Qo
counsel + care

for older people, their families and carers

Information from Counsel and Care: 27

Continuing Healthcare:

should the NHS be paying for

your care?

This guide explains the statutory duty of the National Health Service
(NHS) to assess the health needs of people for NHS continuing
healthcare and decide whether they meet the eligibility criteria.

It covers what NHS continuing healthcare is, how eligibility for free
healthcare is worked out, how to make an application for this

funding, and what to do if you are unhappy with the decision made.

Counsel and Care is the national charity working with older people, their families
and carers to get the best care and support. If you have found our service helpful,
please consider making a donation or leaving a legacy in your Will. You can
arrange either by telephoning 020 7241 8555 or using the secure service on our
website www.counselandcare.org.uk.

oe www.counselandcare.org.uk

1
&&) 0845 300 7585 (local call rate)

: Your donations, legacies and payroll giving enable Counsel and Care
Language Line

to get the best care and support for older people, their families and carers



http://www.counselandcare.org.uk/

Counsel and Care is a national charity; however the creation of the
Scottish Parliament, and the Welsh and Northern Ireland Assemblies
means there are differences in the ways each region cares for and
supports older people. The information in this guide applies
essentially to England although there may be similarities with

Scotland, Wales and Northern Ireland.

We also produce five separate guides for both Scotland and Wales
covering the community care assessment of need process; paying
care home fees and making a formal complaint which are the key
areas where the policy and legislation differ significantly to England.
All of the guides we publish can be downloaded from
www.counselandcare.org.uk/helping-you/guides or posted to you by
calling our guide orderline on 020 7241 8522.
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1 What is NHS continuing healthcare?

NHS continuing healthcare is a package of care and support that is
provided to meet all of your individual assessed needs, including
physical, mental health and personal care needs, which is arranged
and paid for solely by the National Health Service (NHS). This care
can be provided in a variety of settings, including a nursing home, a

care home, a hospital, a hospice, or in your own home.
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2 What entitles you to receive NHS continuing

healthcare?

2.1 Eligibility criteria in England

In 2007, a national framework and accompanying directions were
implemented. This provides one national criteria for every Strategic
Health Authority (SHA) or local Primary Care Trust (PCT) in England
to use to define who is eligible for NHS continuing healthcare.
Previously, each Strategic Health Authority had its own eligibility
criteria. This national framework should be a common process, with
national tools to support decision-making. The framework and

accompanying directions were revised in July 2009.

A copy of the National Framework may be obtained from the
Department of Health website at:
www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publication

sPolicyAndGuidance/DH 103162

A copy of the NHS Continuing Healthcare (Responsibilities) Directions
2009 can also be viewed at:

www.dh.gov.uk/prod consum dh/groups/dh digitalassets/@dh/@en
/documents/digitalasset/dh 106175.pdf
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See sections 2.2 and 2.3 below for information on how NHS

continuing healthcare is applied in Scotland and Wales.

Eligibility for NHS continuing healthcare depends on whether your
primary need is a Jhealth$ & k bAbpaimary health need means that
the nursing or other health services you require are such that they are

either;

a) not of a nature that local council social care services has the
power to provide, or

b) more than incidental or ancillary to accommodation that local
council social care services is under a duty to provide (or would

be under a duty to provide but for your financial resources) .

In such circumstances the NHS has responsibility for both health and
social care, based on your assessed needs. The key indicators below

demonstratea] mof j "ovéeb”"i geékbbas$

e Natureegeb ém~oqf ri "oé e”~o” qgbofpqf pélc
physical, mental health or psychological) and the type of needs;
the overall effects of those needs on the individual, including the
type (‘quality') of interventions required to manage them;
e Intensity: both the extent ('quantity’) and severity ('degree’) of the
needs and the support required to meet them, including the need
for sustained or ongoing care ('continuity');
e Complexity: how the needs arise and interact to increase the skill

needed to monitor and manage the care;
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e Unpredictability: the degree to which needs fluctuate, creating
difficulty in managing needs, and the level of risk to the person's
health if adequate and timely care is not provided. Someone with
an unpredictable healthcare need is likely to have a fluctuating,

unstable or rapidly deteriorating condition.

Some people may have a primary health need on the basis of one
indicator alone, while another individual may have a primary health
need based on a combination of indicators because of the quality
and/or quantity of care required to meet their needs. Quality of care
means the type of care and quantity of care refers to the level or

characteristics.

2.1.1 What does this all mean?

Nature: The nature could refer to the features of your particular
condition which are unstable, intractable, involuntary, chronic or
persistent, or the type of intervention needed to manage the

condition.

Complexity: Your needs might be complex as a result of the
interaction of multiple symptoms, or the secondary effects. This
might also refer to the extent of the intervention needed for a single
condition. The multiple conditions, treatments and or symptoms
require urgent or timed intervention. If this were not to be provided,

you would be placed at significant risk.
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Intensity: This might refer to a chronic condition, which requires a
type and level of care to manage or maintain health-related needs to
minimise risks. Or Jintensity$could mean that aggressive behaviour
could present a significant risk to self or others which requires reqular
risk assessments. The interaction of a number of low level needs
could increase the overall intensity to a level of a Jprimary health

need$

Unpredictability: A fluctuating, unstable or rapidly deteriorating
condition which cannot be reliably anticipated. This includes your
physical, mental or psychological health and/or the behaviour which
requires prompt intervention to manage the risks by a health
professional or informed carer to manage the risk. This could also
refer to a severe and continuously deteriorating physical condition
resulting in rapid dependency or short-term life expectancy. You
may need timely intervention to manage symptoms, avoid

deterioration or distress and minimise risk.

It is not just the severity of your condition that should be taken into
consideration, but the type of care required to meet the needs

resulting from your health condition.

It is also important that the likelihood of an increase in your needs in
gebékb” o &eterigratonB éF @é | r 0 é e bistakape &€ " | kaf gf
into account when considering whether you are eligible. If it seems

likely that an increase in your needs may occur before the next
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planned review of your care, this should be taken into account and
could result in immediate eligibility for NHS continuing healthcare
(i.e. before the deterioration has actually occurred). It may otherwise
result in the recommendation of an early review. See section 5 for
more information if your friend or relative is nearing the end stages of
their life due to a terminal illness and is experiencing an increasing

level of dependency.

2.2 Eligibility criteria in Scotland

In Scotland, revised guidance on NHS continuing healthcare is contained

fké] @Bl é %/ - - 5&é3%$émr i fpebaé véqebéP |
2008. It may be viewed at: www.sehd.scot.nhs.uk/mels/cel2008 06.pdf

It aims to update and clarify current guidance to take account of recent
health and social care policy changes. The central factor to consider is

tebgeboé”"émbopl k$pé roobkgékbbapé”obért

Any decision about eligibility in Scotland should be made using local
criteria based on the principles of the national guidance. It should occur
after an assessment by a multi-disciplinary team has been carried out
under the Single Shared Assessment approach. The Scottish Executive
will also develop and pilot an additional assessment tool to promote
consistency in how the criteria are applied across Scotland (see section 3
for the equivalent in England). See guide 50: Assessment and services
from your local council in Scotland for more information. This is available

free-of-charge from our website: www.counselandcare.org.uk/helping-
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you/guides or by post via our guide orderline: 020 7241 8522. For more
information, contact>d b &€ P~ | (@ornferky &gk Cé&cern Scotland and
Help the Aged in Scotland) Scottish Helpline for Older People (tel.: 0845

125 9732; www.olderpeoplescotland.co.uk).

2.3 Eligibility criteria in Wales

Currently, a draft National Framework for NHS continuing healthcare has
gone through the consultation process in Wales. As in England, once
implemented it will provide national criteria and directions to local health
boards for NHS continuing healthcare in Wales. It aims to provide greater
consistency in interpretation of the eligibility criteria across the country. The
decision support tool produced by the Department of Health for England
(see section 3 for details) is being used in Wales. For more information,

contact Age Concern Cymru (tel.: 029 2043 1555; www.accymru.org.uk).
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3 How should it be decided whether you are
eligible?

3.1 Checklist for eligibility

In order to decide if you or a relative meet the criteria for NHS
continuing healthcare in England, the first step will be a screening
process using the NHS continuing healthcare Checklist, unless the
Fast Track Pathway Tool is more appropriate (see section 5). The
purpose of the checklist is to encourage proportionate assessments,
so that resources are directed towards those most likely to be eligible

for NHS continuing healthcare.

A nurse, doctor, other qualified healthcare professional, or social
worker will apply the checklist to establish if you should be
considered for a full assessment. Whoever applies the checklist should
be familiar with the national framework guidance and the Decision
Support Tool (see section 3.3) and be trained to use them.

Whatever the outcome of the checklist, the decision, together with
the reasons for it, should be communicated in writing to you and
your carer (if appropriate), as soon as reasonably practicable. For
many people it will be clear from the outset that they are not likely to
have NHS continuing healthcare needs, so an assessment will not be
carried out. However, you may request that they do carry one out.

When the outcome is not to have a full assessment carried out, you
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should also be given details of your right to ask the primary care trust
(PCT) to reconsider the decision and also to complain through the

NHS complaints procedure.

A copy of the Checklist tool may be viewed at:
www.dh.gov.uk/prod consum dh/groups/dh digitalassets/documen

ts/digitalasset/dh 103328.pdf

3.1.2 Checklist and hospital discharge

If you are in hospital when you are first screened for eligibility and the

Checklist has indicated you need a full assessment, then, although

this can be carried out whilst in hospital, a decision can be made at

this stage to provide other services, such as intermediate care,

rehabilitation or a package of care at home, and then to carry out a

full assessment at a later date. The PCT should ensure that a full

assessment is carried out once it is possible to make a reasonable
gradbjbkgé” Il rqévlr)él oévinthdéobi "qgf sb:

interim time, the PCT remains responsible for funding your care.

3.2 Assessment of eligibility

If you are referred for a full assessment for NHS continuing
healthcare, either following use of the Checklist or through a direct
referral, then regardless of where you are living, the PCT has
responsibility for coordinating the whole process. Your assessment

should be carried out by a multi-disciplinary team made up of two or
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more people from at least two different disciplines responsible for
you, or your relative$® care, usually from both health and social care
backgrounds. This could be a medical consultant or doctor, ward
nurse or specialist nurse, a psychiatric nurse, a speech and language
or occupational therapist, a social worker or other social care
professionals. The directions require that, as far as is reasonably
practicable, the PCT should consult with the relevant local council
before making any decision about eligibility for NHS continuing
healthcare. The local council should, as far as is reasonably
practicable, provide advice and assistance to the PCT, including any
information from a community care assessment where it has carried

one out and any information on changed needs since the assessment.

You should receive a comprehensive multi-disciplinary assessment of

your health and social care needs, where you are able to talk about

what you wish for your future care. It should be carried out with your

knowledge and consent, and you should be supported where

possible to be involved in the assessment, with the assistance of a

carer or independent advocate where appropriate. The assessment

process should take into account the direct knowledge of you or your

rei "qgf sb$pékbbap) éfk irafkdébsfabk beécc

Regardless of whether you are found to be eligible for NHS
continuing healthcare, the PCT and the local council should always
consider whether the assessment has identified needs that require

action to be taken such as by referring you to an appropriate service.
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3.3 Decision Support Tool

In order to make the decision-making process as consistent as

ml ppf _ib)é~rék~rgfl ki é&] Ab fpfl kéPr mml o«
support it. A copy of the Decision Support Tool may be viewed at:

www.dh.gov.uk/prod consum_ dh/groups/dh digitalassets/documen
ts/digitalasset/dh 103329.pdf

The tool is not an assessment in itself, it is a special form designed to

encourage consistency and ensure that the multi-disciplinary team
considersallobi bs*"kgéc”™ ql opéfkql é”" "l rkqgéte
eligibility for NHS continuing healthcare. You or yourrel® q f sded8 p é

should be recordedin12] " "ob éal j ~f kp $djvidledenfo” e &€ o b é
low, moderate, high, severe or priority levels of need, depending on

the domain. A priority level demonstrates a primary health need.

The 12 care domains are:

e Behaviour (for example, dementia, depression and the
behaviours and treatment relating to these)

e Cognition (how able are you to understand and process
information?)

e Psychological and emotional needs

e Communication (how able are you to express your needs?)

e Mobility (your ability to walk or move about without support)

e Nutrition = food and drink (what care do you need to ensure

you receive adequate levels of these?)
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e Continence - both urine and bowel (including the
management of incontinence)

e Skin = tissue viability and the risk of pressure sores

e Breathing

e Drug therapies and medication (including the ability to manage
its safe use)

o Altered states of consciousness

e Other significant care needs

Once completed, the tool should provide an overall picture of your
needs. It should capture their nature, complexity, intensity and/or
unpredictability, and consider the quality and/or quantity (including
continuity) of care required to meet your needs in full. The multi-
disciplinary team should also weigh up the overall risk to you from
your condition or the risk to someone else caused by the above
factors. If your particular needs do not fit easily into the categories,
the team should still determine and record the extent and type of
your need, and take it into account (and record it in the twelfth care

domain) when deciding whether you have a primary health need.

The following table sets out the full range of the 12 care domains and
how they can illustrate the complexity, intensity and unpredictability
of needs (N = No need, L = Low, M = Moderate, H = High, S = Severe
and P = Priority).
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Using the tool should make sure that everyone is using the same

approach. However, the tool does not determine whether you or

your relative is eligible. The final decision about whether you or your

relative is eligible or not will be made using evidence from the

completed toolaswellasqge b éeb”™i ge “"obémol cbppfl k*
experience and professional judgement to consider the nature,

complexity, intensity and unpredictability of your needs.

Once the multi-disciplinary team have agreed, they should make a
recommendation about your eligibility for NHS continuing healthcare
to your PCT. Only in exceptional circumstances, and for clearly stated
reasons, should the PCT not follow the multi-disciplinary team$
recommendation. Financial reasons should never form part of the

M@Q$péab fpfl kéklgéqgl éclThei |t égebéob | |
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recommendation should not be determined by where the care is to
be provided, or who delivers the care. For further information about
the assessment process for NHS continuing healthcare, refer to guide

40: Continuing healthcare: understanding the assessment process.
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4 What if I have mental health needs rather
than physical health needs?

A Health Service Ombudsman report has made clear that NHS
continuing healthcare is not just for those patients with physical
healthcare needs. NHS continuing healthcare should also be
available to people with mental health needs, including those relating
to dementia, if the level of needs meet the national criteria (see
section 2.1 and section 3). For example, it may be that the person
with dementia is physically mobile, but their condition requires that
they need intensive supervision to prevent them being harmed or
harming others. Or, the advancement of the dementia might mean
that the person requires regular repositioning, personal hygiene care,
feeding and provision of fluids. The same NHS continuing healthcare
criteria and assessment should be completed to assess the needs of
someone with dementia. This assessment should, where relevant,
include the opinion of a psychiatrist or other mental health

professional.

If this has not happened or you have been told that neither you nor
your relative is entitled to NHS continuing healthcare because they
have dementia without a full assessment being carried out first,

please see section 7.2.
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3585 and ask for the Policy and Campaigns Team, or email

campaigns@alzheimers.org.uk) for further information and support in

obtaining NHS continuing healthcare for an older person with
dementia. They have a support network for people who believe that
they have been wrongly denied access to NHS continuing healthcare

funding. The volunteers can help challenge decisions.
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If your friend or relative may be nearing the end stages of their life

with an increasing level of dependency due to a rapidly deteriorating

condition, they will need an package of care to be put in place

urgently so that they can stay in the place that they prefer to be, which

could be their own home, a care home or another setting. If they need

gef p) égebvtéackedk@&c lb&g fcj*jplmaf gbémol sf pfl k
continuing healthcare) ér pf kdéqgebé] C*pgBé&Fast  hé M" qe:
Track Pathway Tool is to make sure that anyone in such a situation is

supported to receive care in their preferred place as quickly as possible

without any delay while the full NHS continuing healthcare assessment

is carried out.

Qe b é] C” pgé Qmdélsmhydodiiseyl bytaward sister, consultant
or GP responsible for your diagnosis, treatment or care to outline the
reasons for the fast-tracking decision. This can be supported by a
prognosis, but note that strict time-limits are not relevant for end-of-life
care and should not be imposed. A copy of the Fast Track Pathway

Tool can be viewed at:

www.dh.gov.uk/prod consum dh/groups/dh digitalassets/documen
ts/digitalasset/dh 103327.pdf

If a recommendation is made for an urgent package of care using the

Fast Track Pathway Tool, the PCT should accept it and provide the care
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immediately. A person should not experience delay in receiving care

while disputes over how the Fast Track Pathway Tool are resolved.

JEnd-of-i f cb$ & ~ obé N akaietypok setonigssriclading ® f k

hospital, inael pmf "~ b) éf ké~é ~"obéeljb)é~rkaéfk:é
You or your relative should be able to choose to remain living in a

residential care home or a nursing care home if your needs can

continue to be met in full, with external support when required.

Good practice is currently supported through a National End-of-Life
Care Strategy. Continuing healthcare funding complements the
strategy because the focus of both is on the person. The needs of you
or your relative, and how and where they would prefer to be
supported, should be kept at the heart of the process and the process
should be explained to you and your relative in a careful and sensitive

way.
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6 Having an assessment for NHS continuing

healthcare funding

Very often, people are not informed about NHS continuing
healthcare or the correct assessment process. The NHS Continuing
Healthcare (Responsibilities) Directions 2009 state that NHS bodies
must take reasonable steps to ensure that an assessment for NHS
continuing healthcare is carried out in all cases where it appears that
the person concerned may have a need for such care. If you have
_bbkéqgliaé”~gégebé] eb hifpg$Sépg~rdbéqge’
NHS continuing healthcare, you are within your rights to challenge
this with your PCT through the NHS complaints process and request
a full and proper assessment from your PCT. You may also ask to see
the paperwork when it has been completed, including the Decision

Support Tool.

6.1 Timescale for decision-making

A decision on whether or not you are eligible for NHS continuing
healthcare should in most cases be made by the PCT within 28 days
of receipt of a completed Checklist or notification of potential
eligibility. See section 8 for when you may have a right to a refund if

there has been unreasonable delay.
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The diagram below shows the different stages of the decision-making
and assessment process for NHS continuing healthcare. You may
find it useful to help you identify if there are any stages of the process
which have been missed out.

Fast track
< Discharge planning, review or other trigger

Other NHS- yes Could NHS services enable improvements that could alter the
funded services € outcome of eligibility decision in the short term?

4 v

Checklist: Screen for possible eligibility for NHS CHC <4

Possible elighiity 4—— P Noeligbilty

—» DST: Full consideration i
Al for NHS CHC Care planning: Consider need for joint NHS/LA
+ package, including need for registered nursing care
Establish primary health need: _
qualify for NHS CHC NHS-funded nursing care: Other care package:
NHS contribution to services NHS and LA

of a registered nurse contributions

ol
" «

Written rationale for decision — communication to individuals
+ and representatives ‘

M —  NHS CHC package funded Joint care package funded or provided
< Review Review

Department of Health, 2009
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7 What happens after my assessment takes

place?

If you are assessed as meeting the criteria for NHS continuing
healthcare, it is normally the PCT responsible for your GP who will
pay for the care. This care can be provided in a variety of settings,
including:

e In a nursing or residential care home setting: you should be
given a choice about the location of this that takes into account
your needs and circumstances.

e In a hospice: this would apply to someone who is in the final
stages of a terminal illness.

e In your own home: this will depend on the type and level of
care needed and whether your home is suitable or can be
adapted but should be available as an option wherever
appropriate. PCTs can take the cost of support into account but
this should be based on a comparison with the actual cost of
other options such as care home places and should take also
into account specific reasons why you wish to remain in your

own home.

If you have chosen to have your NHS continuing healthcare needs
met in a particular residential care home but the home has concerns
that your needs may not be ones that can be met within their

registration requirements, such as a need for nursing intervention,
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you may wish to discuss other ways of delivering the nursing support
this with the Care Coordinator from the PCT dealing with your case.
You may also wish to discuss the registration issues with the local
Care Quality Commission office responsible for the particular home in
question. The Care Quality Commission is the independent
government body responsible for registering and inspecting care

homes, and their contact details are (tel.: 03000 61 61 61,

www.cqc.org.uk).

7.1 What rights do I have to choose where my care is
provided?

The Government is currently promoting a change in culture within
the NHS with the introduction of the NHS Constitution to offer
patients more right to choice about how and where their medical
care is provided. Despite this, there are limitations in how far this has
extended to the provision of NHS continuing healthcare, and it still

depends on where you live and what resources are available.

However, the National Framework for NHS continuing healthcare

(core values and principles) states:

$Tebkéab Ffafkdél kéel t élgfedF o vikhbsbiapgé ob
and expectations of how and where the care is delivered should be
documented and taken into account, along with the risks of different

types of provision and fairness of access to resources.”
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If you are unhappy about plans for the location of your care, you may
wish to put your concerns in writing to the Care Coordinator from
the PCT, requesting a meeting and detailing your reasons for
objecting. For example, it would appear unreasonable if the location
suggested for the care was too far from your local area for family and
friends to be able to visit. However, if this location were the only one
able to meet your ongoing health needs, because, for example, it has
special equipment needed for your condition, it may not be
inappropriate as your needs can be met there. If the multidisciplinary
team feel there is no health reason why your care needs could not be
met at home but your needs are not ones that can be met by existing
community services, the PCT may be able to commission specific

resources to meet your needs at home.

A

7.2 Terqéfcéfgéfpéab fabaéqe”"qéF$j é€
continuing healthcare?

If you have been refused NHS continuing healthcare funding, either

you or your carer should ask to see the assessment, completed

decision support tool and criteria included in the National Framework

on which this decision has been based. If you are denied a copy of

the completed assessment, your local Patient Advice and Liaison

Service (PALS), an independent advocate, the Independent

Complaints Advocacy Service (ICAS), or an advice service, such as

Counsel and Care (tel.: 0845 300 7585; www.counselandcare.org.uk)
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may be able to support you to obtain it. To contact these local
organisations, look in your local telephone directory or the library or
GP surgery. Alternatively, see our guide 24: Information - other

useful organisations.

If you are still unhappy with the decision you will need to ask for a
review of your case at a local level. You should do this by writing to
the Chief Executive of the PCT to ask for the case to be reviewed by
the PCT review panel, stating clearly that you feel that you have
primary health needs that fit the criteria for NHS continuing
healthcare. Each PCT should provide details of their local review
process, including timescales, and a copy should be sent to you if you

request a review of a decision.

At this point you may wish to build a case in the form of a written
statement because this can help to strengthen your argument, which
should be included in the review m” k b i $ p ©fteh,fabkofp + é
information, inconsistencies in assessments of both social care and
medical records are factors contributing to ineligibility for NHS
continuing healthcare. This has been reflected in successful cases.
However, it is important to be realistic about whether the criteria
could be met. You may wish to:

A Gather all documentation, including the eligibility criteria for

NHS continuing healthcare, the Checklist and the Decision

Support Tool. Further assessments from social services, health
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and the care home can also be obtained which highlight your
needs.

A Identify if all your medical and social care needs have been
accurately recorded on the Decision Support Tool, highlighting
any needs that may have been missed out.

e Look for any inconsistencies through the assessments/tool in
the way that the need has, or has not been recorded.

e Critically look at the 12 domains to see if a higher priority could
be given to each domain.

e Provide concrete examples from the notes and tools to

demonstrate why and how the criteria should be met.

The contact details for the Chief Executive of the PCT can be obtained
by calling NHS Direct on 0845 46 47. If you require support in writing
this letter, you may wish to seek advice from Counsel and Care (tel.:

0845 300 7585; www.counselandcare.org.uk). You may also wish to

send a copy of the letter to the Strategic Health Authority (their
contact details are also available from NHS Direct). Please remember
to keep copies of any correspondence you send or receive. You can
contact the Independent Complaints Advocacy Service (ICAS) for
support with the review process. To find your nearest ICAS, see

section 10 of our Guide 25: Independent Advocacy.
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7.3 Requesting an Independent Review

If you remain dissatisfied with the decision as a result of the PCT$ p é

local review process, you may wish to request that your case is heard

by your Strategic Health Authority (SHA)$ p € Fk a b mb k @dné&.q € Ob s f
If using the local process would cause undue delay, the SHA can

agree that your case proceed direct to the independent review panel,

without completion of the local process.

You, and your relatives or carers if appropriate should be able to
attend the panel meeting or submit your views in writing. If you are
able to or decide to attend you should be able to bring a
representative or advocate along for support or to speak on your
behalf if you would prefer this. The panel members will need to
satisfy themselves that the views of any person acting on your behalf
does accurate represent your own views and do not conflict with
your wishes or best interests. Key involved health and social care
professionals and other relevant individuals, such as a care home
manager, should be able to attend or submit their views as well. It
may be a good idea to seek advice on how best to ensure your
argument for NHS continuing health care is best made to the panel.
You may wish to contact a local or national advice agency, such as

Counsel and Care.

The Independent Review Panel has responsibility to look at cases

where:
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e The criteria have been wrongly applied for NHS continuing
healthcare or NHS-funded nursing care; or

e There is a dispute about the process used by the PCT to reach
the eligibility decision

and make a recommendation to the SHA about its findings.

It will not look at issues which should be dealt with using the NHS
complaints procedure, including:

e The content of the eligibility criteria

e The type and location of services offered

e The content of any alternative care package offered

e The quality of treatment provided.

Under the revised directions, every SHA must maintain Independent
Review panels and give clear information to the public about how it
works and the areas it does and does not cover. You should have
access to an independent advocate to support you through the

review process where this is needed.

The eligibility decision that has been made remains in place until the
independent review has been held. For example, if it was decided
that you were not entitled to NHS continuing healthcare but the local
council decided that they were responsible for funding your care,
they should continue to do this whilst awaiting the outcome of the

independent review.
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A case may not be accepted for an Independent Review if the
fkafsfar i $p éfilbvolloytsade theoNEHE dontiquing | é
healthcare criteria. In such circumstances, the SHA should give you or
your relative or carer a full written explanation of the reasons for such
a decision and remind you of your right to challenge this under the

NHS complaints procedure.

The panel may recommend that your case should be reconsidered by
the PCT, addressing the previous problems with how the process was
carried out or how the criteria were applied. Alternatively, it may

recommend that on the evidence submitted to the panel you should

or should not be considered eligible for NHS continuing healthcare.

A full record of the panel hearing should be kept and you and any
other involved people should receive a copy of the
recommendations. The decisions of an Independent Review panel
should be accepted by the SHA in all but exceptional circumstances.
The SHA should let you and the PCT know the outcome of the
review. If a SHA decides, in exceptional circumstances, not to accept
"kéFkabmbkabkgéObsf bt éNMAshkuidiedpli@ ob | j j bl
this in writing to you, the PCT and the chair of the panel, giving
reasons why. The PCT in turn should accept the recommendation of
the panel in all but exceptional circumstances. If a PCT decides, in
exceptional circumstances, not to accept an Independent Review

MAKkbi $péob | jjbkarqgfl k) éfqgépelriaébumi
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the SHA, giving reasons why. In such circumstances, you have the
right to pursue the matter through the NHS complaints procedure,
and you should be informed in writing by the SHA or PCT of this
right.

7.4 Taking it a stage further - the Parliamentary and

Health Service Ombudsman

If you are still not satisfied with the decision regarding whether you
or your relative is entitled to NHS continuing healthcare or if it was
not agreed by the PCT for your care to be heard by an Independent
Review panel, you may wish to make a complaint to the
Parliamentary and Health Service Ombudsman (PHSO). This is the
independent officer responsible for investigating complaints and
unfair decisions made by NHS bodies. It will normally be expected
that your decision has already been investigated locally by the PCT
and independently by the SHA before this stage, but there may be
special circumstances when you can go directly to the PHSO. To
contact the PHSO, phone 0345 015 4033, email
phso.enquiries@ombudsman.org.uk or write to Millbank Tower,

Millbank, London, SW1P 4QP. Website: www.ombudsman.org.uk
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8 Refunds

When a decision making on eligibility for NHS continuing healthcare
is delayed or disputed you may be entitled to a refund from the local
council or ex-gratia payment from the PCT to cover any costs you

may have incurred as a result.

A copy of the NHS Continuing Healthcare Refunds Guidance may be
obtained from the Department of Health website at:
www.dh.gov.uk/prod consum dh/groups/dh digitalassets/documen
ts/digitalasset/dh 114985.pdf

8.1 Refunds for unreasonable delay

If a PCT makes a decision that you are eligible for NHS continuing
healthcare and takes unjustifiably longer than 28 days to make to
reach this decision, the PCT should refund the local council the costs
of the care services from day 29 until the date the decision was
made. If you have made financial contributions to the local council,
these payments should be refunded to you by the council. If you had
paid for your care in full you should receive an ex-gratia payment

from the PCT (see below).

The refund should be made unless the PCT can demonstrate that the
abi"véfpéob”pl k” i bérpéfgétrpéarbéql é
control. This could include a delay in getting access to copies of

assessments or care records from a third party or delay in setting up a
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multi-disciplinary team. However, PCTs should make all reasonable
efforts to ensure that the required information or participation is

made available within 28 days.

8.2 Refunds after a review

If after the PCT decided that you were not eligible for NHS
continuing healthcare you then disputed this and, as a result, the PCT
revised its decision, the PCT should refund any costs incurred by the
local council. If you made financial contributions to the local council,
the local council should then reimburse you in full. If you had paid for
your care in full you should receive an ex-gratia payment from the
PCT (see below).

8.3 Ex-gratia payments

If you have arranged and paid for care services directly while you
were disputing a decision on eligibility for NHS continuing healthcare
which was then revised by the PCT or while there was a delay in the
decision making process, you may be eligible for an ex-gratia
payment. The PCT should consider making an ex-gratia payment to
you in order to restore your finances to the position they would have
been had matters been carried out correctly. This is to remedy any

injustice or hardship suffered as a result of the incorrect decision.

If you feel that the amount of money is not enough to cover the costs
you incurred, you can challenge it through the NHS complaints

process.
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9 Whatif feel I have been wrongly assessed in

the past?

If you or a relative were assessed as not needing NHS continuing

healthcare in the past using previous eligibility criteria, you can ask to

be re-assessed against the national framework (introduced in June

2007 and revised in July 2009). If, after you have been re-assessed,

you are found to be eligible for NHS continuing healthcare, you

tl k$gékb bpprofivé_Dbébifdf_ibécloé"éol

If the previous decision under the old system was properly taken,
referring to lawful criteria appropriately applied and documented,
then you will not be entitled to a reimbursement. However, if your
needs have not changed since the previous assessment under the old
system, it should be considered whether your funding should be
backdated to June 2007.

9.1 The Pearce Case
In January 2007, Mike Pearce challenged Torbay Care Trust regarding

payment of care home fees. His mother, Mrs Ruby Pearce, had been
in a nursing home, for which she had sold her home to pay for the

fees. She died two years before the Ombudsman ruling, aged 84.

Since her death, Mike Pearce challenged the local PCT to pay for the

fees of the nursing home, arguing that they should have been paid
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under NHS continuing healthcare funding. She was unable to do

anything for herself, other than chew or swallow.

The Health Services Ombudsman ruling stated that the PCT must
reimburse Mike Pearce £50,000 in retrospective care fees which they
now acknowledge they should have met. The Pearce case has
important consequences for other people making a retrospective
challenge; you may find it useful to make reference to this case if you

are considering an appeal.

9.2 The Grogan judgement

In March 2006, the Grogan judgement was made at the High Court.

This case was brought by Mrs Grogan who argued that she had been

unfairly denied NHS continuing healthcare. The judge said that the
"ofgbofr"él céJopéDol d"k$SpéM@Qét bobér k i
properly identify whether her primary need was a health need. This

finding helped inform the national framework. There was no

indication that Mrs Grogan in fact met the criteria for NHS

continuing healthcare.
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10 Making a retrospective application for NHS

continuing healthcare funding

It may be that having read this information you feel that a decision
made in the past about NHS continuing healthcare funding was
incorrect. There are a number of steps you may wish to consider
before making an application for a refund or review of the decision:
1. Have you or your relative been paying for your care?
2. Obtain a copy of the national framework from the Department

of Health website:

www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publi

cationsPolicyAndGuidance/DH 076288.

3. Read the criteria closely to see if you feel that you or your
relative may fit the criteria and may have been wrongly
charged for the care.

4. >phécl oévliroé% oévliroéobi vgf sb$p&é"
reassessed under the national framework by writing to the PCT.
Keep a copy of this letter.

5. If the PCT does not agree to review your case and you are not
satisfied with their response, you can request an Independent
Review of the decision by an independent review panel (see
section 6.3). Copy this letter to the Strategic Health Authority
stating clearly that you are not satisfied with the decision and

that you want to request an Independent Review.
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10.1 Time-limits for retrospective reviews
It is important to take into account that the retrospective review

process is time-limited.

In England, retrospective reviews relating to decisions to refuse NHS

continuing healthcare funding (or where an assessment was absent)

for the period before April 2004 should have been raised with the

M@Qé | o é P E>é modffiad & d Bégverbb@r]2007 anless
gebobé”~obé]bu bmgflk?~i é fo rjpg*k bp$:

requested prior to this date.

In Wales, retrospective reviews relating to decisions to refuse NHS

continuing healthcare funding for the period before April 2003

should have been raised with the local healthboard mof | o éqt égebé]
offa~qb$é&l cé&1léADb ydumisstthe eadline,/ou&dn c é

approach the Ombudsman, who might consider a case if there are

"exceptional circumstances".
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11 What about NHS-funded nursing care?

If you have healthcare needs beyond what can be met by local NHS
community services (district nurses, health visitors, GP, dentist, etc)
then you should be assessed first for NHS continuing healthcare. If
you are not eligible for NHS continuing healthcare but you live in a
nursing care home you should then receive an assessment of your
needs by a registered nurse for NHS funding towards the nursing

element of your fees.

If you are assessed as eligible, you will receive a standard rate of
£108.70 per week towards your nursing care. This fee is paid direct
to your care home. A payment of £149.60 is paid if you were
previously on the high band under the old system (that existed until
30 September 2007) and your needs are still of a level that would
have qualified for the high band. Please see guide 16: Care Home

Fees: paying them in England for more information about this.

11.1 Joint packages of health and social care

If you live in your own home and have healthcare needs but not at

the level for NHS continuing healthcare funding, then you could be

assessed for a combined package of health and personal care. The

"1y _fkbaém” hr"dbéfpélcqgbkégbojbaé]glfl
combined package, the NHS and the local authority jointly fund or

provide services. You will be financially assessed to determine what

your contribution will be towards the social care package provided by

your local council.
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If you are caring for a person at home who receives NHS continuing
healthcare, you are still entitled to an assessment of your needs as a
carer. The assessment of your needs as a carer to enable you to have
a life outside of your caring role will be carried out by your local
council Social Services (please see guide 10: Carers: What Support is
Available for further details). Carers UK is the national carers support

organisation (tel.: 0808 808 7777; www.carersuk.org) and can give

you additional information on support for carers.

Depending on the support services available in your local area, some
kbbapéfabkgfcfbaé vévliroé@ obo$Spé>ppbj
cared-for person, such as respite break in a nursing home or a sit-in

service may still be paid for by the NHS. There may also be other

needs that the council social services can help with; for example

support with parenting, independent living expenses, adaptations,

advice and information.

12.1 The Pointon case

Following a Health Service Ombudsman decision in 2004 (known as

the Pointoncase), KEPé& | af bpépelriaé | kpfaboé] m
as physical needs in their assessment for NHS continuing healthcare.

This support to be provided could include providing respite breaks to
"NobopéfkégebémrgqfbkgSpéltkéeljb)éonqg:e

patient to go into a hospital to provide the carer a break. This fact
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may be particularly important for those patients who have dementia
and would perhaps not understand why they have been moved from
their home. You may wish to read about the Pointon case by going to:

www.ombudsman.org.uk/pdfs/pointon.pdf
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13 Benefit entitlement

13.1 Living at home

If you receive NHS continuing healthcare in your home, your social
security benefits should not be affected. However, other non-social
security funding that might be affected if it is dependent on payment
of social service funding. The reason for this is because once you are
eligible for continuing healthcare; the NHS is responsible for the full
cost of your care. If you are entitled to payments from the
Independent Living Fund, these will usually stop after 7 days.

If you are in receipt of Supporting People funding you may not be
affected as it is not funded by social services. However, the Supporting
People Commissioning body dealing with your case can advise you

about their local eligibility criteria.

13.2 Living in a care home or in a hospital

If you are living in a care home or hospital your state pension is not
affected, nor the amount of pension credit which is not linked to severe
disability. You will lose your entitlement to Disability Living Allowance
(DLA) or Attendance Allowance (AA) on the basis that this ends after
28 days and the Severe Disability Allowance will be withdrawn at this
point. Furthermore, if a person is receiving Carers$Allowance for
supporting you, this will also stop when the DLA or AA stops and if you

get Severe Disablement Allowance this will stop after 52 weeks.
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Bereavement Allowance and Industrial Injuries Disablement Benefit

will continue, if you are currently receiving it.

If you are in doubt about what your benefit entitlements should be,
seek further advice from an organisation like Counsel and Care (tel.:

0845 300 7585; www.counselandcare.org.uk) or your local Primary

Care Trust.
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Our advice workers can advise on a wide range of issues affecting older people,
their relatives and carers. Counsel and Care produce a range of guides which can
be downloaded from our website www.counselandcare.org.uk, or requested by
calling the guide orderline on 020 7241 8522.

This guide is not a full explanation of the law and is aimed at people over 60.

Counsel and Care
Twyman House
16 Bonny Street
London NW1 9PG

Tel.: 0845 300 7585
Email: advice@counselandcare.org.uk
Website: www.counselandcare.org.uk

Registered Charity No. 203429 Counsel and Care for the Elderly

We are a member of the Federation of Information and Advice Centres (FIAC)

As a charity we rely on donations © Counsel and Care April 2010
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