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In our advanced dem
ocracy, it is unacceptable that a Departm

ent of State (the 
DHSC) and our biggest public body (the NHS) can be allowed to system

atically 
break the law, with alm

ost total im
punity, whilst causing em

otional distress and 
financial devastation to m

any of thousands of old, ill and vulnerable people.
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W
hat is Continuing Healthcare?

Th
e dysfunctional relationship between Social Care and Continuing Healthcare 

(CHC) is not widely understood. Social Care for the frail and elderly is m
eans-

tested and either provided by the Local Authority or is privately funded. CHC is 
not m

eans-tested, as healthcare is free at the point of use. Outside of hospital, it is 
the legal responsibility of the NHS, via Clinical Com

m
issioning Groups (CCGs), to 

fully fund an individual’s care, in any setting, if their care needs are prim
arily health 

related. Th
is in theory is what should happen but the reality is often very different.

Th
e failing and unlawful CHC system

‘Th
e law requires CCGs within England to allocate the CHC funding to individuals 
based on a set of fixed objective criteria’ (M

et Police specialist crim
e unit 2019)

Th
ere are two key elem

ents of the NHS CHC scandal. First, the significant decline 
in the overall num

bers of old and ill people found eligible for funding, when due to 
an ageing population the num

bers should have been increasing. Second, the huge 
variations in the award rate of CHC funding across the country, caused m

any CCGs 
failing to correctly apply the com

plex eligibility criteria. Th
ese huge variations are 

often referred to as the ‘postcode lottery’ and result in people in one part of the 
country receiving funding (often 6 figure sum

s) and others living in a different 
area, who have the sam

e healthcare needs, getting no funding at all.
Over the last three years, m

ultiple independent and expert bodies, the m
edia 

and the public have been highly critical of the failing and unlawful CHC system
. 

Th
e Public Accounts Com

m
ittee (PAC), National Audit Offi

ce (NAO), Care 
Quality Com

m
ission (CQC), CHC Alliance (17 Charities), national press and 

TV docum
entaries and a Public Petition, have described the CHC system

 as 
dysfunctional, com

plex, discrim
inatory, lacking the necessary assurance processes 

and unlawful.
PAC: ‘Th

e funding system is failing people with continuing healthcare needs and 
there is unacceptable variation between areas in the number of people assessed as 
eligible, ranging from 28 to 356 people per 50,000 population. NHS England is not 
adequately carrying out its responsibility to ensure CCGs are complying with the legal 
requirement to provide CHC to those who are eligible’ Giving evidence, Norm

an 
Lam

b M
P, a previous m

inister for care and an expert on CHC, said: ‘Demand is 
rising significantly every year across the country, yet the number of people entitled 
is going down. Given that this is public money, how can we possibly justify such an 
extraordinary variation without any democratic legitimacy?’

NAO: ‘Th
ere is significant variation between CCGs in both the number and proportion 

of people assessed as eligible for CHC and there are limited assurance processes in place 
to ensure that eligibility decisions are consistent, both between and within CCGs.’

CQC: Examples of 2017/18 inspections: W
iltshire: ‘System leaders were unable 

to describe why the CHC rate was so low but they were aware that CHC processes 
were not effective.’ Stockport: ‘Significantly less people than comparator areas or the 
national average were deemed eligible for CHC funding.’ Coventry: ‘the CHC award 
rate was very low compared to the national average and families were not given the 
information they needed about CHC funding.’ Birm

ingham
: ‘CHC processes were 

not working and people were dying in hospital who didn’t need to be there. A person 
with dementia and multiple strokes had their CHC funding removed following a 
review.’ Hartlepool: ‘the processes for identifying people for CHC were not working 
well and a high proportion of people were entering the CHC process to subsequently be 
denied funding.’ Northam

ptonshire: ‘Th
e number of people eligible was lower than 

average for both CCGs and staff were not identifying enough people who needed CHC 
funding.’ Reading: ‘Th

e decision process for CHC funding was not timely or widely 
understood by staff and people were dying in hospital before funding was approved.’ 
East Sussex: ‘CHC award rates were below average in each of the three CCGs.’ 
Plym

outh: ‘Significant improvements were required to ensure staff understood the 
CHC eligibility criteria. Th

e eligibility rate was half the national average.’

CHC Alliance: ‘Continuing Healthcare is failing people across England. Due to 
flawed processes, many people who should be found eligible are being denied this 
much needed support; the CHC system discriminates against people with dementia, 
despite it being a medical condition and there is weak enforcement of the National 
Framework that CCGs must adhere to.’

M
edia: Over the last few years virtually every national newspaper has covered 

the CHC scandal, the m
ost com

prehensive being a front page article in the Daily 
Telegraph (Feb 2019), which discovered NHS England docum

ents subm
itted to the 

NAO in 2017 saying ‘reducing the number of people eligible for continuing healthcare 
and reducing the average cost of the CHC package is key’. A Channel 4 Dispatches 
docum

entary in 2017 exposed the tactics deployed by m
any CCGs to avoid m

aking 
funding eligibility decisions.
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Public Petition: signed by 10,000 people calling for a Public Inquiry into the CHC 
scandal, stated: “families have been left emotionally and financially devastated when 
they should be spending quality time with loved ones who, as enshrined in law, should 
have healthcare free at the point of delivery.” Despite the widespread and dam

ning 
criticism

, the response from
 the M

inister for Care (then Caroline Dinenage) was: 
“Th

e Government does not believe that CHC is being mismanaged by CCGs.”

Th
ose who are unlawfully denied CHC funding fall into two categories. First, 

those who have never heard of CHC often referred to as ‘the best kept secret in 
the NHS’, even though it is the responsibility of the NHS to screen all potential 
recipients. Second, those who are found ineligible because the CCG contravened 
the regulations, resulting in m

any thousands of people paying significant sum
s for 

their own healthcare, with som
e being unlawfully forced to sell their hom

es.

Declining CHC eligibility num
bers

Th
e graph below uses open source NHS quarterly ‘snapshot’ data and shows 

the num
ber of people eligible for CHC funding at any one tim

e. Th
is m

etric has 
historically been the recognised m

ethod of m
onitoring CHC eligibility num

bers. 
In 2017 additional m

etrics were introduced, which appears to be a sm
oke screen in 

an attem
pt to conceal the truth about declining eligibility num

bers.

Unsurprisingly, expert opinion considered that due to an ageing population, CHC 
eligibility num

bers should have continued to increase, when in fact the opposite 
occurred and num

bers significantly declined. In addition to Norm
an Lam

b’s expert 
com

m
ent at the PAC, an NHS report in 2018 stated ‘an ageing population and an 

increasing number of people living with multiple co-morbidities means that CHC is a 
priority for the populations that CCGs serve.’ 

Analysis of the graph shows that between 2015 and 2020 the num
ber of people 

who were unlawfully denied CHC funding could be as high as 50,000. A reasonable 
assum

ption is that the average level of funding unlawfully denied to each individual 
was about £100,000 (m

y m
other received £200,000), which equates to a staggering 

total figure of about £5billion of unlawful financial deprivation.

Allowing for inertia, the graph clearly shows that the significant and sudden 
reversal in CHC eligibility num

bers coincided with Sim
on Stevens becom

ing CEO. 
If he didn’t initiate this him

self, he would have certainly been aware of it. W
hilst 

he would have had som
e discretion in determ

ining NHS spending priorities, in 
the case of CHC funding he appears to have arrogantly disregarded the law and in 
doing so com

prom
ised the founding principle of the NHS - that healthcare is free 

at the point of use. 

If the NHS and the governm
ent considered that CHC was unaffordable, the law 

should have been changed – not broken. If the stringent eligibility criteria are 
m

et, the provision of CHC funding is a statutory legal requirem
ent and is not 

discretionary. Reducing CHC entitlem
ent, without changing the law, would be like 

the Departm
ent for Education deciding arbitrarily that it could no longer afford to 

offer a school place to every child. 

In term
s of the sheer scale of this scandal, m

easured by the significant num
bers 

of old, ill and vulnerable people adversely affected and the huge level of unlawful 
financial deprivation, this is very possibly one of the biggest governm

ent scandals of 
m

odern tim
es. So in our ‘advanced’ dem

ocracy, here we have a Departm
ent of State 

and our largest public body disregarding the law on a m
assive scale and with alm

ost 
total im

punity - a situation norm
ally associated with corrupt and failed states. Th

e 
DHSC and NHS have also grossly violated the hum

an rights of som
e of the m

ost 
vulnerable people in our society, discrim

ination based on age and disability, with 
m

any being unlawfully forced to sell their hom
es when their care should be funded 

by the NHS.
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At the end of last year, M
att Hancock launched an im

m
ediate investigation into 

‘an extremely concerning apparent conflict of interest’ after the Telegraph exposed 
NHS offi

cials charging fam
ilies up to £400 a day for advice on how to secure CHC 

funding. Conversely, there have been cases where consultants have held NHS CCG 
executive appointm

ents. For exam
ple, som

eone was appointed as the Interim
 Head 

of CHC for W
iltshire CCG, whilst sim

ultaneously being a director of two CHC 
related consultancy com

panies.  Given that com
m

issioning and decision-m
aking 

are key elem
ents of this CCG role, there is a clear potential for conflict of interest.

Th
e challenge of holding the NHS and DHSC to account

Th
is CHC scandal certainly has all the hallm

arks of a governm
ent cover-up and 

m
inisters know the potentially significant political im

plications of it detonating and 
being held to account. Extracts from

 the previously m
entioned 2019 NHS report 

endorsed by the CHC policy lead include: ‘CHC is of significant interest to M
inisters 

who receive considerable correspondence on the matter; there is particular concern 
regarding lack of compliance with the National Framework, a lack of data in this 
area and very poor patient experiences; NHS England may be open to judicial review 
as well as severe reputational damage.’ I am

 also sure that it was no coincidence 
that after I wrote an open letter to Sir Edward Lister (PM

’s Chief of Staff), the 
Prim

e M
inister’s personal secretary and special advisers were then included on the 

distribution list for NHS quarterly CHC data. 

Given the significant im
plications, of this scandal being exposed, both financial 

and political, the least bad strategy for the governm
ent has been to ‘hold the line’ 

and brush off the barrage of dam
ning criticism

 from
 num

erous expert public 
bodies, the m

edia and the public, with disingenuous, inaccurate or m
eaningless 

statem
ents, none of which answer the questions, or stand the test of even the m

ost 
basic level of scrutiny. So far this strategy of denial has worked - so why change 
it?  Th

e response I got to m
y letter to Sir Edward Lister is typical: ‘Th

ank you for 
your recent correspondence to Sir Edward Lister and ministers at the Department of 
Health and Social Care about NHS continuing healthcare.  Your letter to 10 Downing 
Street has been passed to the Department and I have been asked to reply. I appreciate 
that this is an area of significant concern to you and many others and I would like to 
reassure you that the Department is committed to making a health and social care 
system that works for everyone. I hope this reply is helpful.’

Failure of CHC Im
provem

ent Program
m

es
In the last few years there have been several attem

pts at CHC ‘Im
provem

ent 
Program

m
es’, which NHS England claim

 have been successful but its own data 
does not support this assertion. W

hilst the significant inconsistency in CCG level 
of com

pliance with the regulations has been slightly dam
pened, huge variations in 

their award rates of CHC funding continue.  

In 2019, the NHS CHC policy lead (Trish O’Gorm
an) endorsed a report stating: 

‘Th
ere could be potential for far reaching legal and financial implications if CCGs do 

not apply the National Framework consistently and accurately to ensure the NHS does 
not become the subject of maladministration and the associated costs that come with it.’ 
Analysis of NHS 2019/20 Q2 data (released 8 m

onths ago) shows that an individual 
in Salford was 17 tim

es m
ore likely to be awarded CHC funding than som

eone in 
Luton – a variation of between 211 and 12 people per 50,000 of population who 
were found eligible. In Airedale som

eone was 13 tim
es m

ore likely to be awarded 
funding than if they lived in W

est Berkshire. M
any m

ore exam
ples are listed at the 

end of this docum
ent. Th

e NHS sim
ply refers to CCGs with low CHC award rates 

as ‘outliers’ but in the real world this m
eans that statistically thousands of old, ill and 

vulnerable people have been and continue to be unlawfully denied significant sum
s 

of CHC funding.  If the NHS wishes to contest this, it should provide detailed and 
credible socio-econom

ic and health dem
ographic reasons to explain and justify 

these huge variations.

Even if these CHC im
provem

ents program
m

es had resolved the huge variations of 
award rates across CCGs, it still does not address the fundam

ental point that in the 
last five years overall CHC eligibility num

bers have significantly declined, when 
with an ageing population they should have been rising.

Th
e NHS and DHSC also claim

 the CHC budget has never been higher but fail to add 
that this does not relate directly to eligibility num

bers. In 2017, the NAO reported 
that ’much of the CHC budget is spent on delivering an assessment and screening 
process where only 18 per cent of those assessed were found to be eligible.’ It is far m

ore 
cost effective for CCGs operating aggressive and unlawful CHC avoidance regim

es 
to em

ploy large num
bers of CHC assessors, including an increasing use of private 

consultants, than to fully fund CHC.  Th
ere are also som

e highly questionable 
practices being conducted by NHS em

ployees and CHC private consultants.
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I subsequently m
ade a form

al subm
ission to the CEO of the Equality and 

Hum
an Rights Com

m
ission (Rebecca Hilsenrath), providing extensive and 

irrefutable evidence that m
any thousands of old, ill and vulnerable people had 

been discrim
inated against, based on age and disability and this was a gross 

violation of their hum
an rights. Her initial response was very positive when she 

stated this issue was of  ‘immense and growing significance’ but after six m
onths 

she eventually concluded: ‘the DHSC and NHS already have obligations to prevent 
unlawful discrimination; this issue is not covered in the EHRC’s strategic plan; EHRC 
legal action would not achieve better compliance by CCGs.’ 

By any standards this was a woeful failure of the EHRC, bringing into question its 
credibility, not least given one of its three strategic goals is ‘to protect the rights of 
people in the most vulnerable situations.’ How m

uch m
ore vulnerable can som

eone 
be if they are old, ill and suffering from

 significant health related disabilities, 
particularly those with severe cognitive im

pairm
ent due to dem

entia? During the 
EHRC’s investigation, Rebecca Hilsenrath repeatedly ignored m

y requests that 
NHS England and the DHSC should be required to provide detailed and credible 
answers to the following questions, the answers to which would fully expose this 
scandal:

• 
How do they explain the significant decline in CHC eligibility num

bers over 
the last 5 years, when num

bers should have been increasing due to an ageing 
population?

• 
Post CHC im

provem
ent program

m
es, how do they explain the continuing 

huge variations (up to 17 fold) in CHC funding award rates across CCGs?

• 
W

hy are so m
any CCGs failing to follow CHC Case Law (Coughlan 99, Grogan 

06) to ensure an ‘objective’ test is conducted? 

• 
Given the extensive criticism

 and evidence of the failing and unlawful CHC 
system

 by the PAC, NAO, CQC, CHC Alliance (17 charities) and the m
edia, 

how can a M
inister of State justify the following statem

ent? ‘Th
e Government 

does not believe that CHC is being mismanaged by CCGs.’ 

M
y subsequent appeal to the EHRC Chair (David Isaac) and Com

m
issioners was 

unsuccessful noting: ‘prior to his appointment as chair of the Commission, two 
parliamentary committees warned that there was a potential conflict of interest because 
his legal firm (Pinsent M

asons) carries out significant work for the government. In 

Th
e NHS and governm

ent also know that the whole process of CHC funding is 
hugely com

plex and they exploit this to the full. Very few people understand the 
dysfunctional relationship between social care funding which is m

eans-tested and 
NHS CHC funding, which should be free at the point of delivery.  Open source NHS 
CHC data is also diffi

cult to access and analyse and its form
at has often changed. Th

e 
governm

ent has dem
onstrated during the Covid-19 crisis its ability to m

anipulate 
com

plex data sets to suit its purpose and it has m
ost certainly attem

pted to do this 
to conceal the truth about declining CHC eligibility num

bers.

Th
e CHC assessm

ent process itself is also hugely com
plex (140 page National 

Fram
ework) and is beyond m

ost m
em

bers of the public to com
prehend. Leaving 

aside those who are not even aware of CHC funding, m
ost people do not know 

if the eligibility criteria are being applied correctly - certainly not those who are 
old, frail and ill. Th

ose who are fortunate enough to have a fam
ily m

em
ber, who 

is suffi
ciently capable and willing to challenge a CCG’s ineligibility decision, 

statistically stand little chance of success at the m
ultiple levels of appeal, which can 

take several years. As a form
er director of nuclear policy in M

OD (W
hitehall), I 

am
 com

fortable with com
plex analysis and it took m

e two years, over one hundred 
letters and three appeal m

eetings to win m
y m

other’s case. A sum
m

ary is at the end 
of this docum

ent, as it is a typical exam
ple of a CCG operating an aggressive and 

unlawful CHC avoidance regim
e.

Investigations by the M
etropolitan Police and Equality and 

Hum
an Rights Com

m
ission 

Th
e governm

ent will know that the only real threat of being held to account is a legal 
challenge. Last year I wrote an open letter to Cressida Dick, the Com

m
issioner of the 

M
etropolitan Police, m

aking an allegation of M
isconduct in Public Offi

ce against 
Sim

on Stevens. She personally read m
y letter and took the allegation suffi

ciently 
seriously to direct that her specialist crim

e unit review the evidence. I worked 
closely with the lead investigating offi

cer for three m
onths. W

hilst he confirm
ed: 

‘the law requires CCGs within England to allocate CHC funding to individuals based 
on a set of fixed objective criteria’, given the very high bar for a crim

inal charge 
associated with this offence, he eventually concluded, for a num

ber of com
plex 

and technical legal reasons, that it was not appropriate to proceed to a crim
inal 

investigation. Th
at said, he was very aware and sym

pathetic to the significant scale 
of injustice and im

plied (carefully) that a case under civil law could well be feasible.
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M
ay 2019, Suzanne Baxter, another EHRC board member, joined Pinsent M

asons.’ 
It also of note that over the last few years governm

ent funding for the EHRC has 
reduced significantly and m

inisters approve key appointm
ents.

In term
s of other legal options, the vast m

ajority of people cannot afford the tim
e 

or financial risk of taking the NHS to court once the appeal process is exhausted 
and a ‘class’ type action would be legally highly problem

atic, as every CHC case 
is different. Given the significant scale of this unlawful conduct by a governm

ent 
departm

ent and a public body, there are clear grounds for a Judicial Review, noting 
that even NHS England believes that it is at risk from

 one.

Conclusion
Th

is CHC scandal is very topical when set against the backdrop of the related issues 
of the repeated failure of successive governm

ents to reform
 the funding of social 

care and m
ore recently, the failure to safeguard highly vulnerable people in care 

hom
es during the early stages of the Covid-19 pandem

ic. Th
is resulted in m

any 
thousands of avoidable deaths and in the m

ost harrowing of circum
stances. 

Th
e significant difference though is that these were woeful failures of policy, whereas 

the CHC scandal concerns the NHS and DHSC knowingly and system
atically 

breaking the law on a significant scale by denying m
any thousands of old, ill and 

vulnerable people the healthcare funding they are legally entitled to. It is also 
unforgivable the em

otional distress this has caused to so m
any people, who often 

do not have long to live, including the worry and distraction it creates for their 
loved ones during a sad period of their lives. Th

e NHS was established to alleviate 
suffering – not to create it.

I appeal to all those in positions of power and influence to hold those responsible 
for this disgraceful Continuing Healthcare scandal to account, not least to provide 
redress to those so adversely affected by it and to stop further unlawful conduct, 
which continues to this day.  If the governm

ent considers that CHC funding is 
unaffordable, then it should change the law - not break it. At the highest levels 
of leadership, those responsible for either creating this scandal, or concealing the 
truth and failing to take corrective action when they becam

e aware of it, include 
the CEO of NHS England (Sir Sim

on Stevens), the Secretary of State for Health and 
Social Care (M

att Hancock) and his Perm
anent Secretary (Sir Chris W

orm
ald).

Finally, if any of the em
inent QCs who have read this paper are prepared to m

ake 
the case for a Judicial Review, I am

 confident that costs could be covered by crowd-
funding. An exam

ple of a CCG operating an unlawful CHC 
avoidance regim

e
M

y m
other had severe dem

entia, including regular episodes of violent behaviour 
and num

erous other health related care needs. She entered a Salisbury nursing 
hom

e in 2014, initially funded by m
y 90-year-old father (£48,000 a year). W

ithout 
inform

ing him
, a CHC initial checklist was then conducted, which proved 

positive, but was not taken forward to a full assessm
ent, as it should have been. 

Th
e CCG only adm

itted to this when I becam
e aware of CHC funding in 2016 

and asked why a CHC assessm
ent had not previously been conducted. Th

e CCG 
stated that her positive checklist was not taken forward to a full assessm

ent due to 
an ‘administrative error.’  Failing to inform

 m
y father that a CHC checklist had been 

conducted and then not proceeding to a full assessm
ent, was a serious breach of 

W
iltshire CCG’s legal duties. I discovered a letter written in October 2015 by the 

W
iltshire CCG Chair, which stated: ‘Th

e CCG’s financial situation is dire and we 
need to prove to NHS England that we are impacting on all areas of expenditure.’  Th

e 
CHC National Fram

ework states: ‘the final eligibility decision should be independent 
of budgetary constraints.’

After a subsequent gruelling two-year battle with W
iltshire CCG, (CEO Linda 

Prosser), I eventually recovered four years of retrospective CHC funding (£200,000) 
to pay for m

y m
other’s care. To achieve this required a huge am

ount of com
plex 

analysis, over one hundred letters and three m
eetings - about 30 days work. Th

e 
CCG did everything possible to avoid m

aking an eligibility decision, ignoring and 
grossly distorting the evidence available. An Independent Review Panel found that 
the regulations had been contravened in m

ultiple ways. A subsequent investigation 
by NHS South, initiated by m

e, ignored critical evidence and appeared to have all 
the hallm

arks of a cover-up. It stated that the regulations had not been contravened 
and was endorsed by the director, a previous financial director and CEO of W

iltshire 
CCG (Jennifer Howells).
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W
iltshire CCG’s level of funding had been one of the lowest in the country (bottom

 
5%), with no credible explanation, as confirm

ed by a CQC inspection. In com
parison 

with neighbouring CCGs, W
iltshire had been significantly under-funding CHC 

and in doing so statistically will have unlawfully denied m
any hundreds of old, ill 

and vulnerable people the healthcare funding to which they were entitled.  

Th
roughout this whole process, I had extensive and often heated discussions with the 

M
P for Salisbury and Treasury M

inister (John Glen), including exchanging open 
letters in the local press. Despite the overwhelm

ing evidence above, he refused to 
accept that m

any of his constituents had been unlawfully denied CHC funding.  

Th
ere is extensive evidence to indicate that this disgraceful and unlawful conduct 

by W
iltshire is replicated by m

any CCGs but few m
em

bers of the public have the 
tim

e, analytical skills, tenacity and confidence to successfully challenge a CCG 
which is acting unlawfully.  

Th
e CHC Postcode Lottery

CCGs with the highest and lowest CHC funding rates per 50,000 of population 
(NHS 2019/20 Q2 data)

Salford 211
Airedale, W

harfedale & Craven 172
Blackpool 156
Heywood, M

iddleton & Rochdale 151
Bury 145
Richm

ond 139
Cannock Chase 133
Stafford & Surrounds 128
North Staffordshire 127
W

igan Borough 123
South Tyneside 117
Bradford Districts 117
South Tees 116
Stoke on Trent 114

Luton 12
Berkshire W

est 13
Tower Ham

lets 23
Bath & NE Som

erset 23
NE Essex 24
Newham

 24
Hastings & Rother 25
Croydon 27
High W

eald Lewes Haven 28
Eastbourne, Hailsham

 & Seaford 30
City & Hackney 30
Guildford & W

averly 30
W

olverham
pton 32

Southam
pton 34
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