange for the
care package to be commissioned without delay.

What actions can PCTs take if the Fast Track Pathway Tool is being used
inappropriately?

If a PCT has any concerns regarding the way in which particular clinicians/
organisations are using the Fast Track Pathway Tool these should be
addressed separately and should not delay the provision of appropriate
support for the person concerned.

Each individual PCT should monitor and audit the use of the Fast Track
Pathway Tool according to locally agreed processes, and take appropriate
action if inappropriate use of the Tool is identified. Actions could include
targeting training for specific individuals, raising the issue through
management actions, or addressing the issue through contracting and
performance routes.

How quickly could a discharge take place following the completion of the
Fast Track Tool?

The Responsibilities Directions state that the PCT must, upon receipt of a
completed Fast Track Pathway Tool, decide that the individual is eligible for
NHS continuing healthcare. Action should be taken urgently to agree and
implement the care package. PCTs should have processes in place to enable
such care packages to be implemented quickly. Given the nature of the
needs this time period should preferably not exceed 48 hours from receipt
of the completed Fast Track Pathway Tool. PCTs who receive significant
numbers of Fast Track Pathway Tools could consider having staff dedicated
to implementing fast-track care packages as this will avoid a conflict of time
priorities with dealing with non-fast-track applications. Having dedicated
staff could also facilitate close working with end of life care teams. PCTs
should also consider wider arrangements that need to be in place to
facilitate implementation of packages within 48 hours, such as protocols for
the urgent provision of equipment. The PCT coordinator and the referrer
should communicate effectively with each other to ensure well-coordinated
discharge/support provision arrangements.

What settings can a Fast Track Pathway Tool be used in?

It is expected that the Tool will most often be used in hospital settings.
However, it can be used in any setting where an individual satisfies the criteria
for the use of the Tool and they require an urgent package of support in

their preferred location. This includes where such urgent support is required
for individuals who are already in their own home or are in a care home and
wish to remain there. It could also be used in other settings, such as hospices.
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The setting is not the most important issue but rather that the individual
concerned receives the support they need in their preferred place as soon as
reasonably practicable.

Should individuals receiving care via the Fast Track Pathway Tool have their
eligibility for NHS continuing healthcare reviewed?

The aim of the Fast Track Pathway Tool is to get an appropriate funded care
package in place as quickly as possible. Once this has happened, it will be
important to review needs and the effectiveness of the care arrangements.
In doing this, there may be certain cases where the needs indicate that it is
appropriate to review eligibility for NHS continuing healthcare funding.

PCTs should make any decisions about reviewing eligibility in Fast Track cases
with sensitivity. Where it is apparent that the individual is nearing the end of

their life and the original eligibility decision was appropriate it is unlikely that

a review of eligibility will be necessary. PCTs should monitor care packages to
consider when and whether a review is appropriate.

Clinicians completing the Fast Track Pathway Tool should sensitively explain
the process to the individual (and/or their representative) and make them
aware that their needs may be subject to a review and that the funding
stream may change subject to the outcome of the review.

Eligibility for NHS continuing healthcare can only be ended by a review
through the use of the full MDT-led DST process. PCTs are reminded that
any decision to remove eligibility for continuing healthcare should be
undertaken jointly involving the PCT and the relevant LA. (The Ordinary
Residence Guidance 2010 should be used to identify the relevant social
services authority). Where an MDT cannot reach agreement on whether NHS
continuing healthcare eligibility should continue when reviewing a Fast Track
case, the local disputes process as required by the Responsibilities Directions
should be used to resolve the matter. There should be a clear written
agreement on any transfer of responsibility that ensures continuity of care/
support for the individual. The individual affected should be notified of the
proposed change in writing and given an opportunity to submit views

before the final decision is taken. When the final decision is made, they
should be given details of their right to request an independent review of

the decision. There should be as much continuity as possible in the care
arrangements, for example by carrying on with use of the same care providers
wherever possible.
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6. Screening for NHS Continuing

6.1

6.2

Healthcare — the Use of the
Checklist Tool

What is the NHS continuing healthcare Checklist?

The Checklist is a screening tool used to help practitioners identify individuals
who may need a referral for a full consideration of whether their healthcare
needs qualify for NHS continuing healthcare funding. It is important

to note that the completion of the Checklist does not indicate that an
individual is eligible for NHS continuing healthcare and this should be clearly
communicated to the individual and/or their representative prior to its
completion.

Does everyone need to have a Checklist completed?

No, there will be many situations where it is not necessary to complete a
Checklist. However, the Responsibilities Directions require PCTs to take reasonable
steps to ensure that individuals are assessed for NHS continuing healthcare

in all cases where it appears to them that there may be a need for such care.
Local joint health and social care processes should be in place to identify
individuals for whom it may be appropriate to complete a Checklist, including
individuals in community settings within the context of the above duty.

The Responsibilities Directions state that the Checklist is the only screening
tool that can be used. PCTs can choose not to use a screening tool, either
generally or in individual cases, and instead directly use the DST but
alternative screening tools cannot be used. For example, a PCT and LA might
agree that everyone who moves from an acute hospital setting into a care
home with nursing should automatically have a full DST completed without
the need to complete a Checklist.

LAs have a duty to notify the NHS and invite them to assist in the completion
of a community care assessment' where a person appears to have health
needs, identified as part of the community care assessment process, that
could be met by the NHS. Completing a Checklist at the initial assessment or

4 See section 47(2) of the NHS and Community Care Act 1990 which can be found at
http://opsi.gov.uk/acts/acts1990/Ukpga_19900019_en_1
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6.4

review stage will ensure that people presenting to the LA with health-related
needs are properly considered for NHS continuing healthcare eligibility.

Who can complete a Checklist?

The aim is that a variety of health and social care practitioners can complete
the Checklist in a variety of settings. These could include NHS registered
nurses, GPs, other clinicians or LA staff such as social workers, care managers
or social care assistants completing them in an acute hospital, an individual's
own home or in a community care setting. It is for each local PCT and LA

to identify and agree who can complete the tool but it is expected that it
should, as far as possible, include all staff involved in assessing or reviewing
individuals' needs as part of their day-to-day work. Such staff should be
trained in the Checklist's use and have completion of it as an identified part
of their role.

When should a Checklist be completed if the individual is in hospital?

In a hospital setting the Checklist should only be completed once an
individual's acute care and treatment has reached the stage where their needs
on discharge are clear. Section 7 below highlights the need for practitioners to
consider whether the individual would benefit from other NHS-funded care

in order to maximise their abilities and provide a clearer view of their likely
longer-term needs before consideration of continuing healthcare eligibility.
This should be considered before completion of the Checklist as well as before
completion of the DST.

In certain cases it can be appropriate for both the Checklist and the DST
to be completed within the hospital setting but this should only be where
it is possible to accurately identify a person's longer-term support needs at
that time and there is sufficient time to identify an appropriate placement/
package of care/support that fully takes into account the individual's views
and preferences.

PCTs should ensure that NHS continuing healthcare is clearly built into
local agreed discharge pathways. This should include identification of the
circumstances when NHS continuing healthcare assessments and care
planning will be carried out in the hospital setting.
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6.6

Good practice note: Checklists should not be completed too early in an
individual's hospital stay; this could provide an inaccurate portrayal of their
needs as the individual could potentially make further recovery. As far as
possible the individual should be ready for safe discharge at the point that
the Checklist is undertaken and sent to the PCT. It should therefore be
completed at the point where wider post-discharge needs are also being
assessed (although before issue of delayed discharge notices). If at any point
after a Checklist has been sent to the PCT the individual's needs change
such that he/she requires further treatment, the completed Checklist will
no longer be relevant and a new Checklist should be undertaken once the
treatment has been completed. The PCT and the individual should be kept
fully informed of the changed position. This process will enable the PCT to

redirect their resources to where they are most urgently required.

When should the Checklist be completed if the individual is in the
community or in a care setting other than hospital?

In a community setting or a care setting other than hospital it may be
appropriate to complete a Checklist;

> as part of a community care assessment
> at a review of a support package or placement

> when a clinician such as a community nurse, GP or therapist is reviewing
a patient's needs

> where there has been a reported change in an individual's care needs, or

> in any circumstance that would suggest potential eligibility for NHS
continuing healthcare.

Who needs to be present when a Checklist is completed?

The individual should be given reasonable notice of the need to undertake
the Checklist. What constitutes reasonable notice depends upon the
circumstances of the individual case. In an acute hospital setting or where

an urgent decision is needed, notice may only be a day or two days. In a
community setting, especially where needs are gradually increasing over time,
more notice may be appropriate. The amount of notice given should take
into account whether the individual wishes to have someone present to act
as an advocate for them or represent or support them, and the reasonable
notice required by the person providing that support. It is the responsibility
of the person completing the Checklist or coordinating the discharge process
to make the individual aware that they can have an advocate or other
support (such as a family member, friend or carer) present and of the local
arrangements for advocacy support. Those completing Checklists should be
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6.8

aware of the circumstances when an IMCA should be involved at an early
stage in the assessment process as set out above (see 3.6).

The individual themselves should normally be present at the completion of the
Checklist, together with any representative in accordance with the above.

What information needs to be given to the individual when completing
a Checklist?

The individual and/or their representative should be advised in advance

of the need to complete the Checklist and the reasons for this. The DH
patient information leaflet on NHS continuing healthcare should be given

to the individual. Opportunity should be given for an explanation of the
NHS continuing healthcare process to the patient and for dealing with any
questions about it. It should be made clear that completion of the Checklist
does not indicate likelihood that they will be eligible for NHS continuing
healthcare. Whatever the outcome of the Checklist, the individual should be
provided with confirmation of this decision as soon as reasonably practicable.
The written decision should include the contact details and the complaints
process of the PCT in case they want to challenge the Checklist decision
(including any review processes available through the PCT as an alternative
to making a complaint). Paragraph 21 of the user notes for the Checklist
states that ‘the individual should be given a copy of the completed Checklist.
The rationale contained within the completed Checklist should give enough
detail for the individual and their representative to be able to understand
why the decision was made." Therefore a copy of the completed Checklist,
together with a covering letter giving the appropriate details for challenging
the decision will be sufficient to constitute a written decision in many
circumstances, provided that the completed Checklist or other documentation
includes sufficient detail for the individual to understand the reasons why the
decision was made. PCTs should consider making the decision available in
alternative formats where this is appropriate to the individual's needs.

What should happen once the Checklist has been completed?

If full consideration for NHS continuing healthcare is required the Checklist
should be sent to the PCT where the individual's GP is registered unless
alternative arrangements have been made by the PCT. If the individual does
not have a GP, the responsible PCT should be identified using the approaches
set out in the Who Pays guidance™. The Checklist should be sent in the fastest
but most appropriate secure way, which could include e-mail (if secure) or
fax. The use of either internal or external postal systems can delay the receipt

> http://www.dh.gov.uk/dr_consum_dh/groups/dh_digitalassets/@dh/@en/documents/
digitalasset/dh_079724.pdf
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of the Checklist and should only be used if no other referral mechanism is
available. Each PCT should have appropriate secure arrangements for the
receipt of Checklists and these should be publicised to all relevant partners.
The PCT will then arrange for a case coordinator to be appointed who will
ensure that an MDT (including those currently treating or supporting the
individual) carries out an assessment and uses this to complete a DST.

PCTs have the responsibility for ensuring that arrangements are in place so
that individuals who are screened out at the Checklist stage are informed of
the outcome, are given a copy of the Checklist, are given details of how to
seek a review of the outcome by the PCT and are offered the opportunity for
their case to be referred to the LA for consideration for social care support.
This could be delegated by agreement to other organisations that have staff
completing Checklists but the PCT has the ultimate responsibility.

Where a Checklist indicates that a referral for consideration for NHS
continuing healthcare is not necessary, it is good practice for the Checklist to
still be sent to the relevant PCT for information, as the individual may wish to
request the PCT to reconsider the decision and the PCT will need a copy of
the Checklist in order to do this.

What evidence is required for completion of the Checklist?

The Checklist is intended to be relatively quick and straightforward to
complete. In the spirit of this, it is not necessary to submit detailed evidence
along with the completed Checklist. However, the Checklist asks practitioners
to record references to evidence that they have used to support the
statements selected in each domain. This could, for example, be by indicating
that specific evidence for a given domain was contained within the in-
patient nursing notes on a stated date. This will enable evidence to be readily
obtained for the purposes of the MDT if the person requires full consideration
for NHS continuing healthcare.

A ‘rationale for decision’ box is also included in the Checklist that invites
practitioners to give an overall explanation of why the individual should be
referred for full assessment of NHS continuing healthcare eligibility. Where
referral is based on the numbers of As, Bs and Cs scored, a statement to this
effect will often be sufficient. However, an individual may be referred for
full assessment despite the fact that the completed domains suggest their
needs do not meet the levels required, and in this case a fuller explanation
will be important.

Whether or not an individual is being referred for full assessment of eligibility,
the completed Checklist should give sufficient information for the individual
and the PCT to understand why the decision was reached. Providing as
much information as possible will also support the PCT coordinator to put
arrangements in place quickly when they receive the Checklist.
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Can registered nurses in care home settings complete a Checklist Tool?

It is intended that a wide range of NHS and LA social care staff in roles that
involve the assessing or reviewing of needs should be able to complete the
Checklist. In a care home setting where potential eligibility for NHS continuing
healthcare is identified, the care home should contact the relevant PCT
continuing healthcare team and ask for a Checklist to be completed, unless
the PCT has protocols in place setting out other arrangements for completion
of Checklists in these circumstances.

Can someone self-refer by completing a Checklist themselves?

No. If the individual is known to a health or social care practitioner, they
could ask that practitioner to complete a Checklist. Alternatively, they should
contact their PCT continuing healthcare team to ask for someone to visit

to complete the Checklist, or if they already have a care home or support
provider, they could ask them to contact the PCT on their behalf. Where the
need for a Checklist is brought to the attention of the PCT through these
routes it should respond in a timely manner, having regard to the nature

of the needs identified. In most circumstances it would be appropriate to
complete a Checklist within 14 calendar days of such a request.

What is the role of the continuing healthcare coordinator?

Once an individual has been referred for full assessment for NHS continuing
healthcare, the PCT has the responsibility for coordinating the whole process
until the eligibility decision is made. The PCT should identify an individual

or individuals to carry out the coordination role. Whilst this is likely to be a
PCT staff member, it could (by agreement) be a staff member from another
organisation such as the LA, an NHS Trust or independent sector organisation.
This could be part of a wider inter-agency agreement, or could be negotiated
in specific cases due to the skills or responsibilities that the practitioner(s) have
in relation to a client group or individual.

The coordination role includes:

a) receiving and acting upon a referral for assessment of eligibility for NHS
continuing healthcare, ensuring appropriate consent has been given

b) identifying and securing the involvement of the MDT which will assess the
individual's needs and will then use this information to complete the DST.
The MDT should comprise health and social care staff presently or recently
involved in assessing, reviewing, treating or supporting the individual

c) supporting MDT members to understand the role they will need
to undertake in participating in a multidisciplinary assessment and
completing the DST
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d) helping MDT members to identify whether they will need to undertake
an updated or specialist assessment to inform completion of the
multidisciplinary assessment

e) supporting the person (and those who may be representing them) to
play a full role in the eligibility consideration process, including ensuring
that they understand the process, they have access to advocacy or other
support where required, and organising the overall process in a manner
that maximises their ability to participate

f) ensuring that there is a clear timetable for the decision-making process,
having regard to the expectation that decisions should usually be made
within 28 days of the Checklist being received

g) ensuring that the assessment and DST processes are completed in
accordance with the requirements in the Framework and relevant
Responsibilities Directions

h) acting as an impartial resource to the MDT and the individual on any
policy or procedure questions that arise

i) ensuring that the MDT's recommendation on eligibility is sent for approval
through the relevant local decision-making processes in a timely manner

j) where local arrangements place the responsibility for informing the
individual of the eligibility decision within the role of the coordinator,
ensuring that this happens in a timely manner and in accordance with the
requirements of the Framework.

Care should be taken by PCTs to ensure an appropriate separation between
the coordinator role and those responsible for making a final decision on
eligibility for NHS continuing healthcare.

How long should the assessment and eligibility decision-making process
take (for non-fast-track cases)?

The assessment and decision-making should take place as soon as reasonably
practicable and in most cases within the 28 calendar days specified in the
Framework (from the date the PCT receives the referral to the date that

the eligibility decision is made). The PCT should inform the individual of

the decision immediately. It is not acceptable for individuals to be waiting
extended periods of time for decisions to be made or given about their
future care/support needs, as this is potentially one of the most significant
life-changing events for them. Therefore, practitioners need to work closely
together to ensure this process is completed as smoothly and quickly as
possible to enable the individual to receive the care package they require.



7. Hospital Discharge Policy

71

and Interim Processes

How does NHS continuing healthcare fit with hospital discharge procedures?

Arrangements for applying the Framework should form an integral part of
local hospital discharge policies, and should be implemented in such a way
that delays are minimised. Timely assessments will prevent whole system
delays within the acute hospital sector. LAs, PCTs and other NHS bodies
providing hospital services should ensure that there is clarity in local discharge
protocols and pathways about how NHS continuing healthcare fits into these
processes, and what their respective responsibilities are.

The Delayed Discharges (Continuing Care) Directions 2009 places certain
responsibilities upon both PCTs and NHS Trusts in hospital discharge
situations. Where such dual responsibilities exist, PCTs and NHS Trusts should
ensure that their respective responsibilities are agreed and identified in local
protocols. PCTs should also ensure that discharge policies with providers who
are not NHS Trusts are clear on the respective responsibilities of the PCT and
of the provider. Where appropriate, the PCT may wish to make appropriate
provisions in its contract with the provider.

The ‘delayed discharges’ procedures (such as the issuing of section 2 and
section 5 notices under the Community Care (Delayed Discharges etc.) Act
2003) are not triggered until the NHS body is satisfied that the relevant
individual is not entitled to NHS continuing healthcare. The Delayed
Discharges (Continuing Care) Directions 2009 state (in directions 2(1) and
2(2)) that before an NHS body gives notice under the Community Care
(Delayed Discharges etc.) Act 2003 of an individual's case to a LA, it must
take reasonable steps to ensure that an assessment for NHS continuing
healthcare is carried out in all cases where it appears to the body that the
patient may have a need for such care. This should be in consultation,

as appropriate, with the relevant LA. (See also 2.2 above regarding LA
responsibilities in these circumstances.)

Where it appears to an NHS body that a person planned to be discharged
from hospital may have a need for NHS continuing healthcare, a decision
on eligibility should be made prior to notices being issued under delayed
discharges legislation unless alternative NHS-funded services are provided.
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The Framework states that it is preferable for eligibility for NHS continuing
healthcare to be considered after discharge from hospital when the person's
long-term needs are clearer, and for NHS-funded services to be provided in
the interim. This might include therapy and/or rehabilitation, if that could
make a difference to the potential further recovery of the individual in the
following few months. It might also include intermediate care or an interim
package of support in an individual's own home or in a care home (see paragraph
57 of the Framework). Where a person is discharged from hospital with such
interim services in place delayed discharges legislation does not apply.

Social care practitioners should work jointly with NHS staff throughout the
NHS continuing healthcare eligibility process, and should be involved as part
of the MDT wherever practicable. Therefore, where the LA receives a referral
for involvement in the MDT process for NHS continuing healthcare they
should respond positively and promptly. The LA should usually be represented
on the MDT completing the NHS continuing healthcare eligibility process.
This means that, in most cases, the key assessment information needed for
LA support is already available if the delayed discharge process is triggered
subsequently. Therefore, where a person is found to be ineligible for NHS
continuing healthcare and delayed discharge notices are then issued, the LA
should be in a position to respond and action their responsibilities within a
short timeframe.

PCTs and LAs could consider developing an agreed format for the NHS
continuing healthcare multidisciplinary assessment that is also suitable for
use as a community care assessment if the person is found ineligible for NHS
continuing healthcare and delayed discharge processes are triggered.

How does NHS continuing healthcare link with intermediate care?

PCTs should have regard to the updated guidance on intermediate care issued
in 2009, Intermediate care — halfway home."®

Intermediate care is aimed at people who would otherwise face unnecessarily
prolonged hospital stays or inappropriate admission to acute or longer-term
in-patient care or long-term residential care. It should form part of a pathway
of support. For example, intermediate care may be appropriately used where
a person has received other residential rehabilitation support following a
hospital admission and, although having improved, continues to need support
for a period prior to returning to their own home. It should also be used
where a person is at risk of entering a care home and requires their needs

to be assessed in a non-acute setting with rehabilitation support provided

' http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_103146
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where needed. This is irrespective of current or potential future funding
streams, but is clearly important in the context of consideration for NHS
continuing healthcare.

Individuals should not be transferred directly to long-term residential care
from an acute hospital ward unless there are exceptional circumstances.
Such circumstances might include:

a) those who have already completed a period of specialist rehabilitation,
such as in a stroke unit

b) those who have had previous failed attempts at being supported at home
(with or without intermediate care support)

c) those for whom the professional judgement is that a period in residential
intermediate care followed by another move is likely to be unduly distressing.

The guidance referred to above sets out what intermediate care should look
like as well as how to commission it, with an emphasis on partnership working.

PCTs should seek to ensure that this pathway is followed prior to any
long-term placement apart from exceptional circumstances.
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8. Multidisciplinary Assessment,

8.1

8.2

Completion of the DST and
Making Recommendations

Why does the Framework stress that the DST is not an assessment?

The purpose of the DST is to help identify eligibility for NHS continuing
healthcare; it is not designed as an assessment tool in its own right. A good
quality multidisciplinary assessment may well identify care/support needs
requiring a response by the PCT or LA regardless of eligibility for NHS continuing
healthcare. The DST should draw on such an assessment but is itself specifically
designed to collate and present the information from the assessment in a
way that assists consistent decision making for NHS continuing healthcare
eligibility. The DST is a national tool and should not be altered.

What are the elements of a good multidisciplinary assessment?

Assessment in this context is essentially the process of gathering relevant,
accurate and up-to-date information about an individual's health and

social care needs, and applying professional judgement to decide what

this information signifies in relation to those needs. Both information and
judgement are required. An assessment that simply gathers information will
not provide the rationale for any consequent decision; an assessment that
simply provides a judgement without the necessary information will not
provide the evidence for any consequent decision. Assessment documentation
should be obtained from any professional involved in the individual's care
and should be clear, well recorded, factually accurate, up to date, signed
and dated. As a minimum a good quality multidisciplinary assessment of an
individual's health and social care needs will be:

> preceded by informed consent or an appropriate ‘best interests’ decision as
discussed in section 3

> proportionate to the situation, i.e. in sufficient depth to enable well-
informed judgements to be made but not collecting extraneous information
which is unnecessary to these judgements. If appropriate this may simply
entail updating existing assessments

> person-centred, making sure that the individual and their representative(s)
are fully involved, that their views and aspirations are reflected and that
their abilities as well as their difficulties are considered
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informed by information from those directly caring for the individual
(whether paid or unpaid)

holistic, looking at the range of their needs from different professional and
personal viewpoints, and considering how different needs interact

taking into account differing professional views and reaching a commonly
agreed conclusion

considerate of the impact of the individual's needs on others
focused on improved outcomes for the individual

evidence-based — providing objective evidence for any subjective
judgements made

clear about needs requiring support in order to inform the commissioning
of an appropriate care package

clear about the degree and nature of any risks to the individual (or others),
the individual's view on these, and how best to manage the risks.

Local assessment arrangements and processes differ around the country,
though a number of models have formed the basis for assessment and care
and support planning processes including the Single Assessment Process

for older people," the Care Programme Approach® and the Common
Assessment Framework." Person-centred plans?® (which were originally
developed for use by people with learning disabilities, but which can be

used by anyone — and are increasingly being used more widely) are not
assessments. Rather, they represent the individual's own view of their desired
outcomes and support needs. As such, they can offer key evidence to be
considered when completing both the assessment and the DST. Health action
plans and health checks?' can also provide useful evidence.

7 http://www.dh.gov.uk/en/SocialCare/Chargingandassessment/
SingleAssessmentProcess/index.htm

'® http://www.dh.gov.uk/en/Publicationsandstatistics/Publications/
PublicationsPolicyAndGuidance/DH_083647

% http://www.dh.gov.uk/en/SocialCare/Socialcarereform/Personalisation/
CommonAssessmentFrameworkforAdults/index.htm

20 Further details may be found in Valuing People: A New Strategy for Learning
Disability for the 21st Century at: http://www.dh.gov.uk/en/Publicationsandstatistics/
Publications/PublicationsPolicyAndGuidance/DH_4009153

21 Further details may be found in Health Action Planning and Health Facilitation for

people with learning disabilities: good practice guidance at: http://www.dh.gov.uk/en/
Publicationsandstatistics/Publications/PublicationsPolicyAndGuidance/DH_096505w
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Effective assessment processes and documentation are key to making swift
decisions on eligibility for NHS continuing healthcare and for commissioning the
right care package at the right time and in the right place, so that the individual
can move to their preferred place of choice as quickly and safely as possible.
PCTs and LAs should consider agreeing joint models of assessment documentation
and having regular training or awareness events to support them.

>

>

Potential Sources of Information/Evidence (not an exhaustive list)

Health needs assessment

Community care assessment

Nursing assessment

Individual's own views of their needs and desired outcomes
Person-centred plan

Carer's views

Physiotherapy assessment

Behavioural assessment

Speech and Language Therapy (SALT) assessment
Occupational Therapy assessment

Care home/home support records

Current care plan

24-hour/48-hour diary indicating needs and interventions (may need
to be ‘good day' and ‘bad day" if fluctuating needs)

GP information

Specialist medical/nursing assessments (e.g. tissue viability nurse,
respiratory nurse, dementia nurse, etc.)

Falls risk assessment
Standard scales (such as the Waterlow score)

Psychiatric/community psychiatric nurse assessments
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What is a Multidisciplinary team in the context of NHS continuing healthcare?

‘Multidisciplinary team’ (MDT) has many meanings but in the context of NHS
continuing healthcare the Responsibilities Directions define a ‘multidisciplinary
team' as:

‘(i) two professionals who are from different healthcare professions, or

(ii) one professional who is from a healthcare profession and one person who
is responsible for assessing individuals for community care services under
section 47 of the National Health Service and Community Care Act 1990’.

Whilst as @ minimum requirement an MDT can comprise two professionals
from different healthcare professions, the Framework makes it clear that the
MDT should usually include both health and social care professionals, who are
knowledgeable about the individual's health and social care needs.

The individual and/or their representative should be fully involved in the
process and be given every opportunity to contribute to the MDT discussion.
However, once all the information has been gathered (and depending on
agreed local protocols) it is acceptable for the MDT to have a discussion
without the individual and/or their representative present in order to come
to an agreed recommendation. MDTs should be aware that the DST contains
a section at the end of the domain tables for the individual and/or the
representative to give their views on the completion of the DST that have
not already been recorded elsewhere in the document, including whether
they agree with the domain levels selected. It also asks for reasons for any
disagreement to be recorded. Therefore the MDT meeting should be arranged
in a way that enables that individual to give his/her views on the completed
domain levels before they leave the meeting.

If the individual and/or their representative are not present for the part of the
meeting where the MDT agrees the recommendation regarding primary health
need, the outcome should be communicated to them as soon as possible.

MDT members could include:
> nurse coordinator/assessors

> social workers/care managers

\%

physiotherapists

\%

occupational therapists

dieticians/nutritionists

\%

\

GPs/consultants/other medical practitioners
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> community psychiatric nurses

> ward nurses

> care home/support provider staff
> community nurses

> specialist nurses

> community matrons

> discharge nurses.

This list is not exhaustive but is intended as a prompt of who may need to
be invited to provide evidence regarding an individual's needs so that as
accurate and comprehensive picture as possible can be made.

What happens if the PCT coordinator is unable to engage relevant
professionals to attend an MDT meeting?

The national framework is clear that PCTs should not make decisions on
eligibility in the absence of an MDT recommendation, unless exceptional
circumstances require an urgent decision to be made.

Apart from ensuring that all the relevant information is collated, it is crucial
to have a genuine and meaningful multidisciplinary discussion about the
correct recommendation to be made. This should normally involve a face-to-
face MDT meeting (including the individual and/or their representative). If a
situation arises where a relevant professional is unable or unwilling to attend
an MDT meeting every possible effort should be made to ensure their input
to the process in another way, such as participating in the MDT meeting as
a teleconference call. Where this is not possible then submission of a written
assessment or other documentation of views could be used but this should
be the least favoured option. Where professionals use this route, the PCT
should explain to them that, whilst their views will be taken into account,
the eligibility recommendation will by necessity be made by MDT members
physically present or participating by teleconference.

Care should be taken to ensure that alternative approaches for MDT patrticipation
still enable the individual being assessed to fully participate in the process.

If, even after having followed the above processes, there are still difficulties
with the participation of, or obtaining assessment information from, a specific
professional, PCTs should consider (in liaison with the individual) whether
they have sufficient wider assessment information to reach a full picture of
the individual's needs, having regard to the minimum MDT membership set
out above. PCTs should record the attempts to secure participation.
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In order to ensure effective MDT decision making, PCTs should:

a) have arrangements in place for coordinators to obtain senior support
to secure participation of other practitioners where necessary

b) consider agreeing protocols on MDT participation with organisations
that frequently have staff who participate in MDTs.

Where should an MDT meeting take place?

An MDT meeting can take place in any setting but should be as near to

the individual's location as possible so that they are enabled to be actively
involved in the process. Although the acute hospital setting is not an ideal
place for MDTs to make a recommendation about eligibility, it may in

some circumstances where the person is an in-patient be the only available
opportunity to have everyone involved in the process but, wherever possible,
it should still be held in a suitable room for the nature of the meeting.
Alternatives to the acute hospital setting should be used for MDT meetings
wherever possible. For example community hospitals, hospices, care homes or
the individual's own home may provide suitable settings.

What process should be used by MDTs to ensure consistency when
completing the DST?

Whilst local conditions and therefore local processes will vary, the following
elements are recommended as being core to achieving consistency:

a) The coordinator should gather as much information as possible from
professionals involved prior to the MDT meeting taking place, including
agreeing where any new/updated specialist assessments are required prior
to the meeting.

b) The coordinator (or someone nominated by them) should explain the role
of the MDT to the individual in advance of the meeting, together with
details of the ways that the individual can participate. Where an individual
requests copies of the documentation to be used this should be supplied.

c) Information from the process above and any additional evidence should
be discussed within the MDT meeting to ensure common agreement on
individual needs. Where copies of assessments are circulated to MDT
members at the meeting, copies should also be made available to the
individual if they are present.

d) Relevant evidence (and sources) should be recorded in the text boxes
preceding each of the domain levels within the DST and this information
should be used to identify the level of need within that domain, having
regard to the user notes of the DST. Having completed the domains
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e)

f)

g)

h)

the MDT should consider what this information signifies in terms of
the nature, complexity, intensity and unpredictability of the individual’s
needs. It is important that MDT members approach the completion of
DSTs objectively without any preconceptions that specific conditions or
diagnoses do or do not indicate eligibility or fit a particular domain level
without reference to the individual's needs.

Depending upon local arrangements the MDT members may decide to
reach the final recommendation on eligibility after the individual and their
representative have left the meeting. However, the above gives clear
expectations on their involvement in the wider process. If the MDT is

to reach its final recommendation privately it is best practice to give the
individual/representative an opportunity before they leave the meeting to
state their views on what the eligibility recommendation should be in the
light of the DST discussion.

The MDT should then discuss, agree and record their recommendation,
based on the concepts in d) above, providing a rationale which explains
why the individual does or does not have a primary health need (see
below for more detail on recommendations).

The recommendation should then be presented to the PCT, who

should accept this, except in exceptional circumstances. These
circumstances could for example include insufficient evidence to make a
recommendation or incomplete domains.

If the PCT, exceptionally, does not accept the MDT recommendation (see
9.3 for circumstances when this can happen) it should refer the DST back
to the MDT identifying the issues to be addressed. Once this has been
completed the DST should be re-presented to the PCT who should accept
the recommendation (except in exceptional circumstances).

The decision should be communicated in writing as soon as possible in an
accessible format and language to the individual or their representative
so that it is meaningful to them. They should also be sent a copy of the
DST and information on how to ask for a review of the decision if the
individual is dissatisfied with the outcome.

This whole process should usually be completed within 28 (calendar) days.
This timescale is measured from the date the PCT receives the completed
Checklist indicating the need for full consideration of eligibility (or receives
a referral for full consideration in some other acceptable format) to the date
that the eligibility decision is made. However, wherever practicable, the
process should be completed in a shorter time than this.



8.8

8.9

What happens if MDT members cannot agree on the levels within the
domains of the DST?

The Framework advises practitioners to move to the higher level of a domain
where agreement cannot be reached but there should be clear reasoned
evidence to support this. If practitioners find themselves in this situation they
should review the evidence provided around that specific area of need and
carefully examine the wording of the relevant DST levels to cross-match the
information and see if this provides further clarity to move forwards or seek
further evidence, although this should not prolong the process unduly. If this
does not resolve the situation, the disagreement about the level should be
recorded on the DST along with the reasons for choosing each level and by
which practitioner. This information should also be summarised within the
recommendation so that PCTs can note this when verifying recommendations.

The practice of moving to the higher level where there is disagreement should
not be used by practitioners to artificially steer individuals towards a decision
that they have a primary health need where this is not justified. It is important
that this is monitored during PCT audits of recommendations and processes
so that individual practitioners found to be using the *higher level’ practice
incorrectly can be identified. Discussion may need to take place with these
practitioners and possibly further training offered.

If practitioners are unable to reach agreement, the higher level should

be accepted and a note outlining the position included within the
recommendation on eligibility. As part of PCT governance responsibilities they
should monitor occurrences of this issue. Where regular patterns are identified
involving individual teams or practitioners this should be discussed with them
and where necessary their organisations to address any practice issues.

What happens if the individual concerned or their representative disagrees
with any domain level when the DST is completed?

Whilst the individual and/or their representative should be fully involved

in the process and be given every opportunity to contribute to the MDT
discussion, the formal membership of the MDT consists of the practitioners
involved. The approach described in 8.8 above applies to disagreements
between practitioners and not when an individual or their representative
disagrees with individual domain levels chosen in the completion of the DST.
However concerns expressed by individuals and representatives should be
fully considered by reviewing the evidence provided. If areas of disagreement
remain these should be recorded in the relevant parts of the DST.
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8.10 What does the DST recommendation need to cover?

The recommendation should:

a) provide a summary of the individual's needs in the light of the identified
domain levels and the information underlying these. This should include
the individual's own view of their needs

b) provide statements about the nature, intensity, complexity and
unpredictability of the individual's needs, bearing in mind the explanation
of these concepts provided in section 4 of this guidance

c) give an explanation of how the needs in any one domain may interrelate
with another to create additional complexity, intensity or unpredictability

d) in the light of the above, give a recommendation as to whether or not
the individual has a primary health need (with reference to section 4 of
this guidance). It should be remembered that, whilst the recommendation
should make reference to all four concepts of nature, intensity, complexity
and unpredictability, any one of these could on their own or in combination
with others be sufficient to indicate a primary health need.

Although the core responsibility of MDTs is to make a recommendation on
eligibility for NHS continuing healthcare, the recommendation could also
indicate any particular factors to be considered when commissioning/securing
the placement or care/support package required to meet the individual's
needs (whether or not the individual has a primary health need).

Where the outcomes of the individual care domains do not obviously

indicate a primary health need (e.g. a priority level in one domain or severe
levels in two domains being found), but the MDT is using professional
judgement to recommend that the individual does nonetheless have a primary
health need, it is important to ensure that the rationale for this is clear in

the recommendation.

Where an individual has a deteriorating condition, practitioners need to

take this into account in reaching their conclusion on primary health need,
considering the approaches set out in paragraph 29 of the Framework and
being mindful of how that condition and the associated needs are going

to progress before the next planned review. Where an individual has a
deteriorating condition but eligibility for NHS continuing healthcare is not
presently recommended, consideration should be given to setting an early
review date. This should be clearly highlighted in the recommendation to the
PCT who should ensure that the review is arranged at the appropriate time.



The recommendation for eligibility for NHS continuing healthcare should not
be based upon an individual's specific condition or disease (e.g. stroke, cancer,
Alzheimer's disease, dementia, etc.) but on the needs that are identified.
Needs that give rise to eligibility can be from any condition or disease. Just
because individuals with a particular condition or disease have previously been
found to be eligible for NHS continuing healthcare does not mean that every
individual with a similar condition or disease will be eligible. Each individual
should be assessed in their own right and evidence provided around the range
of their needs; the identification of a primary health need should not be pre-
judged without going through the proper process in each individual case.

All of the above information should be provided even if the recommendation
is that the individual does not have a primary health need. The PCT is
responsible for care planning and commissioning all services that are

required to meet the needs of all individuals who qualify for NHS continuing
healthcare, and for the healthcare part of a joint care package However it

is beneficial if the MDT makes recommendations on the care package to be
provided, based on the assessment and any care plan already developed,
whether the PCT, LA or both will have responsibilities.

The written recommendation needs to provide as much detail as possible,
but should be clear and concise, to enable the PCT and the individual to
understand the rationale behind the recommendation.

As the individual or their nominated representative should receive a copy of
the DST it is important that it is legible, and free from jargon and abbreviations.

A copy of the completed assessment, DST and other documents should be
forwarded to the PCT.
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9. Eligibility and

9.1

9.2

Panel Processes

If a PCT uses a panel as part of the decision-making process what should its
function be and how should it operate?

There is no requirement in the Framework for PCTs to use a panel as part

of their decision-making processes. Close working with LA social care is an
inherent part of the Framework, for example in terms of membership of
MDTs and in having local joint processes for resolving disputes. It would

be consistent with this overall approach for PCTs to have mechanisms for
seeking the views of LA colleagues when making final decisions on continuing
healthcare eligibility and this could be by the use of a panel. However the
formal decision-making responsibility rests with the PCT. The appendix
contains details of the recommended content of local protocols, including
decision-making processes.

Panels may be used in a selective way to support consistent decision making.
For example this could include panels considering:

> cases which are not recommended as eligible for NHS continuing
healthcare (for audit purposes or for consideration of possible joint
funding)

> cases where there is a disagreement between the PCT and the LA over the
recommendation — this could form part of the formal disputes process

> cases where the individual or his/her representative is appealing against the
eligibility decision

> a sample of cases where eligibility has been recommended for auditing and
learning purposes to improve practice (paragraph 83 of the Framework).

What should the role of the PCT decision-making process be?

The role of PCT decision-making processes, whether by use of a panel or
other processes should include:

> verifying and confirming recommendations on eligibility made by the MDT,
having regard to the issues in 9.3 below

> agreeing required actions where issues or concerns arise.



9.3

924

PCT decision-making processes should not have the function of:
> financial gatekeeping
> completing/altering DSTs

> overturning recommendations (although they can refer cases back to an
MDT for further work in certain circumstances — see below).

What are the ‘exceptional circumstances’ under which a PCT or panel
might not accept an MDT recommendation regarding eligibility for NHS
continuing healthcare?

The Framework (paragraph 80) states ‘Only in exceptional circumstances,
and for clearly articulated reasons, should the multidisciplinary

team's recommendation not be followed. A decision not to accept the
recommendation should never be made by one person acting unilaterally.’
The intention is that eligibility decisions should be led by the practitioners
who have met and assessed the individual. Exceptional circumstances may
therefore include:

> where the DST is not completed fully (including where there
is no recommendation)

> where there are significant gaps in evidence to support the
recommendation

> where there is a obvious mismatch between evidence provided
and the recommendation made

> where the recommendation would result in either authority
acting unlawfully.

In such cases the matter should be sent back to the MDT for the relevant
matters to be addressed. Where there is an urgent need for care/support

to be provided the PCT (and LA where relevant) should make appropriate
interim arrangements without delay.

How should decisions be communicated to the individual/representative?

Once the recommendation is approved by the PCT, the individual should be
informed in writing in an appropriate language or format as soon as possible
(although this could be preceded by verbal confirmation where appropriate),
including the reasons for the decision and details of who to contact if they
wish to seek further clarification or request a review of the decision. In most
circumstances a fully completed DST with a covering letter confirming the
decision and giving the above details will be sufficient for this purpose.
Confirmation of the care package to be provided could be included within the

letter or, if not known at that stage, should be supplied as soon as available. -
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10. Disputes

10.1

10.2

There are two different kinds of dispute that may arise in relation to NHS
continuing healthcare:

a) Disputes between a PCT and an LA regarding eligibility (which could also
have additional complications arising from the two organisations being
from different geographical areas).

b) Challenges (including requests for reviews) by the individual or their
representative in relation to the process or decisions made.

On some occasions PCTs may receive requests for an independent review or
other challenge from a close relative, friend or other representative who does
not have LPA or deputy status. Where the individual has capacity the PCT
should ask them whether this request is in accordance with their wishes, and
where they do not have capacity, a best interests process should be used to
consider whether to proceed with the request for an independent review or
other challenge.

What issues should be considered at the Checklist stage of the decision-
making process to avoid or resolve disputes?

The advice set out in the user notes for the Checklist addresses many of the
key issues that may arise in its completion.

The Checklist has been intentionally designed to give a low threshold for
passage through to the full eligibility consideration process. Therefore,
provided that the Checklist has been completed by an appropriate health or
social care professional. recommendations within Checklists should usually
be accepted and actioned by PCTs.

Where an individual or their representative wishes to challenge a Checklist
outcome, they should contact the relevant PCT, using the contact information
supplied with the written decision. The PCT should give this request prompt
and due consideration, taking account of all the information available,
including any additional information from the individual or carer. The
response should be given in writing as soon as possible. If the individual
remains dissatisfied, they can ask for the matter to be considered under the
NHS complaints procedure. Details of how to do this should be included
with the written decision. At any stage the PCT may decide to arrange for
another Checklist to be completed or to undertake the full DST process,
notwithstanding the outcome of the original Checklist.



10.3

10.4

10.5

What issues should be considered at the DST stage of the decision-making
process to avoid or resolve disputes?

The advice set out in the user notes for the DST addresses many of the key
issues that may arise in its completion, such as the approaches to take when
MDT members cannot agree on individual domain levels.

By practitioners working in partnership, and by following this practice
guidance (see section 8 above), it should be possible to resolve many
disagreements regarding eligibility recommendations through the normal
MDT process without the need to invoke formal dispute resolution
procedures. However, the Responsibilities Directions require each PCT and
LA to have a jointly agreed disputes resolution process (in relation to both
eligibility for NHS continuing healthcare and joint funding arrangements).
Where agreement cannot be reached through the normal eligibility decision-
making processes, the formal dispute resolution process should be followed.

Where an individual and/or their representative expresses concern about any
aspect of the MDT or DST process, the PCT coordinator should discuss this
matter with them and seek to resolve their concerns. Where the concerns
remain unresolved, these should be noted within the DST so that they can be
brought to the attention of the PCT making the final decision.

What factors need to be considered in local disputes processes?

It is important that local disputes processes include levels of escalation of the
disputes, for example, by the matter initially being considered further by team
managers from the PCT and LA and then increasing to senior management
involvement as necessary. Disputes processes should also include a level by
which the matter has to be finally resolved, even if it has not been resolved at
lower levels. This could, for example, be by the matter being referred jointly
to another PCT and LA and agreeing to accept their recommendation.

PCTs and LAs should carefully monitor the use of their disputes process.
Disputes should be reviewed after resolution for learning points and these
should be fed back to those involved in the decision-making process in the
case and also built into the training of MDT members as appropriate.

What if the dispute crosses PCT/LA borders?

Where a dispute occurs between a PCT and LA in different areas (and
therefore without a shared disputes resolution agreement) it is recommended
that the local process applying to the PCT involved in the case is used. Where
a dispute involves two PCTs, it is recommended to use the disputes process
for the PCT area where the individual is residing at the outset of the relevant
decision-making process. Thus if PCT A had made a placement in PCT B's
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10.6

area, it is PCT A's dispute process that should be used, even if the person
is now physically residing in PCT B. Both PCTs should be able to play a full
and equal role in the dispute resolution. Consideration could be given to
identifying an independent person (who is not connected with either PCT)
to oversee the resolution of the dispute.

What if the individual wishes to challenge the final eligibility decision
made by the PCT?

If the individual or their representative wishes to dispute the decision made
and/or the process used to reach it, they can request an independent review
through the SHA as set out in the Framework. However, PCTs should always
work with the individual and their representatives to seek to resolve the
matter informally without the need for an IRP. Even when an IRP has been
requested, PCTs should continue to seek to informally resolve the matter, up
to the date of the IRP hearing itself. When an SHA receives an IRP request
they should contact the relevant PCT to establish what efforts have been
made to achieve local resolution. SHAs can consider asking PCTs to attempt
further local resolution prior to the IRP hearing.

PCTs and SHAs may receive requests that are outside the remit of the IRP
process (i.e. that are not about the application of the eligibility criteria or

the process followed to reach the decision). The eligibility criteria are set
nationally by the Responsibilities Directions and so are not a matter for local
review or complaints processes. If PCTs and SHAs receive review requests
about other non-IRP matters (for example, the nature of the care package to
be provided) they should advise the individual to pursue the matter through
the NHS complaints process by writing to the PCT.

PCTs and LAs should consider agreeing and publishing local processes
and timescales for responding to complaints and concerns relating to NHS
continuing healthcare on issues that fall outside of the IRP process.



11.Care Planning, Commissioning
and Personalisation

11.1 How should care planning be approached for a person entitled to NHS
continuing healthcare?

It is important that the services commissioned and provided for a person in
receipt of NHS continuing healthcare are based on supporting the outcomes
identified in a care plan jointly developed and agreed with the individual and
regularly updated and reviewed. There should therefore be strong linkages
between the care planning and commissioning processes in PCTs.

Supporting People with Long-Term Conditions; Commissioning Personalised
Care Planning. A Guide for Commissioners* sets out how to adopt a
personalised approach for individuals with a long-term condition and how

to reflect this in the commissioning of services. Clearly most people who

are eligible for NHS continuing healthcare have a long-term condition or
other long-term health need. Even for those who qualify for other reasons,
the approaches in the guidance are still applicable. It sets out that the care
planning process:

> puts the individual, their needs and choices that will support them to
achieve optimal health and well-being at the centre of the process

> focuses on goal setting and outcomes that people want to achieve,
including carers

> is planned, anticipatory and proactive with contingency planning to
manage crisis episodes better

> promotes choice and control by putting the person at the centre of the
process and facilitating better management of risk

> ensures that people, especially those with more complex needs, the socially
excluded and particularly vulnerable or those approaching the end of life,
receive coordinated care packages, reducing fragmentation between services

> provides information that is relevant and timely to support people with
decision making and choices

22 http://www.dh.gov.uk/dr_consum_dh/groups/dh_digitalassets/documents/
digitalasset/dh_093360.pdf
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> provides support for self care so that people can self care/self manage their
condition(s) and prevent deterioration

> facilitates joined-up working between different professions and agencies,
especially between health and social care, and

> results in an overarching, single care plan that is owned by the person but
can be accessed by those providing direct care/services or other relevant
people as agreed by the individual, e.g. their carer(s). The important
aspect of this is that the care planning discussion has taken place with
an emphasis on goal setting, equal partnership, negotiation and shared
decision making.

There are other models of personalised care planning using similar approaches
which could also be used when appropriate.

What are joint packages of care?

Where an individual's care/support package is supported by both the NHS
and the LA this is known as a ‘joint package of care'. The Framework
advises that if an individual does not qualify for fully funded NHS continuing
healthcare the NHS may still have a responsibility to contribute to meeting
that individual's healthcare needs. The respective powers and responsibilities
of each organisation should be identified by considering the needs of the
individual. Where there are overlapping powers and responsibilities, a
flexible, partnership-based approach should be adopted based on the most
appropriate organisation to meet the specific need.

Although the LA can provide some healthcare services (within legal limitations
of LA social care powers) the assessment and DST may have identified some
healthcare needs that are not of a nature that the LA could solely meet, or
that are beyond the powers of the LA to solely meet, and therefore these may
be the responsibility of the NHS to provide. Practitioners should draw on their
knowledge and skills regarding the assessed needs and their organisation's
powers to meet them, and work together to agree respective responsibilities
for care provision in a joint package of care.

In a joint package of care the PCT and the LA can each contribute to the
package by:

a) delivering direct services to the individual
b) commissioning care/services to support the care package, or

c) transferring funding between their respective organisations (where the
needs are ones that the NHS and the LA both have the power to meet).



Joint care packages can be provided in any setting. Examples can include:

> someone in their own home with a package of support who does not have
a primary health need but has a package of support comprising both health
and social care elements

> someone in a care home with nursing who has nursing or other health
needs that, whilst not constituting a primary health need, are clearly above
the level of needs intended to be covered by NHS-funded nursing care

> someone in a care home (without nursing) who, although not eligible for
NHS continuing healthcare, has some specific health needs beyond the
power of the LA to meet, requiring skilled intervention or support where
these needs cannot practically be met by community nursing services.

Joint/coordinated PCT and LA reviews should be considered for any joint
package in order to maximise effective care and support for the individual.

Practice Example - Joint Package of Care

A PCT and LA have developed a tool to assist in dividing responsibilities
and costs in joint packages of care where the individual is not eligible for
NHS continuing healthcare but nonetheless has significant healthcare/
nursing needs. This tool draws on the same domains as the DST and asks
for each whether the needs identified can lawfully provided by the LA or
whether they should be provided by the PCT through existing mainstream
provision or through an additional service.

Jim is a 78-year-old man who has had a stroke. After rehabilitation he has
residual weakness in his left arm and leg. He can manage the one step into
and out of his ground floor property and is able to walk independently and
safely around his home with a tripod walking stick. He gets in and out of
his bed and armchair independently.

Jim can walk to his local shop (about 100 metres) in good weather but needs
to stop frequently for short rests. For longer journeys he uses a wheelchair.

Jim has reduced dexterity of fine motor movements in his hand but is able to
hold his stick securely. He has difficulty with buttons and zips. He is able to
wash his predominantly affected side but finds it difficult and occasionally
painful to wash his other side. He can manage his own toilet needs and
has adapted clothing to manage his difficulty with zips and buttons.

Jim's main problem is that his speech and swallowing have not fully
recovered and he is advised not to take food by mouth. He therefore has
a peg feed fitted and receives four bolus feeds a day. He chooses to have
tasters of food — two to three teaspoons at his breakfast and evening meal
times. The dietician has given detailed instruction on the food consistency,
the portion size and how he is to have these tasters.
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Jim is realistic about his needs and faithfully follows the instructions
about his food intake. Between meals he uses foam applicators to
cleanse his mouth with cool water. Jim has no behavioural or cognitive
problems, though he becomes upset at times when he reflects on his
current health condition.

On assessment it was agreed that Jim does not have a primary health
need, but it was considered appropriate to provide him with a joint
package of care. His daily care package comprises:

a) half an hour social care (LA funded) each morning to help with

dressing and showering

b) one-and-a-half hours health care (NHS funded) each morning for:

>

preparation of appropriate consistency food and to observe Jim while
he enjoys his tasters

encouraging the correct double swallow prescribed by the
speech therapist

bolus feeding and liquid paracetamol via his peg

observing him for thirty minutes as he had on some occasions
posited back small amounts of the diet. This needs no intervention
other than to assist him to expectorate or take appropriate
emergency action if needed. Also to report all extended coughing
episodes to the district nurse

¢) one hour healthcare at lunch for bolus feed and medication

d) one-and-a-half hours healthcare in the early evening for bolus feed

and medication

e) one hour healthcare late evening for bolus feed and medication

f) half an hour social care each evening for personal care.

In addition Jim receives four hours social care (LA funded) per week for
shopping, banking, socialisation, etc. when care staff accompany him,
push him in his wheelchair, and provide him with assistance in making
himself understood. Jim also has one hour social care per week for
housework and laundry. He employs someone privately to do his ironing,
windows and small garden area, as this is his choice.

N.B. this division of responsibilities reflects what was locally agreed.
Different models of sharing responsibility may be possible.




11.3 Who is responsible for equipment and adaptations if someone is eligible
for NHS continuing healthcare and is in their own home?

The focus of NHS continuing healthcare should be on enabling the delivery
of the desired outcomes of the individual and promoting their physical

and psychological well-being. Care planning should therefore consider the
need for equipment to assist with activities of daily living and the provision
of healthcare, personal care, social care support and wider housing
adaptation needs.

As set out in the Framework (paragraph 111), those in receipt of NHS
continuing healthcare should have access to local joint equipment services
on the same basis as any other patient of their PCT. Local agreements on the
funding of joint equipment services should take into account the fact that
the NHS has specific responsibilities for meeting the support needs of those
entitled to NHS continuing healthcare. Some individuals will require bespoke
equipment (and/or specialist or other non-bespoke equipment that is not
available through joint equipment services) to meet specific assessed needs
identified in their NHS continuing healthcare care plan. PCTs should make
appropriate arrangements to meet these needs.

For larger adaptations, Disabled Facilities Grants (DFGs) may be available
from local housing authorities towards the cost of housing adaptations

that are necessary to enable a person to remain living in their home (or

to make a new home appropriately accessible). DFGs are means-tested.
However, housing authorities, PCTs and LA social services authorities all

have discretionary powers to provide additional support where appropriate.
Further details can be found in the guidance Delivering Housing Adaptations
for Disabled People; A Good Practice Guide.” This guidance encourages

the above bodies, together with home improvement agencies and registered
social landlords, to work together locally on integrated adaptations services.
Whether or not such integrated services are in place, PCTs should consider
having clear arrangements with partners setting out how the adaptation
needs of those entitled to NHS continuing healthcare should be met, including
referral processes and funding responsibilities.

PCTs should be aware of their responsibilities and powers to meet housing-
related needs for those entitled to NHS continuing healthcare:

a) PCTs have a general responsibility under section 3(e) of the NHS Act 2006
to provide such after-care services and facilities as they consider appropriate
as part of the health services for those who have suffered from illness.

2 www.communities.gov.uk/publications/housing/deliveringhousingadaptations. Fuller
details of the powers of housing authorities and partners to provide support can be
found in ODPM circular 05/2003 at: www.communities.gov.uk/documents/corporate/
pdf/145088.pdf 63


www.communities.gov.uk/documents/corporate
www.communities.gov.uk/publications/housing/deliveringhousingadaptations
http:Guide.23

NHS Continuing Healthcare Practice Guidance

b) PCTs may make payments in connection with the provision of housing to
housing authorities, social landlords, voluntary organisations and certain
other bodies under sections 256 and 257 of the above Act.

c) PCTs also have a more general power to make payments to LAs towards
expenditure incurred by the LA in connection with the performance
of any LA function that has an effect on the health of any individual,
has an effect on any NHS functions, is affected by any NHS function
or are connected with any NHS functions.

d) Housing can form part of wider partnership arrangements under section 75
of the above Act. Fuller details are available in guidance.*

LAs should be aware that they continue to have responsibilities under section
47 of the NHS and Community Care Act 1990 and under section 2 of the
Chronically Sick and Disabled Persons Act 1970 to those in receipt of NHS
continuing healthcare. However, in deciding whether it is necessary to provide
services under these provisions the LA should take into account services that
are/will be provided by the NHS, either as NHS continuing healthcare or as
other NHS services. They may also continue to have some responsibilities

for those in their own homes entitled to NHS continuing healthcare where
the services needed are not ones that the Secretary of State requires the

NHS to provide.? This can include support for housing-related needs where
appropriate. When carrying out an assessment for a property adaptation or
the provision of equipment for someone receiving NHS continuing healthcare
funding, LAs should respond positively to requests for a community
occupational therapy assessment to assist and advise the individual and

PCT on deciding on appropriate equipment/adaptation and whether or not
the adaptation is essential to meet the agreed NHS continuing healthcare
outcomes.

Whilst LAs and PCTs have some overlapping powers and responsibilities in
relation to supporting individuals eligible for NHS continuing healthcare in
their own home, a reasonable division of responsibility should be negotiated
locally. In doing this PCTs should be mindful that their responsibility under
NHS continuing healthcare involves meeting both health and social care needs
based on those identified through the MDT assessment. Therefore, whilst

LAs and PCTs have overlapping powers, in determining responsibilities in an

2 www.dh.gov.uk/dr_consum_dh/groups/dh_digitalassets/@dh/@en/documents/
digitalasset/dh_4057423.pdf (Although this guidance refers to section 31 of the former
Health Act 1999, it continues to be applicable to the replacement power in section 75 of
the NHS Act 2006.)

%5 For a fuller discussion on this, see paragraphs 9.62 to 9.66 of the Law Commission'’s
consultation paper on adult social care at: www.lawcom.gov.uk/docs/cp192.pdf
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individual case, PCTs should first consider whether the responsibility to meet
a specific need lies with them as part of their NHS continuing healthcare
responsibilities. LAs should be mindful of the types of support that they may
provide in such situations as outlined in 11.8 below.

Case-Management

Once an individual has been found eligible for NHS continuing healthcare,
the PCT is responsible for their case-management, including monitoring

the care they receive and arranging regular reviews. This could be through
joint arrangements with LAs, subject to local agreement. PCTs should ensure
arrangements are in place for an ongoing case-management role for all those
entitled to NHS continuing healthcare, as well as for the NHS elements of
joint packages.

Case-management should be person-centred. The individual should be
encouraged to have an active role in their care, be provided with information
or signposting to enable informed choices, and supported to make their

own decisions.

In the context of NHS continuing healthcare case-management necessarily
entails management of the whole package, not just the healthcare aspects.
The key elements of the role include:

a) ensuring that a suitable care plan has been drawn up for and with the
individual in line with the approaches set out in 11.1 above — this might
best be done initially by the MDT involved in their care, in consultation
with the person concerned or their representative

b) ensuring that the care/support package meets the individual's assessed
needs and agreed outcomes and is appropriate to achieve the identified
intended outcomes in the care plan

c) where the care plan includes access to non-NHS services, for example
leisure services, ensuring that the arrangements for these are in place and
are working effectively

d) monitoring the quality of the care and support arrangements and
responding to any difficulties/concerns about these in a timely manner

e) acting as a link person to coordinate services for the individual
f) ensuring that any changes in the person's needs are addressed

reviewing the situation on a regular planned basis, and if necessary
undertaking additional unplanned reviews where circumstances require.
Reviews need to consider not just whether the individual is still eligible for
NHS continuing healthcare but also the effectiveness and appropriateness
of the care/support arrangements.
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11.5 How should commissioning be approached for a person entitled to NHS
continuing healthcare?

The Framework sets out a number of responsibilities of PCTs in relation to
continuing healthcare commissioning:

a)

b)

c)

d)

e)

f)

Continuing healthcare commissioning should take place within the overall
context of World Class Commissioning and involves actions at both
strategic and individual levels.

Continuing healthcare commissioning actions by PCTs should include
strategic planning, specifying outcomes, procuring services, and managing
demand and provider performance (including monitoring quality, access
and the experience of those in receipt of NHS continuing healthcare). In
managing the quality and performance of providers and the experiences
of those using their services, PCTs should take into account the role and
areas of focus of the Care Quality Commission and, where relevant,

LA commissioners of the relevant provider's services in order to avoid
duplication and to support the mutual development of an overall picture
of each provider's performance.

There should be clarity on the roles of commissioners and providers.
The services commissioned should include an ongoing case management
role as well as the assessment and review of individual needs.

PCTs should considering commissioning from a wide range of providers

in order to secure high quality, value for money services. In exercising this
responsibility, PCTs should have regard to the case management role set
out in 11.4 above of ensuring that the care/support package meets the
individual's assessed needs and agreed outcomes and is appropriate to
achieve the identified intended outcomes in the care plan. To help inform
this approach, PCTs should have an understanding of the market costs for
care and support within the relevant local area.

PCTs should commission in partnership with LAs wherever appropriate.

PCTs should ensure clarity regarding the services being commissioned
from providers, bearing in mind that those in receipt of NHS continuing
healthcare continue to be entitled to access the full range of primary,
community, secondary and other health services. The services that a provider
of continuing healthcare-funded services is expected to supply should be
clearly set out in the contract between the provider and the PCT.

PCTs should commission services using models that maximise
personalisation and individual control and that reflect the individual's
preferences as far as possible. It is particularly important that this



approach should be taken when an individual who was previously

in receipt of an LA direct payment begins to receive NHS continuing
healthcare; otherwise they may experience a loss of the control they
had previously exercised over their care. PCTs should also be aware of
the personal health budgets programme as set out in Personal Health
Budgets: First Steps®® and particularly that it is only direct payments that
will be restricted to approved pilots. The other models of personal health
budgets are available under existing powers for any PCT to use.

g) PCTs and LAs should operate person-centred commissioning and
procurement arrangements, so that unnecessary changes of provider
or of care package do not take place purely because the responsible
commissioner has changed.

h) PCTs should take into account other policies and guidance relevant to the
individual's needs.

11.6 Can a PCT use an external agency to carry out the commissioning of
continuing healthcare services or for negotiation with providers?

PCTs hold the statutory responsibility for commissioning NHS services for their
populations, including NHS continuing healthcare. Whilst PCTs may reach
arrangements with other organisations to carry out functions on their behalf,
PCTs retain statutory responsibility.

PCTs can make arrangements with LAs or other bodies/organisations in
relation to continuing healthcare commissioning. In order for the LA to
commission continuing healthcare on the PCT's behalf, this requires a

transfer of appropriate powers using section 75 of the NHS Act 2006. Other
arrangements, such as integrated teams of PCT and LA staff commissioning
for individuals with high support needs in an integrated manner are also
possible. In all cases, PCTs retain ultimate responsibility for continuing
healthcare commissioning. Any such arrangements should reflect the PCT's
responsibilities to fund the assessed health and social care needs of individuals
entitled to continuing healthcare and that continuing healthcare, as with most
other NHS services, is free at the point of delivery to the individual.

PCTs should ensure that there is clarity in arrangements with external
organisations on the respective responsibilities of the PCT and of the
external organisations in relation to the above roles. The approaches of the
external organisation to the functions they carry out on behalf of the PCT
should reflect the best practice set out for PCTs in this practice guidance
and in the Framework. The external organisation should operate within the

26 www.dh.gov.uk/dr_consum_dh/groups/dh_digitalassets/documents/digitalasset/
dh_093839.pdf
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11.7

PCT's strategic approaches and policies in relation to continuing healthcare
commissioning including in relation to the range of providers and the choice
available to individuals.

What limits (if any) can be put on individual choice where, if followed,
this would result in the PCT paying for a very expensive care arrangement?
Under what circumstances can the PCT decline to provide care in the
preferred setting of the individual?

The Framework says (paragraph 100) that ‘the package to be provided is that
which the PCT assesses is appropriate for the individual’s needs'.

In many circumstances there will be a range of options for packages of
support and their settings that will be appropriate for the individual's needs.
The starting point for agreeing the package and the setting where NHS
continuing healthcare services are to be provided should be the individual's
preferences. Individuals will not always be aware of the models of support
that it is possible to deliver (for example, they may assume that it is only
possible to receive support in a care home). Those involved in working with
individuals to plan their future support should advise them of the options and
the benefits and risks associated with each one. PCTs should be aware of the
models of support offered by partners and by other PCTs and of evidence
about their benefits and risks so that the options offered are maximised and
that generalised assumptions are avoided.

In some situations a model of support preferred by the individual will be more
expensive than other options. PCTs can take comparative costs and value for
money into account when determining the model of support to be provided
but should consider the following factors when doing so:

a) The cost comparison has to be on the basis of the genuine costs of
alternative models. A comparison with the cost of supporting a person in
a care home should be based on the actual costs that would be incurred
in supporting a person with the specific needs in the case and not on an
assumed standard care home cost.

b) Where a person prefers to be supported in their own home, the actual
costs of doing this should be identified on the basis of the individual's
assessed needs and agreed desired outcomes. For example, individuals
can sometimes be described as needing 24-hour care when what is meant
is that they need ready access to support and/or supervision. PCTs should
consider whether models such as assistive technology could meet some
of these needs. Where individuals are assessed as requiring nursing care,
PCTs should identify whether their needs require the actual presence of a
nurse at all times or whether the needs are for qualified nursing staff for



specific tasks or to provide overall supervision. The willingness of family
members to supplement support should also be taken into account,
although no pressure should be put on them to offer such support.?” PCTs
should not make assumptions about any individual, group or community
being available to care for family members.

c) Cost has to be balanced against other factors in the individual case,
such as an individual's desire to continue to live in a family environment
(see the Gunter case in box below).

Gunter Case

In the case of Gunter vs. South Western Staffordshire PCT, a severely
disabled woman wished to continue living with her parents whereas

the PCT's preference was for her to move into a care home. Whilst not
reaching a final decision on the course of action to be taken, the court
found that Article 8 of the European Convention of Human Rights had
considerable weight in the decision to be made, that to remove her from
her family home was an obvious interference with family life and so must
be justified as proportionate. Cost could be taken into account but the
improvement in the young woman's condition, the quality of life in her
family environment and her express view that she did not want to move
were all important factors which suggested that removing her from her
home would require clear justification.

11.8 What are the responsibilities of PCTs and LAs when a person is supported in
their own home?

Where someone is assessed as eligible for NHS continuing healthcare

but chooses to live in their own home in order to enjoy a greater level of
independence, the expectation in the Framework is that the PCT would
remain financially responsible for all health and personal care services and
associated social care services to support assessed health and social care
needs and identified outcomes for that person, e.g. equipment provision
(see 11.3), routine and incontinence laundry, daily domestic tasks such as
food preparation, shopping, washing up, bed-making, support to access
community facilities, etc. (including additional support needs for the individual
whilst the carer has a break). However, people who choose to live in their
own home may have additional community care needs which it may be
appropriate for the LA to address subject to their local eligibility criteria and
charging policy, e.g. assistance with property adaptation (see 11.3), support
with essential parenting activities, support to access other community

27 www.bailii.org/ew/cases/EWHC/Admin/2005/1894 .html
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facilities, carer support services that may include additional general domestic
support, or indeed any appropriate service that is specifically required to
enable the carer to maintain his/her caring responsibilities (bearing in mind
11.9 below).

There is a range of circumstances in which PCTs have overlapping powers
with other statutory organisations. Where this is the case, PCTs and other
statutory bodies should work in partnership locally to determine how each
partner's responsibilities will be exercised. PCTs should not simply assume
that another organisation will meet the need. Active liaison should take
place. The needs appropriate for the PCT to meet will depend upon the
circumstances of the individual case, having regard to the overall purpose
of the health service — to improve physical or mental health, and to prevent,
diagnose or treat illness.

Where other agencies/organisations have potentially overlapping powers/
responsibilities there should be a discussion between the parties involved.

If someone is receiving NHS continuing healthcare in their own home their
benefits are unaffected (although they will not be able to receive support
from the Independent Living Fund). There is a range of everyday household
costs that are expected to be covered by personal income or through welfare
benefits (i.e. food, rent/mortgage interest, fuel, clothing and other normal
household items). In addition, disability-related benefits (e.g. Disability Living
Allowance and Attendance Allowance) are intended to cover some disability-
related costs.

As individual circumstances will differ considerably, it is not possible to give
hard and fast rules on how best to divide responsibilities where overlapping
powers exist. However, the following questions may help inform the decision-
making process:

a) s this service part of the support plan necessary to meet the individual's
assessed health, personal care and associated social care needs?

b) What support is necessary for the PCT to fund/provide in order for the
individual to access essential services?

c) What responsibilities do other organisations/agencies have to enable the
person to access essential services?

d) What would happen if a PCT or a partner organisation did not fund/
provide the service in question — what would the outcome be?



11.9 What is the PCT role in relation to carers when someone is in receipt of NHS
continuing healthcare?

When a PCT decides to support a home-based package where the
involvement of a family member/friend is an integral part of the care plan
then the PCT should give consideration to meeting any training needs that
the carer may have to carry out this role. In particular, the PCT may need to
provide additional support to care for the individual whilst the carer(s) has a
break from his/her caring responsibilities and will need to assure carers of the
availability of this support when required. Consideration should also be given
to referral for a separate carer's assessment by the relevant LA. PCTs have
been allocated funding to support carers by DH and through their strategic
commissioning they should consider how this funding can best be used to
support carers of people eligible for NHS continuing healthcare.

11.10 Can a personal health budget be used for people eligible for NHS continuing
healthcare?

Yes, and PCTs are encouraged to use personal health budgets where
appropriate. A personal health budget helps people to get the services they
need to achieve their health outcomes, by letting them take as much control
over how money is spent on their care/support as is appropriate for them.

It does not necessarily mean giving them the money itself. Personal health
budgets could work in a number of ways, including:

> a notional budget held by the PCT commissioner
> a budget managed on the individual's behalf by a third party, and
> a cash payment to the individual (a ‘healthcare direct payment’).

Direct payments for healthcare can only be offered by PCTs that are pilot sites
approved by the Secretary of State. However PCTs already have powers to
offer other forms of personal health budgets, either as a notional budget or a
real budget held by a third party.

Further details are given in Personal Health Budgets: First Steps.
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11.11 What information and advice is available regarding the development of
personalised commissioning and personal health budgets?

A wide variety of resources are available via the personal health budgets
learning network website at www.dhcarenetworks.org.uk/PHBLN/. This
includes a range of resources to support personalised commissioning generally
beyond personal health budgets. PCTs should also be aware that materials
developed for LA social care personalisation and individual budgets include
many principles which are also relevant to health services. These can be
accessed through the above website. PCTs and LAs are encouraged to work
closely together with regard to the personalisation of care and support in
order to share expertise and develop arrangements that provide for smooth
transfers of care where necessary.

11.12 What practical examples are there of how someone with a primary health
need can have their needs met through a ‘notional health budget'?

John suffered a series of strokes beginning in his 60s, leading up to a
serious stroke that resulted in vascular dementia. He spent some time in a
nursing home but did not like it and moved to live with his daughter Susan
when he was 77 years old.

Over time John became immobile and Susan (who was recovering from
cancer, working part time and caring for her son) was unable to provide
the necessary care alone. He was found to be eligible for NHS continuing
healthcare funding and received a standard care/support package (four
calls a day with two care workers at each call). Twice a week he also
received a sitting service. Susan had to provide support at all other times.
This placed significant stress upon her. She had no opportunity to go out
with her son

at all, and their relationship was suffering. She was also starting to suffer
from depression.

Occasionally, as part of the care package John had respite care in a nursing
home which he did not enjoy and on the second occasion came home in

a ‘sorry’ condition. As a result of this his daughter cancelled the respite
component of the package and her anxiety and feeling of helplessness
increased.

Every time John was hospitalised the experience was very disorientating
for him and distressing for his family. John had always been clear that he
wanted to remain with his daughter and as his condition worsened this
need became increasingly important to him.
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By the following year John was in an advanced stage of vascular dementia
and was totally reliant on others for his physical care needs, needing
24-hour support.

Susan reported being at ‘breaking point’. Any changes in John's
accommodation due to this would have been against his wishes of

him wanting to live with her and detrimental to his mental well-being.
Had care at home failed, this would have also damaged Susan's mental
well-being further.

Susan agreed to take part in a local personalisation pilot with her PCT. A
package was agreed that included a flexible allocation of £315 per week.
Susan decided the extra funding was to be used for flexible care hours
that she could ‘bank’ and use at her discretion. The regular care calls
continued but the £315 was paid to the care provider by NHS Doncaster
and between the provider and Susan, a system was set up that enabled
Susan to use the hours flexibly. This covered her being away from the
home for either work, parenting activities or respite. Every Saturday care
was provided between 11am to 4pm to enable Susan to take her son out.

At this time John's communication was limited. However, Susan reported
that when they did communicate she could tell that he knew and liked the
circle of people who were looking after him and that he felt secure in their
care when Susan was away from the home. Some of the informal tasks
that Susan carried out like liaising with district nursing teams were taken
over by the care provider and the team would contact the GP direct rather
than interrupt Susan at her work.

After receiving his personal budget for two-and-a-half months, John
died. His daughter felt that the last two months of all their lives had been
transformed beyond recognition and that John had died peacefully at
home with his family as he had wished.
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11.13 What practical options are there for meeting the needs of someone eligible
for NHS continuing healthcare by means of a ‘real personal budget held by a
third party'?

Practice Example — Real Personal Budget Held by Third Party

David has a learning disability and a history of challenging behaviour
which in the past has resulted in multiple admissions to in-patient
assessment and treatment services. He has epilepsy which has previously
resulted in injury from falls, although this has been well controlled in
recent years. He also has periodic difficulties with hand-eye coordination.
Three years ago, through working with a clinical psychologist and with
support from an advocate, it was identified that David's challenging
behaviour was primarily triggered by:

> frequent changes of staff and residents which increased David's
anxiety levels

> a lack of ability to regularly engage in sporting activities and
walking. David enjoys doing these and they act as an important
release valve that reduces behavioural issues. A risk assessment
had identified a need for staff support when carrying out these
activities due to David's epilepsy and challenging behaviour.
However the staff from the care home where David then lived
were part of a team supporting other residents so were not able
to commit sufficient support to David for these activities

> his hand-eye coordination resulting in difficulties in using his
computer. David enjoys on-line computer games as the others
on-line are unaware of his impairments, so he feels treated as
an equal, which increases his self-esteem. However, when his
coordination difficulties occur he gets frustrated.

David moved into a house which he shared with two other tenants whom
he already knew and was happy to live with. The overall support came
from a small team funded through Supporting People. The team find

job satisfaction in working with a small number of residents and tend to
remain in post long-term. David also received an LA direct payment for
additional support which he used to employ a support worker with IT skills
who both accompanied him in sport and walking and supported him with
computer games when needed. There were no assessment and treatment
admissions for three years.
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David's epilepsy has recently become more unpredictable. He fell whilst
walking and has had two hospital admissions. He has now been found
eligible for NHS continuing healthcare. The PCT have advised that they
cannot currently offer a direct payment for David's own personal support
worker so alternative support arrangements will need to be put in place by
the PCT. The housing support provider has also advised that they consider
that David's epilepsy may be too great a risk for their staff to manage and
so they may not be able to continue to support him.

A multidisciplinary review is held. The PCT funds an advocate for David to
support him in the review. It is identified that Supporting People funding
is not affected by continuing healthcare entitlement so can continue in
place. Arrangements are made for the PCT to train the support provider’s
staff in the triggers to look for in David's epilepsy and a protocol to

follow, including a contact number for any concerns. It is agreed that the
additional individual support is key to maintaining David's stable behaviour
and his general health and well-being. The option of funding the support
provider to employ David's personal support worker is discussed but David
does not want this as he is concerned that they may get absorbed into the
overall team and his individual support may be lost.

The LA advise on support providers used locally by those in receipt of

LA individual budgets who have a good track record for working in an
individualised way. The PCT, in liaison with David and his advocate,
identity a support provider who is willing to take over the employment of
David's personal support worker with funding from the PCT. A protocol is
developed between the PCT, the support provider and David which states
that David oversees the day-to-day activities of the support worker.

11.14 Can the LA be an intermediary for a real personal health budget where the

individual has been assessed as having a primary health need? If so, how?

The LAs and PCTs taking part in the personal health budget pilots are
encouraged to work together as much as possible to deliver joined-up services
to individuals with personal health budgets. This includes making use of
pooled budget and joint financing arrangements. However, it is important to
remember that health and social care legislation explicitly prevents PCTs from
passing health money over to LAs to use as an LA direct payment to purchase
healthcare. Therefore, when deciding what the LA can do in relation to
individuals with direct payments for healthcare, both organisations need to be
very clear about their roles. Individual PCTs and LAs will need to come to their
own decision on which method is most suitable for them, and seek their own
legal advice as necessary.
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An advice note on personal budgets in social care has recently been jointly
published by the Association of Directors of Adult Social Services, the Local
Government Association and the Improvement and Development Agency.”®

It is primarily focused on providing clarity and improving understanding of
managed personal budgets (where people opt to continue to use services
commissioned by the council), where confusion has arisen and where there

is concern that councils are setting up arrangements that do not properly
support the choice and control aspirations of personalisation. DH will also be
issuing further guidance on personal health budgets later this year and sharing
early learning from the pilot sites through the learning network.

11.15 Can an individual pay for additional services themselves in addition to their
NHS continuing healthcare package?

DH published guidance® (referred to below as the ‘Additional Private Care
guidance') in March 2009 on NHS patients who wish to pay for additional
private care, in addition to their NHS care package. Although it is primarily
aimed at secondary and specialist care services, it contains a set of principles
applicable to all NHS services:

a) As affirmed by the NHS Constitution:
> the NHS provides a comprehensive service, available to all

> access to NHS services is based on clinical need, not an individual's ability
to pay, and

> public funds for healthcare will be devoted solely to the benefit of the
people that the NHS serves.

b) The fact that some NHS patients also receive private care separately
should never be used as a means of downgrading or reducing the level of
service that the NHS offers.

c) Asoverriding rules, it is essential that:

> the NHS should never subsidise private care with public money, which
would breach core NHS principles, and

> patients should never be charged for their NHS care, or be allowed to
pay towards an NHS service (except where specific legislation is in place
to allow this) as this would contravene the founding principles and
legislation of the NHS.

28 www.adass.org.uk/images/stories/Personal Budgets _ Council Commissioned Services —
Advice Note.pdf

22 www.dh.gov.uk/en/Publicationsandstatistics/Publications/PublicationsPolicyAnd
Guidance/DH_096428
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To avoid these risks, there should be as clear a separation as possible
between private and NHS care.

PCTs should seek to ensure that providers are aware of the above principles.
Where a provider receives a request for additional privately-funded services
from an individual who is funded by NHS continuing healthcare they should
refer the matter to the PCT for consideration.

The following specific issues should be considered when dealing with
additional private care issues in relation to NHS continuing healthcare:

> The NHS care package provided should be based on the individual's health
and social care needs as identified in their care plan, developed from
the multidisciplinary assessment in the continuing healthcare eligibility
process (including any changes to the care plan following review of the
individual's needs).

> The care plan should set out the services to be funded and/or provided by
the NHS. It may also identify services to be provided by other organisations
such as LAs but the NHS element of the care should always be clearly
identified. Any care which would normally have provided in the course
of good NHS practice should continue to be offered free of charge on
the NHS.

> Where an individual advises that they wish to purchase additional private
care or services, PCTs should discuss the matter with the individual to seek
to identify the reasons for this. If the individual advises that they have
concerns that the existing care package is not sufficient or not appropriate
to meet their needs, PCTs should offer to review the care package in order
to identify whether a different package would more appropriately meet the
individual's assessed needs.

> PCTs should also be aware that individuals in receipt of NHS continuing
healthcare continue to be eligible for all other services available to patients
of their PCT. In developing or reviewing care packages, PCTs should
consider whether other services commissioned or provided by the PCT
would help meet the individual's needs.

> The decision to purchase additional private care services should always be a
voluntary one for the individual. Providers should not require the individual
to purchase additional private care services as a condition of providing,
or continuing to provide, NHS-funded services to them.
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> In the Additional Private Care guidance, ‘separation’ was defined as

usually requiring the privately-funded care to take place in a different
location and at a different time to the NHS-funded care. However, many
individuals eligible for continuing healthcare have limitations on their ability
to leave their home due to their health needs. Moreover, the majority of
the care they receive is often by its nature focused on supporting them
within their own home and any additional private care may well also be
focused on home-based support. Therefore, although the principle of
separation still applies to NHS continuing healthcare, a different approach
may be necessary. For example, where a person receives 24-hour NHS-
funded support by way of a care home package it may not be possible for
privately-funded care to be provided at a time that is separate to NHS-
funded care. However, in such circumstances, the private care should be
delivered by different staff to those involved in delivering the NHS-funded
care at the time it takes place and they should not be delivering treatment,
care or support identified within the care plan as being part of the NHS-
funded service.

Although NHS-funded services must never be reduced or downgraded
to take account of privately-funded care, the PCT and the organisations
delivering NHS-funded care should, wherever clinically appropriate,

liaise with those delivering privately-funded care in order to ensure safe
and effective coordination between the services provided. Transfers of
responsibility between private and NHS care should be carried out in a
way which avoids putting individuals receiving services at any unnecessary
risk. The PCT, the NHS-funded provider and the private provider should
work collaboratively to put in place protocols to ensure effective risk
management, timely sharing of information, continuity of care and
coordination between NHS and private care at all times. If different staff
are involved in each element of care, these protocols should include
arrangements for the safe and effective handover of the patient between
those in charge of the NHS care, and those in charge of the private care.

As when patients are transferred from one NHS organisation to another,

it should always be clear which clinician/care provider staff and which
organisation is responsible for the assessment of the patient, the delivery of
any care and the delivery of any follow-up care.



Example

Eileen lives in a care home as part of a care package funded via NHS
continuing healthcare. She has significant difficulties in leaving the care
home due to mobility needs. Her care plan identifies that she requires
physiotherapy weekly which she receives from a physiotherapist employed
by the PCT. Eileen considers that she wishes to purchase an additional
session of physiotherapy weekly.

The PCT review her care plan and consider that one physiotherapy
session a week is sufficient to meet her needs. Eileen decides that she
would nevertheless like to purchase an additional session. She makes
arrangements with a private physiotherapist for this purpose.

With Eileen's permission, the NHS and privately-funded physiotherapists
liaise to ensure compatible approaches to the treatment that they will give,
ensuring that the NHS treatment continues to be fully provided by the
NHS physiotherapist. This is set out in a care plan agreed with Eileen.

Example

John receives a support package funded via NHS continuing healthcare in
his own home. The package is delivered by care workers from a private
agency engaged by the NHS who visit to provide support every four
hours. John considers that support should be provided more often and
asks the PCT to increase the visits to every two hours. The PCT review
John's support package and agree that more frequent support is needed
during the evenings. They increase the frequency to every two hours
each evening. However the PCT consider that four-hourly visits are still
appropriate during the daytime.

John still wishes to have additional support during the day and arranges
with the same care provider to purchase additional visits every two hours.
The PCT liaise with John and the care provider to develop mutual clarity
on the additional support to be provided in the privately-funded visits

as opposed to those provided in the NHS-funded visits. This is set out

in a care plan agreed between the PCT, the care provider and John. The
arrangements also include a single set of daily notes completed by the care
provider's staff as a record of each visit so that, regardless of whether the
most recent visit was NHS funded or privately funded, there is effective
communication on John's current needs for the next staff who visit.

79



NHS Continuing Healthcare Practice Guidance

80

11.16 Can an individual ‘top-up’ their care package to pay for higher-cost services
or accommodation?

The funding provided by PCTs in NHS continuing healthcare packages should
be sufficient to meet the needs identified in the care plan, based on the PCT's
knowledge of the costs of services for the relevant needs in the locality where
they are to be provided. It is also important that the models of support and
the provider used are appropriate to the individual's needs and have the
confidence of the person receiving the services.

Unless it is possible to separately identify and deliver the NHS-funded
elements of the service, it will not usually be permissible for individuals to pay
for higher-cost services and/or accommodation (as distinct from purchasing
additional services). However, there may be circumstances where the PCT
should consider the case for paying a higher-than-usual cost. For example,
where an individual indicates a desire to pay for higher-cost accommodation
or services, the relevant PCT should liaise with them to identify the reasons
for the preference. Where the need is for identified clinical reasons (for
example, an individual with challenging behaviour wishes to have a larger
room because it is identified that the behaviour is linked to feeling confined,
or an individual considers that they would benefit from a care provider with
specialist skills rather than a generic care provider), consideration should be
given as to whether it would be appropriate for the PCT to meet this.

In some circumstances individuals become eligible for NHS continuing
healthcare when they are already resident in care home accommodation
for which the fees are higher than the relevant PCT would usually meet for
someone with their needs. This may be where the individual was previously
funding their own care or where they were previously funded by an LA
and a third party had ‘topped up' the fees payable. ‘Topping-up’ is legally
permissible under legislation governing LA social care but is not permissible
under NHS legislation. For this reason there are some circumstances where
the PCT may propose a move to different accommodation or a change in
care provision.

In such situations, PCTs should consider whether there are reasons why they
should meet the full cost of the care package, notwithstanding that it is at

a higher rate, such as that the frailty, mental health needs or other relevant
needs of the individual mean that a move to other accommodation could
involve significant risk to their health and well being.



There may also be circumstances where an individual in an existing out of
area placement becomes entitled to NHS continuing healthcare and where,
although the care package is of a higher cost than the responsible PCT would
usually meet for the person's needs, the cost is reasonable taking into account
the market rates in the locality of the placement. PCTs should establish this
by liaison with the PCT where the placement is located. In such circumstances
PCTs should consider whether there are particular circumstances that make

it reasonable to fund the higher rate. This could be because the location of
the placement is close to family members who play an active role in the life
of the individual or because the individual has resided in the placement for
many years so that they have strong social links with the area and it would be
significantly detrimental to the individual to move them.

PCTs should deal with the above situations with sensitivity and in close
liaison with the individuals affected and, where appropriate, their families,
the existing service provider and the local authority if they have up to

this point been funding the care package. Where a PCT determines that
circumstances do not justify them funding an existing higher cost placement
or services that they have inherited responsibility for, any decisions on moves
to other accommodation or changes in care provider should be taken in full
consultation with the individual concerned and put in writing with reasons
given. Advocacy support should be provided where this is appropriate.

Where an individual become entitled to NHS continuing healthcare and has
an existing high-cost care package PCTs should consider funding the full cost
of the existing higher-cost package until a decision is made on whether to
meet the higher cost package on an ongoing basis or to arrange an alternative
placement.

Where separation of NHS and privately funded care arrangements is possible,
the financial arrangements for the privately funded care is entirely a matter
between the individual and the relevant provider and it should not form part
of any service agreement between the PCT and the provider.

Where an individual wishes to dispute a decision not to pay for higher-cost
accommodation, they should do this via the NHS complaints process. The
letter from the PCT advising them of the decision should also include details
of the complaints process and who to contact if the individual wishes to make
a complaint.
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The new accommodation and/or services should reflect the individual's
assessed needs as identified in their care plan, including taking into account
personal needs such as proximity to family members. Individuals should be
provided with a reasonable choice of providers. A transition care plan should
be developed by the existing and new providers that identifies key needs

and preferences, including how any specific needs and risks in the transition
process should be addressed. The PCT should keep in regular liaison with

the new provider and with the individual during the initial weeks of the new
services to ensure that the transition has proceeded successfully and to ensure
that any issues that have arisen are being appropriately addressed.



Appendices

APPENDIX A

Local NHS Continuing Healthcare Protocols

The following provides a best practice guide for what to include when drawing up
and updating local protocols and procedures regarding NHS continuing healthcare
in accordance with the National Framework for NHS Continuing Healthcare and
NHS-Funded Nursing Care July 2009 (revised), along with the associated tools.

Referrals, Assessments and Recommendations

> A statement about the principles underlying the process to ensure that it is
‘person-centred’, equitable, culturally sensitive, robust, transparent and lawful.
This includes ensuring equitable access to assessment for NHS continuing
healthcare based on need (not on client group, current funding arrangements,
etc.) and using the Checklist as a basis for identifying those who require full
assessment to inform completion of the DST.

> Arrangements for ensuring that the patient/client and their family are kept
informed and involved at every stage, including being informed of their right
to appeal if they are not satisfied with the eligibility decision regarding NHS
continuing healthcare.

> Arrangements (and possibly local forms) for obtaining consent to the different
stages of the process where the individual has capacity. Also arrangements for
dealing with situations where an individual with capacity refuses consent to
assessment for NHS continuing healthcare.

> Local arrangements for dealing with situations where the individual appears to
lack capacity, in order to ensure compliance with the Mental Capacity Act 2005
and the associated Code of Practice, including how to access the IMCA service
where necessary.

> Local arrangements regarding access to advocacy for the individual.

> An explanation of who can complete the Checklist (and what training they need
beforehand), bearing in mind that the aim is to allow a variety of people, in a
variety of settings, to refer individuals for a full assessment for NHS continuing
healthcare. The Checklist clarifies (paragraph 3) that it is for each organisation
to decide for itself who are the most appropriate staff to participate in the
completion of a Checklist.
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Arrangements to ensure that individuals/representatives are informed in writing
about the outcome of the Checklist and given a copy, whether or not they cross
the threshold for full consideration of NHS continuing healthcare eligibility.

How and in what situations Fast Track arrangements are to operate, including

a statement that the Fast Track Pathway Tool is to be completed by an
‘appropriate clinician’ as defined in the Responsibilities Directions and is to

be acted on by the PCT without delay. It is important to ensure that decision
making around NHS continuing healthcare does not in any way compromise the
provision of good end of life care.

Arrangements for the urgent provision of care/support in fast-track cases,
including provision of equipment where necessary.

The referral process being clear where cases requiring full consideration of
eligibility using the DST are to be directed (this may well differ depending on
whether the individual concerned is currently in hospital, in a care home or in
the community). Clarity on the method of delivery of paperwork is needed to
minimise delay but ensure confidentiality.

An agreement that the key agencies will make staff available to participate in the
assessment and decision-making processes.

Any specific local arrangements around appointing coordinators, identifying
members of the MDT and convening MDT meetings. These arrangements need
to ensure as far as possible that both NHS and social care colleagues are involved
in the assessment process.

Arrangements for dealing with people subject to section 117 of the Mental
Health Act.

Clarity on how the NHS continuing healthcare process fits with hospital
discharge arrangements.

Arrangements for care/support and funding (including ‘without prejudice’
funding) whilst the decision-making process is carried out, noting that if
someone is being discharged from hospital then the PCT retains funding
responsibility whilst the DST is being completed and the eligibility decision is
being made.

How transfers of care are to be handled, including effective risk management.

Arrangements over financial assessment and charging if the individual's care/
support is currently being funded by the LA during the assessment and eligibility
decision-making process.



>

>

Reviewing arrangements.

Timeframes for each stage of the process.

N.B. visual representation of the process in flow-charts is often very helpful.

Decision Making and Panels

Whilst the Framework does not require the PCT and LA to have a panel
arrangement, many areas do use panels as part of the process. However,
arrangements should be in place to ensure that (so far as is reasonably practicable)
the LA's views regarding needs and eligibility are obtained before decisions are
made regarding eligibility for NHS continuing healthcare.

>

Terms of reference for panel (where this exists) — purpose of panel, which cases
are to be referred, client groups covered, limitations of decision-making powers,
bearing in mind that the National Framework states that ‘only in exceptional
circumstances, and for clearly articulated reasons, should the multidisciplinary
team'’s recommendation not be followed (paragraph 80).

Arrangements and process for obtaining the LA's views where a panel process is
not in place.

Membership and chairing arrangements (some have independent chairs).

Arrangements for panel members to have sight of case documentation in
advance.

Whether/how the individual and/or their representative is to be involved in the
panel arrangements.

What counts as a quorum.

Frequency of meetings.

Access to specialist input/advice.

Paperwork expected (including DST) to inform discussion.

Arrangements for recording main points of panel discussion and decisions.

Clarity on decision making, voting arrangements (if any), etc. On some panels
LA members have an equal say (which is good practice); others limit LA
involvement to advice from a social care perspective. There is a need to be clear
that financial considerations do not influence the decision regarding eligibility for
NHS continuing healthcare.

Procedure for dealing with disagreement over eligibility within the panel meetings.

Local resolution process where an individual or their representative is unhappy
with the eligibility decision.
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Dispute Resolution between Agencies

>

Clarity on what counts as a disagreement and what counts as a formal dispute
— some protocols include disagreements/disputes at Checklist and DST stage as
well as at panel decision-making stage.

Different levels of dispute resolution — the aim is usually to resolve disputes at
practitioner level but most procedures have the option of escalating the dispute
through appropriate levels to senior management level where necessary. Some
dispute resolution processes include referring the case to a second panel to check
the original decision; in some cases there are agreements to refer to a panel in
another PCT area. It is important that dispute resolution processes have a clear
end, final resolution point.

What types of dispute are covered — protocols should deal with disputes over
both full NHS continuing healthcare eligibility and joint funding arrangements.

What paperwork/information is needed at each stage
Timescales at each stage of the process.

Arrangements to ensure individuals get the care/support they need whilst
disputes are being resolved, bearing in mind the principle of ‘no unilateral
withdrawal of funding'.

Clarity on what happens over interim or ‘without prejudice’ funding — including
over any backdating arrangements for reimbursing costs and how charging the
service user will be handled in a variety of possible situations, having regard to
any guidance on approaches to be taken.
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