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ABOUT SKIN
CANCERUK | SKIN

Skin Cancer UK is a coalition of professional groups
and charities, including:

+« SKCIN (Karen Clifford Skin Cancer Charity)

« British Dermatology Nursing Group- skin cancer sub-group A POt T
+ BASCSN (British Association of Skin Cancer Specialist Murses)

Thea devalopraerit of this repori was supporied by RBoche Preducis. Ediional conral ramaire with Slan Carecer LUK
SKIN CANCER REVEALED e s

RELECOMMo0EE2 / Decambar 2011

Our goal is to work collabaoratively to reduce the devastating
impact of skin cancer in the UK. For more infarmation
about Skin Cancer UK, pleass visit www.shcinorgulk
D first report Skin Cancer in the UK: The Facts,
initiated and supported by the All Party
Parliamentary Group an Skin can be downleaded
from: httpd fwwwskeinorg/ Documents/ S CUK-
DOWWMLOAD-WERSICN-(1)
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owver 65 age-group, death rﬁifﬁ'ﬁ ﬂllh ha
ninnrstlﬂ:h:lilthulut!ﬂmamlﬂhuhﬂi
estimated that overall cases of melanoma will rlil-hym
by 2030 - the biggest projected increase for any form of

cancer'. While most forms of skin cancer are treatable and
pose only a small threat to life, melanoma is much harder
to treat unless it is detected early. It affects all ages, and

every part of society, killing over 2,000 people ann ually?.

Unlike other forms of cancer, we understand the primary
cause of skin cancer, and howwe can best prevent it. As
incidence rates for men and women have increased at a
faster rate®, year on year, campaigners have worked hard
to transform the public’s understanding of {and response
to) the dangers of over-exposure to ultraviclet (UV), and
to the signs and symptoms of skin cancer. We need to do
much more to minimise the inddence of skin cancer, and
to improve survival rates®,

Skin Cancer UK has consistently highlighted the
importance of prevention and the need for g reater public
awareness of the risks associated with over-exposure to UV
light to help encourage behaviowral change and reduce
the growing rate of skin cancer incidenca inthe UK.
However, more must also be done to improve the services
available to patients at every stage of the pathway,
ensuring that those patients who do develop more
adwvanced forms of skin cancer receive high quality
treatment and care whilst also doing everything we can
to prevent skin cancer or diagnose it early.

The good news is that the diagnosis, treatment and care of
people with all forms of cancer has improved significantly
over the last 15 years. However, the management of

INTRODUCTION

anoma presents unique challenges for
s and clinicians alike. In the context of
HS change, and fimancial constraint, we need

The NHS reforms in England present a range of
opportunities ringfenced resources for health
protection and awareness through a new public health
service, a greater role for clinicians in the way that services
are run, a new foous on outcomes through Improving
Owtcomes: a strategy for cancer fthe 105C), a Cancer Drugs
Fund to ensure that patients with advanced cancer can
get timely access to new treatments their doctors think
will benefit them and better information to inform patient
choice, enable strong commissioning and empower
dinicians to make changes to improve outcomes.

There are, however, also significant challenges.
Changes to NHS structures may destabilise delivery,
financial constraints mean we need to do more with less,
and rising inddence and prevalence will place services
underincreased pressure. If we are to overcome these
challenges, then the NHS needs to become better at
lkeaming from examples of good practice, raising the
overall quality and consistency of skin cancer services and
identifying op portunities for realising efficiencies which
improve the quality of care rather than diminishing it.

Accurate and timely information will be critical to
achieving this. Recent improvements in cancer
intelligence have revealed new patterns in skin cancer
delivery. We need to act on these findings to improve
outcomes. This report — Skin Cancer Revealed - provides
the most comprehensive summary of information on
pattems in skin cancer incidence and outcomes, as well as
service delivery, to date. It is intended fo:

Sl'ﬂH m HE\'EM.ED Tha developmant of this report was suppored by Aodhe Products. Editorial corvinod rermsins with Skin Cancar LK
ROUKCOMMons22 / December 2011

+ Bring together disparate
saurces of information to support
policymakers and athers who are
interasted in tackling skin cancer

« Prompt discussion and debate about variations
in skin cancer delivery and cutcomes

s Provicle a baseline assessment against which
progress can be assessad

tkin Cancer UK is a coalition of professional groups and charities
working collaborativelyto reduce the devastating impact of skin
cancer in the LK. This means:

|. Achieving a measurable reduction in the number of new cases
af malignant melansma everyyear through improved education
andchanging pattermns of behaviour

z. Delivering high quality information,
treatment, care and support at every step of the - o : 3 :
patient journey How information is critical to high quality services
3. Improving the outcomes and sxperiznces of
patients living with skin cancer, regardless of
the stage of the disease

Service quality Population neads
« Peer Review = Incidence
= Cancer Drugs Fund = Prevalence

H IG H . ‘Fears.-::‘fh}zilfr:alj;?tr
QUALITY
SERVICES

Our first report, Skin Cancer in the UK: The Facts,
commissioned by the All-Party Parliamentary
Group on Skin, addressed the first of these
goals and called for & well-funded, national
public awareness campaign, alongside a focus
on sun education and protection in schoals.
This latest report, Skin Cancer Revealed, is an
important step towards delivering on all three
chjectives in England.

Expenditure

= Pragramme budgeting

« Length of stay

= Diagnoastic investigations

Patiant-lavel data
» Stage and type of cancer
« Patient Experience

Tha devalapmant of thes r¢|:-:n was su'|: riad by Roche Produces Edibonial cortml remszins wich SknCarcer UE
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Recommendation 1: Public Health England [FHE) programime to improve the experiences and outcomes
should develop a strategy to ensure the delivery of of patients, and improve the efficiency of surgery

ent public health messaging on sun safety and
the dangers of over-exposure to LY at a national and Recommendation 11: Clinical Commissioning Groups

local level sh
L
Recommendation 2: Interventions should betangeted  including the support of multi-disciplinary teams
at high risk groupsincluding de communities and  [MDTs) to provide high quality expert input to the
men to increase awareness of the signsand symptoms  treatmentand care of all skin cancer patients
of melanoma and encourage them topresent earlierto
their GP Recommendation 12: All providers should critically
appraisa the firdings of the National Cancer Patient
Recommendation 3: Initiatives to raise awarensss of Experie urvey and act to address ary weaknesses
thie signs and symptoms of melanoma mustbe properdy  identified. Verbatim feedbadk should be used to add
evaluated by the Cabinet Office’s Behavioural Insight colourto numerical indings
Team to better understand the interventions which
drive behaviour change, and good practice examples Recommendation 13: Commissioners should use
should be disseminated to loc: ices viathe Ma- the information in the National Cancer Patient
tional Awareness and Early Diagnosis Initiative (NAEDL)  Experience Survey as the basis for incentivising
providers to improve the quality of care they deliver
Recommendation 4: The Department of Health and through the COUIN framewaork
Public Health England should de aint
commissioning indicators for skin cancer

E S KI 2 . F r ; ' Recommendation 5: Commissioners should ensure
5

. _ s » A that providers adhere to agreed standands on cancer
CANCER S e el e Y

waiting times for patients with malignant melanoma,

% g R 4 ™ induding the two-week urgent referral pathway, and Recommendation 15: Commissioners whicdh are
; - i L £ two maonths wait from urgent referral to treatment outliers in terms of reported expenditure should assess

Ui whetherthe level of funding they are allocating to skin

ECAMPRII RN O ACTHON $ g i“L ﬁ,{ - -r? _ Recommendation & MICE should review new Cancer is appropriate
} &H— £ T Sy T i treatments for advanced melanoma using the agresd
A T L - _"E' criteria forend of life treatments Recommendation 18: NICE should develop the
-_-_. proposed quality standard on ski el as a priority
: Recommendation 7: Jinical Commissioning Groups and should consider developing a dedicated quality
ks should ensure that patients can access treatmentsthat  standard on malignant melanoma
— w}; wf :’ WER R Y s B are recommended by NICE in line with the NHS Consti-
e o : r. };\,"— E tution and patients should be able to appeal tothe NHHS  Recommendation 17:The Public Health and MHS
- ; | g : Commissioning Board when this dutyis not upheld Dutcomes Frameworks for 2011-12 should inchude

measures to improve outcomes in skin @ncer covering
Recommendation 8 Cancer Drugs Fund clinical panels  prevention, eardy detection and effective treatment
should regularly review the evidence forthe inclusion of  and managemeant
new treatrents for melanoma, sothat dinicians can

should develop issioning plan to supp Recommendation 19: Cancer networks should provide

the delivery of effective molecular diagnostic testing expert advice to commissionars. In order to ensune that

through centres of excellence appropriate advice is available on skincancer, networks
should include melanoma specific reference groups

Recommendation 10: Providers should where possible

follow the principles ofthe enhanced recovery

of this rapart wes supported by Recha Producs. Ediional control ramaire with Skin Cancer LIK
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KEY FINDINGS

—Thmi;andnnﬂwmﬁﬁhﬂm
malignant melanoma between PCTs in England. MHS
Plymouth had the highest incidence rate (28.7 cases

per 100,000} between 2006 and 08 compared to NHS
Mewham in London which had the lowest incidence mte

(3.69 cases per 100,000).

» Overtwo thirds (70%9%) of the PCTs with malignant
melanoma inddence rates in the highest 20% of the
country were in NHS South demonstrating the burden
of melanoma for this area of the country. 70% of the
PCTs with the lowest incidence were in NH5 London.

« Asian and Black populations are at a significantly lower
ris k of developing melanoma®. This is because people
with naturally brown or black skin hawve more melanin
pigment in their skin cells which can protect the skin
from UV damage”. NHS Mewham and NH5 Heart of
Birmingham, which both had lowest incidence rates for
malignamt melanoma in the country in 2006-2008, also
had the lowest percentage of white population. Con-
versely those PCTs with the top ten highest incidence
rates had a white population of ower 90%.

+ Melanoma is associated with affluence. Although the
association with affluence has diminished in recent years,
itis still notabla. NHS Mewham has one of the highest
deprivation scores and the lowest incidence rates whilst
the converse is true for NHS Ondfordshire. Howewver, high
levels of incidence are observed in some deprived areas.
For example, NHS Blackpool, NHS Liverpool, NHS Know-
shey, MHS Salford and MHS Blackburn with Darwen Care
Trust, which were all in the top 20% most deprived areas
in the country, also had above average incidence rates for
melanoma®?,

&

Qutcomes

= NH5 London, which had one of the lowest incidence
rates for malignant melanoma in 2008, also had the
second poorest survival rate for melanoma patients diag-
nosed between 2000-2004, with 83 8% of patients alive
five years after diagnosis. Survival was lowest in NHS
South East Coast (82.9%) and NHS South Central had the
highest survival rates for this period (90.4%).

« Patients diagnosed at early stage disease (stage 1A),
have a good prognesis with five year survival at 95%,
However, a fifth of patients are diagnosed with advanced
disease” when melanomas have spread to nearby lymph
nodes (stage 3) or other elsewhere in the body (stage 4)
such as the lungs, liver or brain or to distant lymph nodes
or areas of the skin. The outlook for patients diagnosed
with advanced stage diseasea is much poorer.

+The proportion of patients diagnosed following an
emengency presentation was lower for skin cancer (3%)
than any other cancer. This is encouraging given that
one year survival for skin cancer patients diagnosed as

an emergency is 61% compared to 97% for diagnosis
through all other routes™,

ﬂ u" m mm Tha davslopmant af this report was supported by Ao cha Preducts. Editorial corvtred rermains with Skin Cancar LK
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Treatment and care

= All patients being treated at Norfolk and Norwich University Hospitals NHS
Foundation Trust and Salisbury NHS Foundation Trust reported seeing their GP
just once or twice before being referred to the hospital, while 17% of patients at
the University Hospital Birmingham NHS Foundation Trust had seen their

GP more than twice before being referrad™.

«While the majority of patients do see a hospital doctor within four weeks in three |
Trusts where data for skin cancer patients are available (County Durham and
Darington NHS Foundation Trust, North Bristol NHS Trust and Plymouth Hospital
MHS Trust), one in five patients had waited miore than a month to attend an
appointmeant™. &1% of patients who said they had seen their GP said they waited
two weeks orless before their first appointment with a hospital doctor.

« Many skin multi-disciplinary teams (MDTs) are in an early stage of development, and
inadequate MOT membership and attendance have affected the majority of teams in
some way. A majority of MOTs were unable to show that they were continuously im-
proving their service including both clinical effectiveness and the patient experience’.

» 75% of melanoma patients who took part in the National Cancer Patient
Experience Survey reported that they were given the name of

a clinical nurse specialist who would be in charge of their r

care, below the average for all tumourtypes™,

« Only 607 of skin cancer patients were told they
could bring a family member or friend with them
when they were first told that they had cancer, the
lowrest of all tumour types'™.

*The relatively low approval rates for treatments
through the Cancer Drugs Fund in the south of
England is concemning®™, given the higher rates of
melanoma incidence and mortality in these
parts of the country. It will be important for

local clinical panels to respond effectively to

the growing needs of melanoma patients

with advanced disease in their region.

+ Information reported by MHS organisations reveals a 38-fold variation in expenditure per age-standardised

capita in 2009-102,

« Itis notable that expenditure is not always aligned with need, or indeed outcome. For exampls, NHS Cornwall
reported average expenditure per capita, despite having amongst the highest levels of incidence 2,

« Expenditure for eight PCTs more than doubled from 2008-00 to 2009-10, whila 12 PCTs reduced their

expanditure by more than half over the same time peried®.

» There is evidance of inequalities in expenditure on skin cancer, potentially caused by inadequate or inaccurate

assessments of local needs.

The dessrdl oprmart of this report wes supported by Reche Froducts. Ediional control ramaire with Skin Cancer LIK
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INCIDENCE &
AND OUTCOMES
FOR SKIN CANCER

Skin cancer is th
malignant melano:
in the UK in 200877,
comparison, makin L
melanoma has more tha

oma, which is relatively rare by
i ple diagnosed with malignant

d incidence for both men and women has
increased mrq:l:llyﬂn"s T rend is set to continue, with incidence of
malignant melanoma in Engls ¥ b nd 66% in women by 2020*. This chapter
mﬂmth&hﬂﬂﬂiﬂumnnhm I'.l.lrl.'hnii'r nnrmfullicmnﬂimumqrand population.

The rising incidence of melanoma

There were 9,605 new cases of melanoma in 2008 in England®. Melanoma is more common in women than in
mien; 5,073 cases were diagnosed in women in 2008, and 4 622 cases were diagnosed in men™. Figure 1 illustrates
the age and sex distribution of cases between 2006 and 2008 in the UK. It is evident that the burden of melano-
ma falls heaviest inthe over 655, although more than a quarter {28%) of all cases occurin people aged less than
50 years™. In 2008, over 900 people diagnosed with malignant melanoma were aged between 15 and 34 years
old, making it the second most common cancer inthis age group™.

Incidence rate per 100,000

Figure 1: Melanoma Incidence rate per 100,000 by age and by sex in the UK {2008 >

5“]" m mﬂ Tha dersel oprrent of this report weas supp oried by Roche Products. Ediborial contrel ramaire with Skin Cancer LK
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Figure 2 demonstrates the geographical s
distribution of melanoma incidence from 2006 to
2002 in England. The average incidence of
melancma acrass England during this pericd was
15.58 cases per 100000 of the population®s,
However, the map demaonstrates the wide variations
in incidence across the country; thers isan almaost
eight fold variation. Plymouth Teaching PCT had the
highest incidence rate at 28.7 cases per 100,000 in
200508, The lowest incidence rate - 3.69 cases per
100,000 - was in HHS Mewham in London®”

Figure 2 clearly illustrates that there are regional LY
patterns in incidence. There is a pocket of high ‘
incidence in the South West of the country, part of the 1

newly formed MHS South Strategic Health Author-
ity*. Indeed, over twao thirds (70%) of the PCTs with
incidence rates in the highest 20% of the country
wers in NHS South demcnstrating the burden of
melancma for this health authonty?®. 70% of the
PCTs with the lowest incidence wers in HHS London®

25-29.%  Matienal average: 15.58
20-24.5

B 15190
B 10140
X
| EEE

Figure 2: Incidence of malignant melanoma
per 100,000 by PCT in England {2006-2008%
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lower risk of developing melanoma®. This ;
. T pigment in their skin cells which can protect t g i L ¢ apl ariations in malignant
In addition to age, latitude ; it Co ory to patterns of melanoma incidence's. melanoma incidence can in part be explained by i

Figure 3 illustrates the pmd#’ 50 and 1990 demonstrating the different levels of

solar ultraviolet fadiﬂhnﬂmi:HMf_ smparing this with figure 4 it is evident that there is some correlation Figure 5 illustrates the percentage of the white p apulation in sack :ihl-p.l'ﬂ:ﬂ-l'n twie ethnicity and incidence
hetwesn hours of sunshine and incidence rates. 'Hii’lillflgland, the South West receives the most UV exposure and also is visibly most marked in major cities, such as Londan and E!nnh'"ﬁ . Furthermore, MHS Newham and NHS Heart of
has an older populaticn with both contributing to the high incidence of malignant melanoma. However, the increass in Birmingham which bath had lowsst incidence rates far malignant melanema in the countryin 2006-2008, also had the
the number of people taking overseas helidays and the rise in the use of sunbeds in the last thirty years has disrupred lowest percentage of white population®”. Conversely, those PCTs with incidence rates in the top ten highest, had over
histaric patterns and is thought to be an impertant contributory factor to the sharp rise in incidence rate. 0% white population®.

Figure 3: Average sunshine Figure 4 Incidence of malignant melanoma Figure 5: Percentage Figure &: Incidence of

hours by PCT between per 100,000 by PCT in of white population by melanoma per 100, 00

1960 and 1990* England (2006-2008/* PCT (2007 % by PCT (2006-08) =

B 17001799

B 1800-1699
1500-1599
1400-1499
1300-1399
1200-1299
1100-1199

. Data unavailable

B 25-200
B 20-249

15-19.9

B 95.0-100.0
B 90.0-9a9
85.9-80.9

B 25-29.9
B 20-249 %
15 -19.9
10-14.9

80.0-83.9 10 -14.9

5-990

75.0-T9.9 5-9.8
0-49

National average: 15.58

Under 75.0 0-4.9

National average: Hational average: 15.58
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Many cancers are associated with deprivation. However, melanoma is associated with affluence. Although the
association with affluence has diminished in recent years, it is still notable. Figure 7 below illustrates how, between 2000
and 2004, incidence rates for melanoma were 45% higher in the least deprived quintile of the population compared to
the most deprived demonstrating the imverse relationship between socio-economic deprivation and melanoma inc-
dence™. This difference may be related to access to holidays abroad, where higher intensity sun exposure is likely.

This would also explain why the gap in incidence between the least and most deprived groups has narrowed.

In 2005, UK residents made a record 66.2 million trips abroad, three times as many as in 19857,

Figure 7: Malignant melanoma incidence by
deprivation quartile in England (2000-04)

Age standardised Incldence rate

W rale
ramale

Lrast deprivod M=t deprived oy

I:heprru'atmn by qumtlle-s
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Figures & and @ below illustrates how rates of sociosfonor s to malignant melanoma
incidence rates by PCT. Whilst there was no 2 ' sets, HHS Newham had one
of the highest deprivation scores and the lows or NHS Crford shire™=*,
However, high levels of incidence are observed in some depdved;rpms. For example, NHS Blackpool, HHS Liverpocl,
MHS Hastings and Rather, MHS Knowsley, MHS Salford and NHS Blackburn with Darwen Care Trust, which all have
deprivatian in the top 20% of the country, also had above average incidence rates for melanoma®**".

Figure 8: PCT average Figure % Malignant melanoma
score of deprivation incidence rate per 100,000
index (20071 by PCT (2006-08)°

B a0.00-30.99

0 20.00-39.99
20.00-29.99
10.00-19.99
0.01-9.99

Mational average: 15.58

Mational average: 23.73
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Trends in mortality

There were 1,725 deaths in England from mela 8=, The average mortality rate in England is 2.6 deaths per
100,000, As Figure 10 Ihutlﬂu,’inﬂltlltjl rﬁl- riss Iywhhagu- over half of all deaths from melanoma
occurring in patients over 707, Given the age pmﬁhufi'uid-m thiiifﬂh-uuqmrtnd. However, melanoma kills an
unusually high number of young patients for an adult cancer; 110 patients under the age of 40 died from melanoma in
2008%, Mationally, in 2008, 40% of deaths were in patients under the age of 65 years old*. By comparison, forall
tumours, 23% of all cancer deaths were in peophe under the age of 655,

Figure 10: Mortality from melanoma by age and sex in the UK [(2008)%

Bl ralieg

=il rarkes

g
o
=]
™
]
o
]
B
B
m
=
=]
=

sm 'EAHCEH m Tha desssloprment: of this neport wes sopported by Boche Products, Editonial conirol ramaire with Skin Cancar LK
A LKOOMMeDezz2 /! Desember 2011

The geographical distribution of mortality from m el
broadly similar to that of incidence as Hlustrated b
with most of the high rates falling in the south of the country.
There is also wide variation in mortality with a five-fold
variation in the rate of mortality between PCTs®.

NHS Plymouth Teaching, which had the highest incidence
rate from melanoma in 2008, also had the highest
mortality rate with 5.2 deaths per 100,000 of the
population™. However, mortality in NHS Herefordshire was
also very high with 5.09 deaths per 100,000 even though it
had an incidence rate at the national average (15.52)%.
Conversely, NHS Torbay which had one of the highest
incidence rates in country, had a mortality rate in the
lowest quintile™. Condusions cannot be drawn about the
quality of care and treatment by comparing incidence and
mortality for one year However, it does provide an
indication of where the burden of melanoma falls in
different parts of the country, and how different
commissioners will face different challenges in improving
oUtComes.

559 Mational average: 2.6
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B :ae
B 220
| EBE

| Data not available

Figure 11: Malignant melanoma
meortality per 100,000 of the population
by PCT (2006-08) 7
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Explaining variations in survival

Survival in melanoma Ismuulym'ri;'ud with 1 :
thickness, and the stage of diagnosis™. Encouraging people
in appropriately referring people at risk of skin cancer, is t

Over the last 30 years, survival rates from melanoma have been gradus
consistently higherthan for men. Figure 13 illustrates that frve year survival has increased from 46% for men and 65% for
women since 1971-1975 to 81% and 90% for men and women respectively in 2001-20067". Melanoma has the highest sur-
vival difference between the sexes of any cancer at almost 10% for the latest figures available making gender an important
prognosis factor™. The reason for poorer survival rates in men can in part be explained by the fact that melanomas are more
comman in men on less visible parts of the body; in men 41% of melanomas are found on the trunk, particularly the badk,
whereas for women, 40% of melanomas are found on the leg™. This can lead to a delay in patients spotting the signs and
symptoms and the tumour being more advanced by the time of the diagnosis. However, the reasons are multiple and
complex and there are likely to be a number of other factors such as the propensity to seek early medical advice™.

Figure 12 shows the years lost to
melanoma per 10,000 of the population
under75™ as aresult of melanoma.
The highest number of years host
between 2007 and 2009 was in NHS
Herefordshire (832 years per 10,0007,

Figure 12: Years of life lost due to
malignant melanoma in the under
755 per 10,000 of the population by
PCT (2007-09)74

Figure 13: Age standardised frve year survival rates by sex from 1971-75 to 200 1-06 in England and Wales 22
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Figure 15 illustrates that malignant melanoma su)
deprived groups, although the gap with the le _ 2d groups ha
Research has shown that those from more deprived groups are les  able to recall (ie identify without prompting)
or recognise (ie identify from a list of possible symptoms) cancer symipte s than those from less deprived groups™.

This is likely to contribute to delays in presentation, more advanced disease at diagnosis and subsequently lower survival
rates. Other explanations for this gap in survival have been identified by NCIN as differential access to optimal treatments
and co-morbidities that impact treatment™,

particularly for women®™,

Figure 14 illustrates the regional variation in five year
survival between 2000 and 2004, the latest year for
which survival data by SHA are available™. During this
period the average survival rate in England was 87.0%.
NHS London, which had one of the lowest inddence
rates for malignant melanoma, also had the poorest
survival rate, with 83.8% of patients alive five years
after diagnosis™. Survival was lowest in NHS South
East Coast (B2.9%). NH5 South Central had the highest
survival rates forthis perod (90.4%)®. These data wene
collected before the publication by MICE of improving
ottcomes for people with skin tumours including
melamoma, guidance whidh set out how the skin MDT
should be organised and how it should operate. Itis
possible that this guidance could have had a marked
impact on the quality of services and outcomes of
melanoma patients.

Figure 15: Relative survival in the most and least deprived groups for males
and females diagnosed between 1986-90 and 1996-99™*

2 :.un.'i'u':l I

Figura 14: Five year survival from
melanoma by SHA, 2000-2004™
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PREVENTING|
AND DIAGNOSING
SKIN CANCEREARLIER

Prevention and symptom awareness Figure 16: ABCDE checklist™
. 1:'.?'.' s .?.'_ J F

The main preventable cause of skin canceris excess exposure to ultra-viclet radiation either from the sun or from sunbed

use®, Melanoma can start as an existing mole or it can develop in relatively normal-looking skin in any part of the body.

The epidemiclogy of skin cancer, and evidence from Australia suggest that efforts to minimise the burden of melanoma

should focus on a reduction of exposure to UY radiation, combined with increased population awareness of the signs and

symptoms of cancer to increase the proportion of melanoma patients who are diagnosed eary™.

Melanormas are more Melanomas tend to Melanomas are Evodving jchaniging
likely to have an have more than one usually more than - Look for changes

Over the last ten years, there have baen increasing efforts to educate the public on the risks assodated with
over-exposure to UV light, and to prevent new incidences of skin cancer, through awareness initiatives such as the
Sunsmart campaign and impertant policy developments such as the Sunbed Regulations Act (2010) which restricts the I’:T:rlian.'r:-.E:;::u i
use of sunbeds by under-18s, and NICE has also published comprehensive guidance on skin cancer prevention®™. e R A

or asymmetrical. Irregular border colour. They may Tmimin diameter. Inthe stze, shapear
Crdinary moles are with |agged edges. have different shades Moles are normally codour of a mole
However, more needs to be done to reduce the growing rate of incidence in the UK, through a concerted and usually symmaetrical Maoles usually have 1k brovwn mibked s bigger than the
co-ordinated effort to drive measurable changes in our behaviour, thereby reducing our exposure tothe damaging iboth halves look awell-defined with black, red, pinik, blunt end of a pencil
effects of the sun. As set out in ourfirst report, Skin Cancer in the UK: The Facts, Skin Cancer UK is calling for a year-round the samej. reqular border, whitte or a blulsh tint bt Srmim across ).

Meoles are usually one
shade of brown.

national public health awareness cam paign with a particular focus on school education which teaches school children
about sun safety and the dangers of over-exposure to UV™. In addition, it should be mandatory for schools to have an
enforceable policy on sun safety based on national guidelines for UV exposure®,

More fundamentally, skin cancer prevention and education neads to be embedded within communities, as a normal and
BN . From 2013 a new public heakh service, Public Health England (PHE), will thel AL routine feature of personal, family and social life. Success on prevention will be an important measure of the success of the

of public health t R k. ard will act as s hub for public health data new public health institutions and structures, and the ability of the system to drive a more integrated approach to planning
and intelligence (bringing together the work of the cancer registries, the National Cancer Intelligence Network and public i 9

althy chenratoriuny’. Recical ot vl iy B i i b s i g e i i vl vy o’ b
skin cancer iskthrough the Joint Strategic Meeds Assessment, and developing an integrated plan that will drive joint com-
miissioning solutions across the NHS and local authorities. This means pooling resources to ensure that initiatives reach into
schools, workplaces, and public spaces, and link back into a robust and effective primary care response.

The NHS reforms create important new opportunities to improve not just prevention, but also greater symptom

Subject to the passage of the Health and Social Care Bill 2011, local public health functions will be transferred to local
authorities with ring-fenced funding led by local directors of public health. Skin Cancer UK supports a lead role for PHE in
national awareness cam paigns on sun safety, but calls for local autonomy over how community-based education

initiatives are designed and implemented. Recommendation 1: PHE should develop a strategy to ensure the delivery of consistent public health messaging on

i ss of the signs and symptoms of skin cancer often draw on the A hecdis® sun safety and the dangers of over-axposure to UV at a national and local level

fhigure 16) which helps people to tell the difference between a normal mole and a melanoma, and when they should seek

help. Given the critical role of GPs in early diagnosis, symptom awareness campaigns should fall underthe responsibility Recommendation 2: Interventions should be targeted at high risk groups induding deprived communities and men to
of the NHS Commissioning Board and cinical commissioning groups increass awareness of the signs and symptoms of melanoma and encourage them to present earier to their GP

Tha devalopmant of this raport wes supported by Hodha Preducts. Ediiorial corinod rernains with Sdn CancarlJK The devalopmant of this raport wes supportad by Roche Preducts Editonal comitrol remains wich SkinCancar UK
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The stage of a melanoma describes how deeply it has grown into the skin, and whether it has spread®.
Doctors use different scales to determine the stages of melanoma. THM stands for Tumcur, Mode, Metastasis:
+ T describes the size and nature of the tumour

» N tells you whether or not the cancer has spread to the lymph nodes

» Mtalls you whether or not it has spread to the rest of the body™.

Although registration of skin cancer incidence is comprehensive, recording of stage is less so, with MICE
estimating that nearly a quarter of cases do not have staging recorded™.

Figure 17: Percentage survival for more than 5 and 10 years at different stages of melanoma diagnosis'™"
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Figure 17 shows that efforts to diagnose cancer early are likely to have the greatest overall impact on survival. However, a
fifth of patients are diagnosed with advanced disease'™ when melanomas have spread to nearby lymph nodes (stage 3) or
elsewhere in the body (stage 4) such as the lungs, liver or brain or to distant lymph nodes or areas of the skin. Outlook for

advanced melanoma is much poorer, and for these patients it is im portant to focus our attention on improving their
outcomes and experiences - for exam ple, by extending their survival and improving their quality of life.

Significantly, more people aged 65 and overare diagnosed with malignant melanoma at a late stage than those under 65
(sea Figure 18). According to data from the Eastern Cancer Registration and Information Centre (ECRIC), between 2006-2008
seven per cent of 15-64 year olds diagnosed with malignant melanoma were at a late stage compared with around 20 per

cent of those aged over 65'@,

SKIN CANCER REVEALED

Figure 18: Percentage of people diagnosed within
each age-group with late stage malignant melanoma,
three year rolling average (1997-2008)"" H
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Compared to other rare cancers, the early diagnosis of melanoma is relatively high. Around 80% of melanomas are found
at an early stage when the chance of treating the disease effectively is very high™.

Figure 19 below illustrates the percentage distribution of cases in each part of body for men and women. For women, it is
most commonly found on the leg, whereas for men, it is more commonly found on the trunk®,

Head & Meck: 22% Head & Neck: 14%

Figure 19: Malignant

melanoma, percentage Trunk: 41% —_— Trunk:19%
distribution of cases
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Visiting the GP

Awareness is only an effe
have a negative attitude o

an understanding of their sympt st
rarer cancer waited for morethanth 5

reassure patients about the inpﬂmufsuhm

Figure 20: Routes to diagnosis of malignant
melanema in England (2007)'™
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ay seeking help, even when they might have

2t Cancers Foundation, four in ten respondents with &
. ms and seeking help'™. More should be done to

There are a number of other steps that
services shoubd take to drive earlier diagno-
sis for patients who have entered the system:

= Improving access to diagnostic testing
within primary care to enable GPs to
identify which patients should be refemed
rapidly through the urgent referral pathway
» Ensuring that patients with suspectad
malignant melanomia are referred
urgentlyto a local hospital skin cancer
or specialist skin cancer MDT

(LSMOT or SSMOT)

Research published by the NCIN shows that
a higher proportion of malignant melanoma
patients were diagnosed through the Two
Week Wait urgent referral route than the all
Cancer average, as set out in Figure 20,

Diagnosis following an emergency presentation was lower for skin cancer (3%) than for any other cancer'™.
This is particularly important given that one year survival for skin cancer patients diagnosed following an emergency

presentation is 61% compared to 97% for diagnosis through all other routes™",

Although overall melanoma patients are well supported through the urgent two week referral route, there is variation across
the country in how quickly patients are referred to hospital after sesing their GP. Data from the National Cancer Patient
Experience Survey in 2010 provide a more detailed picture of how quickly and effectively patients are managed at the
beginning of the pathway around the country™?. Not all trusts provided responses from skin cancer patients, and those with
fewer than 20 responses have not been included, as the results would not be statistically significant.
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Figure 21 shows the proportion of patients who saw a GP more than twice before referral to hospital

All patients being treated at Norfolk and Norwich University Hospitals NHS Foundation Trust, and Salisbury
MNH5 Foundation Trust reported seeing their GP just once ortwice before being referred to the hos pital,
while 17% of patients at the University Hospital Birmingham MHS Foundation Trust had seen their GPs more
than twice before being referred' ™. Overall, 9% of patients said that they saw their GP more than twice"™
~this suggests that some opportunities to refer appropriately from primary care and diagnose cancer more
quickly are being missed. Data have been analysed by secondary care provider. It is, however, important to
note that missed op portunities to identify signs and sym ptoms and refer accordingly will not be the fault of
secondary care providers,

Figure 21: Percentage of patients who saw GP
miore than twice before referral to hospital '™
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Waiting times for a first appointment with a hospital doctor also vary significantly around the country
as shown in figure 22.

While the majority of patients do see a hospital doctor within four weeks, in three trusts with responses from
skin cancer patients, County Durham and Darlington NHS Foundation Trust, North Bristol NHS Trust and
Plymouth Hospital NHS Trust, one in five patients had waited more than a month to attend an ap pointment™*,
The Department of Health has set waiting time standards of two weeks from urgent GP referral for suspected
cancer to frst hospital assessment. Significantly, 61% of patients who said they had seen their GP said they
waited two weeks or less before their first appointment with a hospital doctor. While it is not possible to
disaggregate patients who were referred through the two-week referral pathway, it will be important to
continue to build on progress against this target both to improve the experiences of individuals entering the

system, and expedite the patient journey.
Figure 22: Percentage of patients who walted no more
than four weeks for a first appointrnent with a hospital doctor'™®
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Waiting to see a specialist for a suspected cancer can damage a patient’s experience of care. it can be a stressful
and unsettfing period for patients. It can also allow their cancer to spread. It is heartening that most skin cancer
patients felt they were seen as soon as necessary (as shown in figure 23), although there are pockets of concam.
For example, in four providers over a fifth of patients felt they were not seen as quickly as they should ba.
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Figure ¥3: Percantage of patlents who felt that they were
588N as 500N as necessary by a hospital doctor *°
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The 105C also recommiends that 35% of skin can cer patients should begin treatment within two months of an
urgent referral'™. Awarenass raising activity will increase the number of patients coming into the system.

it will b= important to ensure that there s sufficient capacity and the right skills within secondary care to
manage the additional demand and ensure that patients requiring urgent referral are seen by a specialist as
soon as possible.

Initiatives to ralse awananess ofthe signs and symptoms of mel anoma must be properdy
evaluated by the Cabinet Ofhice’s Behavioural Insight Team to better un derstand the intervent ions whidh drive
behaviour change, and good practice examples should be di ssemi nated to local servi ces via the NAEDI

The Department of Health and Public Health England should develop joint
commissi oning indicators for skin cancer

Commissionars should ensure that providers adhere to agreed standards on cancer
whalting times for pati ents with malignant melanoma, including the two-week urgent referral pathway,
and baro months wait from urgent referral to treatment

SKIN CANCER REVEALED =~
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IMPROVING
OUTCOMES FOR "=
CANCER PATIENTS:

BETTERTREATMENT

The 105C highlights the critical role of appropriate treatment, delivered to a high standard, in
improving outcomes for cancer patients™. For skin cancer, treatment can take a number of forms,
including surgery, radiothermpy and drug treatment.

Delivering high quality treatment requires a number of factors:
» Appropriate access to multi-disciplinary expertise

= Adequate capacity to deliver treatment

+ Funding for the most appropriate interventions

Given the expected increase inthe numbers of patients requiring treatment, i will be vital that
commissioners plan ahead to ensure that these factors are in place.

Surgery

Most early stage melanomas can be treated through a wide local excision which may invelve removal of the lymph nodes
close to the tumour site™. The quality of surgery has improved with advances in surgical tech niques, resulting in less
invasive procedures and better outcomes™,

A briefing produced by the National Cancer intelligence Network (NCIN) shows variations in the proportion of patients
receiving major surgical resections for thirteen different cancer sites'®, The study shows a large reduction with age in the
percentage of patients receiving a major resection, even for patients over 50'®, For patients aged B0 or over, less than 29%
had a record of a major resection for sic of the thirteen cancer sites analysed'™. Skin tumours were not included in the
study, but given that the burden of melanoma falls heaviest in the over 6552®, it will be im portant for services to collect
data on active treatment rates for melanoma in order to evaluate the extent to which patients are able to access surgical
interventions that can improve thefr outcomes.

Once a patient has undergone surgery, it is important to put in place appropriate after care and ongoing support.
Surgery for skin cancer can, by its very nature, be dishguring. All patients should therefore have access to emational and

psychological interventions, as well as support and advice on coping skills, camouflaging advice, occupational therapy, as
well as any necessary reconstructive sungery™®.

Thia develnprmant of this report was supported by Aodhs Prodocs. Bditoraal cortnod rarmens with Shon Canicer LK
RO MMo 0622 f Decembar 2011
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Radiotherapy

Radiotherapy has a more limited role in the management of patients with malignant melanoma, but it is sometimes
given after an oparation to remove the lymph nodes, to reduce the risk of melanoma coming back in that area™.

Even with improved prevention and awareness, patients will continue to develop metastatic melanoma and itis
important that their needs are met. A very small minority of people with adwanced disease can still have their turmour
removed through surgery. Chemotherapy is often used for patients with metastatic melanoma as it can show down the
progression of the disease.

Treatment options for patients with advanced or metastatic malignant melanoma have historically been limited, and wntil
recently, there have been no major breakthroughs in the treatment of malignant melanoma in the last 30 years. Patients
are usually managed by a specialist oncologist and treatment nomally imeohves the administration of carboplatin-based
chemotherapy or dacarbazing™. Onlyan estimated 10-20% of patients respond to this treatment.

However, new treatments for metastatic melanoma will increase the choice and opportunities for patients with metastatic
disease. These treatments work in different ways, increasing a patient’s likelihood of responding to treatment; either by
targeting a particular gene mutation present in some melanoma patients or, by activating the body's immune system to
fight melanoma. This means that skin cancer patients will be able to benafit from increased survival and improved quality
of life, the kind of advances that have helped other patients with other cancers.

Howewver there are several challenges in ensuring eligible patients are able to access new melanoma treatments.. They
come at & high unit cost and they can require additional capacity in diagnostic testing, pathology and acute care. Itis
therefore vital that NHS services plan for the intreduction of these treatments, making sure that they have ap propriate
policies, funding and capacity in place to make them available to patients in a timely fashion.

For example, advances in the development of targeted treatments which are tailored to the particular bickgical charac-
teristics of the cancer, can help smaller cohorts of patients within a particular tumour grouping. In order for patients to
get the most out of these developments, it is critical that they are in a position to access high quality testing at the rght
stage of the pathway, so that clinicians can identify the most effective treatment for them. In skin cancer this would mean
a patient undergoing a test to see if their melanoma cells have a BRAF mutation =, Tests must be performed to a high
specificity at the right time, to ensure they are accurate and that patients do not miss out on the treatment that could
benefit them the most.

It is also important that new treatments are evaluated using the right evidence and in such a way which reflects both the
difficulties in generating evidence in small groups of poor prognosis patients, as well as the value that society places on
supporting peopla nearthe and of their life. NICE is able to axerdise additional fladbility for treatments used near the
end-of-life in small populations, reflecting these challenges™*. Itis critical that NICE uses this flexibility as it evaluates new
treatments for skin cancer, in order to redress the legacy of unmet need in this clinical area.
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| The Cancer Drugs Fund

S. It is intended to provide an interim
| ﬂqilnmtntmmﬂlmughthem-
ng system in 2014'®, The CDF also creates a vital
i treatments are appropriate for individual patients.

To date, over 5,000 patients have benefitted from the CDF across England™. The lack of newly licensed treatments means
that melanoma patients have gained less from the CDF than other cancer patients so far. Buta new option for treating meta-
static melanoma is now available that could be accessed through the CDF.

What treatments are included under the CDF?'*

The CDF Is designed to enable access to cancar drugs, Incuding:
« Those appralsed by NICE and not recommended on the basis of cost-effectiveness, or whera there
Is restricted access

= Those on which NICE has not or Is yet to issue appralsal guidance

= Near-label treatment {drugs licensed fora common form of cancer but that could benefita patient
with a rarer form of bieloglcally similar cancer)

» Radiopharmaceauticals

= Molecular diagnostic testing to ald targeted use of drugs for patients who are most likely to benefit

The COF is administered on a regional basis, through each strategic health a . If a clinician feals that a particular
treatment would be of benefit to their patient, that is not routinely available through the NHS, he or she can apply to the
CDF to fund the treatment.

Each SHA has developed a list of treatments that will automatically be approved if a patient meets the appropriate clini-
cal criteria. These treatments should be accessed quickly through the CDF as the majority of patients will have a small
window when they are eligible for treatment. Guidance published by the Department of Health states that priority lists
should be kept under regular review and should not be viewed as exclusive™. Applications for treatments that are not on
this list should be considered on a case-by-case basis.

Despite the publication of best practice guidance, the utilisation and administration of the COF varies around the country.

We have used the latest available data published by the Rarer Cancers Foundation to analyse the operation of the CDF in
differant parts of England.

EHH m m Tha desssloprment: of this report wes sopported by Foche Products, Editonial conirol ramairs with Skin Cancer LK
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Figure 24: CDF approval
rate by SHA {October
2010 - June 2011)"*

B 100.0%

B 95.0-99.9%
90.0-94.9%
85.0-89.9%
80.0-84.9%

Mational average: 93.7%

Figura 24 shaws that betwesn October 2010 and June 2011,
SHAs in the south of England approved a lowsr proportion
af applications. For example, NHS South Central approved
appraximately 76% of applications whereas NHS North East
approved every application it recsived ™. Some of this
wvariaticn is likely to be due to the different processes being
us=d in each SHAMe,

When considering the approval rates of each SHA, it is also
impertant to take inte account the rate of application which
shows the degree to which linizians are choosing to access
the Fund on behalf of their patients (se2 figure 25).

For example, MHS Yorkshire and the Humbsr approved 985
of applications but had the lowest rate of applications at 5
applications per 100,000 of the population™!,

Ther= is also significant variation in application rates.
Between Cctober 2010 and June 2011, NHS South East

Coast has received around twice as many applications as
NHS Maorth East. This issus requires further examination, but
could in part be due to the differences in the way that SHAs
assimilate funding requests and make decisions about which

Figure 25: Cancer Drugs Fund application rate per
100,000 of the population
2y SHA (October 2010-

B Over13.0

B 110-129
9.0-109
7.0-89
5.0-69

MNational average: 9.2

drugs they will fund. Population-based approaches used by
different SHAs wera desmed to improve transparancy,
eqquity and speed of decision making {decisions wers
sometimas made within days of a completed application
being submitted)"?, It will b= important to ensure that SHA:
creats the right envirenment which encouragss <linicians to
make applications based on the needs of their patients.

Eviclence from the Rarer Cancers Foundation suggests
that there are sufficient funds to make all treatmients that
clinicians wish to prescribe available to their patients.

In the first six months of the Fund, just over half of the £50
million allocation was used although the demand an the
Fund is increasing owver time™,

SHAs should therefare pay attention to application and
approval rates in theirarea and take steps to ensurs that
patients are ableto access the same range of drugs as
patients living elsewhere, and that local clinical panels
respond effectively to the growing needs of melanoma
patients with advanced disease in their arsa.

5“'” 'EAHEEH HE"!‘EALED Tha devalapmant of thiz report was supportad by Roche Produces. Editodal cortrol remains wich SlanCancer UK
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Following treatment it is important for patients that
they are well-supported in their recovery, and that
they are able to leave hospital as soon as
appropriate. There are usually variations in patient
discharge even among patients admitted with
similar conditions both within and among
hospitals. These can be explained in part due to the
wiay that different processes are managed such as
ward rounds and in patient tests™®, as well as the
need to carefully manage complex individual cases
-but other factors can include a patient’s prepared-
nass for treatment and in the instance of cancer, the
extent to which more invasive surgery is required.

Aside from improving the patient experience,
reducing the length of stay releases capacity in the
system but requires effective planning of the whole

¢ . A 147
diagnosis of skin cancer

400

5.0

Number of days
ot
&
=

process of care, as well as active discharge planning.

Figure 26: Average length of stay for elective and emergency patients admitted with a primary

RCT

Figure 26 shows that patients admitted as an
emergency have a longer length of stay in hospital
than those who are admitted as elective patients™e,
Some of the data is affected by a small number of
patients in particular areas, so the major outliers
have been remowved. It may be possible to explain
thesa trends in a number of ways. Firsthy,
emergency presantations are more likely to be for
melanoma that has spread, and may require more
invasive surgery, for example to remowve nearby
ymph nodes —this in tum may require longer
periods of recovery in hospital.

Secondly, for patients with skin cancer,
delivering planned rather than emergency surgery,
can increase a patient’s preparedness for treatment,
and reduce the overall trauma for the patient,

supperting faster recovery and discharge times.

B Elective

Emergency

ippeartad by Rocha Prod ucks Edriconal cormol rerains with Skin Cencer UK
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Figure 27: Average length
of stay for elective patients admitted
with a primary diagnosis of skin cancer

Mational average: 3.5

Figure 28: Average length
of stay for emergency patients admitted
with a primary diagnosis of skin cancer

Mational average: 1222

rezluca length of stay whers possible and appropriate for the
patient. Forexample, the enhanced reco
signed to minim
rodly during surgery in ardes
reduce in-pat

Figuras 27 and 28 show significant variation around the
country in terr :
and emergenc

Ipport

he ERP are
"t-.=|':.l'.=|l'|r.‘| the
ratients admitted as an 2 uncler-going

rgency were in h Fter traatment. treatment by freeing up capacity™®,
Given that individua
Surgery for melanoma is not curently one of the
C vered by the ERP but the key components of
, which include sarly pre-operative
ent, planning and preparation and reducing the
he operation, are more difficult to achisve with

that some patients
require a longer period of . al, some degres
af variation in length of stay is inevitable. Howewver,

averall performance, by drawing on principles of goo<d
practice — both in terms of the overall provision of care, and
the process of dischargs itsslf.

melanoma patients (as eler rather than emergency
patients) are better placed reamline the patient
pathway This improves the overall patient cutcome and
It will bie impaortant for providers with longer hos pital stays aperience as well as the cost-effectivensss o
to review their processes, and put measures in place to
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Multidisciplinary teams

h cancer should be formally reviewed by a specialist taam™*.
f with the necessary knowledge, skills and experience to
focus of the MDT is a patient's primary treatment'®,

55 to the best possible treatment for them, and that each

The National Cancer Action Team's Mational Cancer Peer Review Programme 2009-10 for skin services, showed that many
skin MDTs were in an early stage of development, and that inadequate MDT membership and

attendance affected the majority of teams in some way™'. 32 teams reported having no CNS available, in many instances
because of a lack of funding or bacause funding had been withdrawn. A further 32 teams reported that CNS capacity
affected MOT attendance and availability to support patients right across the pathway.

There was some variation in the degree to which the local skin MDT and specialist skin MDTs demonstrated that they were
using effective systems for providing co-ordinated care to individual patients, as demonstrated in Figure 29. Meanwhile,
a majority of MDTs were unable to show that they were continuously improving their service including both dinical
effectiveness and the patient experience, as shown in figure 30,

Figura 20: Percentage of MDTs that demon-
strated they had effective
systems for providing coordinated care to

Figure 30: Percentage of MOTs that demon-
strated they had continuously improved their
service induding both dinical effectiveness

individual patients and the patient experience

Loxal skim MDT Specialist skim MDT Lecal skin MOT Specialist skim MDT
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ensure that patients can benafit from the axpert input d'tlu

MDT in a timely way to support high quality,
patient-centred decision making.

Recommendation 6: NICE should review new treatments for -
advanced melanoma using the agreed criteria for end of life
Treatments

Recommendation 7: Clinical Commissioning Groups should
ensure that patients can access treatments that are
recommended by NICE in line with the NHS Constitution and
patients should be able to appeal to the NHS
Commissioning Board when this duty is not upheld

Recommendation 8: Cancer Drugs Fund clinical panels
should regularly reviewthe evidence for the inclusion of
new treatments for melanoma, so that dinicians can
access the treatrments they feel will benefit their patients in

atimely way

Recomm endation 9: The NHS Commissioning Board should
develop acommissioning plan to support the delivery of
effective molecular diagnostic testing through centres of
excellence

Recomm endation 10: Providers should where possible
follow the principles of the enhanced recovery programme
1o improve the experiences and outcomes of patients,
and improve the efficiency of surgery

Recommendation 11: Clinical Commissioning Groups
should ensure that they plan capadity effectively

1o accommodate an increase in demand for

services, induding the support of MOTs to pro-

vide high quality expert input to the treatment

and care of all skin cancer patients

mH MH M.ED Tha devalapmant of the report wes supportad by Roche Preducts Editonal comtrol remains wich SlanCancar LK
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IMPROVING
QUALITY OF LIFE
AND PATIENT
EXPERIENCE

ﬂlpuq:ulul:eurdqﬂltynf life of cancer patients.

Patlent experience

: 1' .
There is now comprehensive information available on the experience reported by cancer patients, including those with
mielanoma. More than 67,000 patients participated in the 2010 survey, including 1,322 skin cancer patients™?.
Some data for melanoma patients have been made available at a provider level, enabling a detailed picture to be
developed of experience across all aspects of the patient pathway

Figure 31 shows the experience of melanoma patients in relation to information provided to them. it llustrates that on the
wholbe there is scope for improvement. [tis, for aample, concerning that only 60% of melanoma patients reported being
given written information about the side effects of treatment ™. This is particularly concerning because treatments for
metastatic melanoma can result in significant side effects, which can be managed, but only if patients are aware of them
and know when to seek help.

Figure 31: How melanoma patients reported access to information on diagnosis and treatment'™
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Furthermore, the national result masks large variations between providers, as demonstrated in figure 32.
Only 42.9% of melanoma patients in Mid Essex Hospital Services MHS Trust recalled being offered written
information about the type of cancer they had compared to the best performing trusts on this quastion
{Cambridge University Hospitals NHS Foundation Trust and Royal Deven and Exeter NHS Foundation Trust),
where 85.7% of patients said that they received written information on their cancer',

Figure 3Z Percentage of providers where patients did not recall
being offered written information about their cancer'™
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Improving the malignant melanoma patients’ experience

Although the findings of the NCPES suggest that many patients have a positive experience of their
treatment and care, there is clear room for improvement and the data generated from the 2010 survey

must be used asthe basis for doing so.

The survey made clearthe critical importance of clinical nurse specialists in ensuring that patients have a
positive experience of treatment and care. Patients who reported that they had access to aclinical nurse
specialist also reported a more positive experience of other aspects of their care, such as access to verbal
and written information, information on finandal suppornt and prescriptions, discharge information and
post-discharge care, and emotional support'™, This is because clinical nurse spedalists have in-depth
knowledge of the physical, psychological and social effects of a specific condition and play an integral role

in the management of patient care.

However, access to cancer CNSs varies both geographically and by tumour site, leading to inequalities in
patient experience as the patient experience survey found. 75% of melanoma patients participating in the
survey reported that they wera given the name of a clinical nurse specialist who would be in charge of their
care, below the average for all tumour types, 384%™, Again, however, this masks substantial variations
between providers as figure 33 illustrates. At the Christia NHS Foundation Trust, only 33.3% of patients
said that they were given the name of the clinical nurse specialist in charge of their care, compared to
B1.5% of patients for all tumours'™. In contrast, at University Hospital Birmingham NHS Foundation Trust,
of melanoma patients reported that they were given the name of a CNS™,

Figure 33: Patient was not given the name of the dinical nurse specialist in charge of their care™
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That patients should have access to a clinical nurse specialist is not a new concept.
Improving Dutcomes for People with Skin Tumowrs, published in 2006, recommends that:
*Each Local Skin MDT and Spedalist Skin MDT should have at least one skin cancer clinical nurse spedalist {CNS) who

will play a leading role in supporting patients and carers. There should be equity of access to information and support
regardless of where the care is delivered” "=,

Improving Owtcomes for People with Skin Tumows also recommended that patients should be invited to bring someone with
them to their consultation. The NCPES, found that on average only 60% of skin cancer patients were told they could bring a
family member or friend with them when they were first told that they had cancer, the lowest of all tumour ty pas ',

It should be noted that the survey also contains useful anecdotal feedback from patients, some of which is concerning.
For example, one melanoma patient reported:
*The way | was told was appalling - a copy of the letter which had been sent to my GR It then took 10 weeks
before my op despite being told several times it would be 2-3 weeks. It took over 2 weeks to get my first
appointment after receiving the diagnosis which I didn’t fully understand. Getting info from the NHS is like

getiing blood ouwt of a stone - the only helpful people were the cancer helpline at the hospital [ only found
out about them because | looked in the phone book™ ™=,

The survey also asked patients whether they recalled being offered a choice of treatment. As discussed in the previous
chapter, choice of treatment for melanoma patients has, until recently been very limited. Unfortunately these data are not
available at an MOT level, however 78% of melanoma patients said that they were offered a choice of treatment'=.

Recommendation 12: All providers should critically ap praise the findings of the National Cancer Patient Experience
Survey and act to address any weaknesses identified. Verbatim feedback should be used to add colowr to numerical findings

Recommendation 13: Commissioners should use the information in the Mational Cancer Patient Experience Survey as the
basis for incentivising providers to improve the quality of care they deliver through the CQUIN framework
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EXPENDITURE
ON SKIN CANCER

Information on expenditure on skin cancer is fundamental to planning high quality services. An analysis of the pro-
gramme budgeting data reported by PCTs for skin cancer for 2009-10 shows there are extensive variations in the level of
expenditure reported by commissioners, even when the data are standardised for age', =,

Figure 34: Skin cancer programme budget expenditure per head of the weighted population [2009-10)'= 7o
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Figure 35: Skin cancer programme budget
expenditure per head of the weighted
population { 2009-10)171 172

It is natahle that expenditure is not always aligned
with need, or indzed outcome. For exampls, HHS
Comwall reported average expenditure p2r capita,
despite having amangst the highest levels of inci-
dence, as shown in figure 36172174

These data do not cover expenditune on prevention or pre-diagnosis
investigations, but do include primary and secondany care services,
including prescribing expenditure. Furthermore, the Maticnal Audit
Office has identifisd some incansistencies in the wayin which
expenditursis mported, which nesd addressing

Figure 36: Percentage change in skin cancer
programme budget expenditure per head
of the weighted population

(2008-00 = 2009-10)73 178

It is notable that 27 PCTs re ported expenditure
more than doubling from 2008-09 to 2009-10,
while 7 PCTs reduced their expenditure by
more than half over the same period as set out
in figure 36.

T 1114

Perconizige Cranga

It is therefere clear that we need to intreducs additicnal
scrutiny, prioritisation and incentives within the system,

to support commissioners to plan and deliver services in a
robust way. Commissioners also need support and guidance
ta fulfil their duty to secure high quality and cast-effective
services on behalf of the lecal population.

These variaticns requite much coser examination and we
cannct draw conclusions about what they show. However,
we can observe that:
+ There are concarming insgqualities in expanditure on skin
cancer, potentially caused by inadequate arinaccurate
assessments of local nesds
» There may be variations in the cost and efficiency of
services around the country Recommendation 14 Commissicners reporting a significant
+ There may be inaccuracies in the way that procedures are fluctuation in expenditure on skin cancer should critically
coded and expenditure is recorded, which could result in appraise the reasons for this and should publish
commissicners being given misleading informaticn on siplanations in their annual reports
expenditurs

Recommendation 15: Commissicners which are outliers in
Nenetheless, programme budget data remain the best terms of reported expenditure should assess whether the
available and should be used by commissicners in planning  level of funding they are allocating to skin cancer is
future requiremants, Apprepriats

with Skin Carcer LK
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FRAME- DOMAIN DOMAIN SUPPORTED BY GOOD QUALITY CARE
WORK NUMBER FOR PATIENTS WITH SKIN CANCER

PUBLIC Helping peopleto live Awareness about the risks associated with
HEALTH  healthy lifestyles over-exposure to the UV radiation to reduce

the incidence of skin cancer

Reducing the number of Prevention and awareness raising about the
people living with pre- signs and symptoms to reduce incidence/in-
ventable ill health crease early detection and improve prognosis

AL
i Ensuring that patients are diagnosed early and

I _ Can access appropriate treatment to increase

U S I N G DA relative survival
. i Good quality care for melanoma patients to
g support earlier detection, access to the bast

¥TO SUPPOR e
-

i Patients with melanoma being well supported
- i g to manage their condition through access to
- = itio appropriate advice and care
P Helping people to recover Increase in the proportion of skin cancer pa-
from episodes of ill health tients admitted as elective rather than emer-
i - or following injury gency cases, reduced length of stay

High quality information, support and treat-
ment for patients with skin cancer to improve
their experiences of care

\-

A primary use of infermation an health nesds and the
oquality of services should be to inform strong com-

Ensuring that care and treatment for skin

missioning, with the intention of improving cutcomes cancer patients is provided safely to reduce the

and ensuring efficient sxpenditure incidence of medication errors causing serious
- harm

Using data to focus on

OoUlCcomes iIm provements 1 SOCIAL Social care-related Skin cancer patients can access effective care

CARE quality of life services when they need to, to help them
The Gavernmant has published a szriss of cutcomes maintain a working, family and social life
framewarks for public health, MHS and social care
services in either draft or final form, which set out
the high level cutcomes against which services will
be assessed '™ 87 Thase should be a key focus for
commissioners and will require access to data inord=i Enisuring carers fesl imvohsed in decisions about
o assess progress. The table right shows how i e the person they care for

improving services for people with skin cancer will ‘

Delaying and reducing the Providing effective emotional and psychological
need for care and support support to enable patients to live independently

make an important contribution to delivery of the
damains contained in the 2ach framswork.
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Applying outcomes measures to improving quality

It will also be.
to enable rea

'FEﬂEnH{ﬂug-..'d i e i '
+ Patients diagnosed following emergency presentation
« Patients rd‘medhrmtlhvesﬂgaﬁnn

Ensuring commissioning is based on expert input

« Prapaortion of patients referred for urgent investigation subsaquently
diagnesed with skin cancer

Cancer netwarks have played an important rale in improving senvices and
should now facus on ensuring commissioning is informed by appropriate
multidisciplinary expertise. Evidence suggests that four in five GPs belisve
that clinical commissioning groups will need specialist support if they are
to commission cancer services effectively'™. The rale of networks should
include identifying and applying data to improve the quality of services™1,

« Active treatment rats

« Access to MICE-approved treatments

One mechanism for identifying and measuring key quality measures will b=
thraugh NICE quality standards. Given the historic lack of effective interventions

forsome areas of the p:atient pathways, it_ will b= important that MICE prioritises the . ; : o Al - Recommendation 16: NICE should develop the proposed quality
development of a quality standard for skin cancer A WO . ' TR standard on skin cancer as a priority and should consider
o developing a dedicated quality standard on malignant melanoma

Incentivising improvements in quality

- b - " == Recommendation 17: The Public Health and NHS Outcomes
Data should also be used to incentivise improvemeants in quality. A range of incentives ! L e PR R e i Frameworks for 2011-12 should include measures to improve
should be used, includling: | T :"E':. - s e ; gt ¥ - outcomes in skin cancer covering prevention, early detection and

effective treatment and managemant
+ The Commissioning Cutcomss Framewark which will be

used to reward improvements in outcomes delivered by - p
commissianers 1 , b _ : i e . Recommendation 18: A range of incentives should be developad to

support commissioners in improving the quality of care for skin cancer
+ The Commissioning for Quality and Innovation

(COUING payment framewark, which will be used to
rewsard improvements in quality delivered by

: Recommendation 19: Cancer networks should provide expert
secondary care providers

advice to commissioners. In order to ensure that appropriate advice
is available on skin cancer, networks should include melanoma

« The Quality and Outcomes specific reference groups

Framework rewards GPs for their
role in providing high quality care
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CONCLUSION

Good quality and accur
helping to ensure that:

proving skin cancer outcomes by

oy . 3
. Commissioners are able to make decisions on the basis of quality and plan services to
maat the rising health impact of skin cancer

. Providers can learmn from each other and introduce quality and efficiency
improvements
. Patients can be assured that they are getting the bast possible service at every stage of

the pathway - induding early diagnosis, treatment, care and support - and are able to
make informed choices about what care they wish to receive

. The public can monitor progress in improving skin cancer outcomas

This report brings together much of the information which exists on skin cancer, enabling a
critical appraisal of the variatiens which can occur between different areas of the country.

It is now for commissioners, providers, patients and policy makers toe use these data as part of
their efforts to improve outcomes.

Az the number of skin cancer patients is set to rise, it is critical that NHE commissioners plan ahead
fo ensure that patients have access to high quality, multidizciplinary teams who are best able

to plan their treatment and care. We know that access to a dinical nurse specialist dramatically
improves a patients expenence of theircare. High guality infarmation and support, combined
with access to the best diggnostic testing services and treatment will create new apportunities fo
improwve outcomes and extend sunvival - this repart tells us, it's time to act new’

Professor Barry Powell, National Clinical Adviser for Skin Cancer, Consultant Plastic Surgeon
and Member of BAPRAS
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