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Foreword

Foreword

By Susanna Daniels, CEO, Melanoma Focus

Melanoma skin cancer is the 5th most common cancer

in the UK and skin cancer clinical nurse specialists play a
crucial role in patient care. At Melanoma Focus we hear
from patients through our Melanoma Helpline, support
services and patient surveys about how invaluable people
find the support of their nurse specialist. The role they
play cannot be overstated and includes coordinating
care, prescribing, running independent clinics,
explaining test results and providing medical, practical
and emotional support.

However, we know that many melanoma skin cancer
patients in the UK do not receive the support of a skin
cancer nurse specialist. We also hear from nurses and
other healthcare professionals across the country that the
workload of skin cancer nurse specialists has increased
significantly in recent years, and many nurses simply
don’t have the capacity to give all patients the support
they know they need. Part of this is because melanoma
skin cancer cases are worryingly escalating in the UK,
but critically also because treatments for advanced
melanoma have been revolutionised over the past decade
and prior to this, there were no effective treatments. More
patients are surviving and living alongside their advanced
melanoma which is fantastic news, and we need the
workforce to support these patients.

The first ever skin cancer nurse specialist census,
undertaken in 2021 by Melanoma Focus and the British
Association of Skin Cancer Clinical Nurse Specialists,
painted a worrying picture of variation in access to

skin cancer specialist nurses across the UK. It shows a
workforce that is overworked and understaffed with one-
third of regions being under-resourced and inadequate
lymphoedema services across the UK. This report builds
on the census with patient and nurse insights into what
these variations and pressures mean for patient care.

Worryingly, we found that nurses now often have to
deprioritise support to early-stage melanoma skin cancer
patients. They are unable to give the care that they want to
all their patients and occasionally ‘access to clinic nurse
specialist support’ is simply a box ticked, a form with their
details on but no meaningful relationship or support.

Positively, there are some clear solutions to these
problems: we know these shortfalls can be solved
with national investment in the cancer nurse specialist
workforce in all four UK nations, with a focus on skin
cancer nurse specialist roles. NHS Trusts need to audit

1 NED stands for no evidence of disease (in remission)

and plan their skin cancer nurse specialist workforce,
including succession planning and training new team
members. Trusts also need to invest more in support staff
who can cover more administrational functions and free
up Skin Cancer CNS time, and invest in befriending,
peer and educational services that empower patients to
support themselves and each other.

The development of new plans in England, Scotland,
Wales and Northern Ireland provides the perfect
opportunity to address these challenges, to plan for the
future and to ensure that every melanoma skin cancer
patient benefits from the support of a skin cancer

nurse specialist. We urge all Governments across the
UK, and all NHS Trusts and Health Boards, to address
these challenges with workforce planning, training and
investment in the skin cancer nurse specialist workforce.

Melanoma is one of the UK’s most rapidly-increasing
type of cancer, with around 16,202 new cases every
year. Quite simply, the current situation is unsustainable.
At Melanoma Focus we will campaign on this issue
until every UK melanoma patient has access to the vital
support of a skin cancer nurse specialist.

“[My CNS provided] invaluable support on a weekly
basis. Advice, information and emotional support.”

Stage 4 patient, Scotland

“They went above and beyond. | could not have
survived without them.”

Stage 4 patient, now NED', North West

“| used to have a busy clinic with around 35 patients
(half melanoma stage 3 upwards). Now my clinics
have 50 patients, plus 10 to 30 telephone calls to
make. It has tripled in three years. There's no way |
can support those patients as well as | was able to.”

Skin Cancer CNS
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1. Executive summary and recommendations

The first ever skin cancer nurse specialist census,
conducted in the Summer 2021, showed that skin
cancer clinical nurse specialist (Skin Cancer CNS)
availability and capacity is variable across the UK, with
92% of Trusts employing at least one Skin Cancer CNS
(clinical nurse specialist), workload increasing in 82% of
places, and workload already exceeding capacity in a
third of places.!

NICE guidance, ‘Melanoma: assessment and
management’ (2015) states that, “each LSMDT [local skin
cancer multidisciplinary team] and SSMDT [specialist
skin cancer multidisciplinary team] should have at least
one skin cancer clinical nurse specialist 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.”

The census found that the Skin Cancer CNS role is
hugely variable with 42% independently prescribing and
over half of CNSs conducting independent clinics and
30% leading multidisciplinary team (MDT) meetings.
The recent Cancer Patient Experience Survey results

for England highlights further the vital role that Skin
Cancer CNSs play. For example, 25.8% of skin cancer
patients responding to the survey were told about their
cancer diagnosis by a nurse, compared to 8.9% of all
cancer patients nationally2. It should be noted that there
were 1,961 skin cancer patients in the Cancer Patient
Experience Survey and approximately 80% of these
patients had an early-stage disease.

There are clear discrepancies in the type of work
undertaken and this is a potential area for development,
yet the AfC banding of skin cancer CNSs appears

to be drifting downwards despite the considerable
responsibilities undertaken.

There have been impressive advances in melanoma
treatments over the past decade, such as
immunotherapies for metastatic and adjuvant disease,
that have dramatically improved outcomes and increased
survival rates. Prior to this there were no effective
treatments for advanced melanoma. This is fantastic for
patients and has resulted in a step-change in workload
demands which need to be recognised by Trusts with
adequate planning and resources. These are complex
cancer treatments that have been pioneered in the
melanoma field, and mean that the Skin Cancer CNS role
is more complex and demanding than ever before.

Planning and investment are needed for the melanoma
workforce to ensure the best care is available everywhere,
and that there is workforce capacity for follow-up and
support for people living with and living after melanoma
skin cancer.

The 2021 nurse census showed that Skin Cancer

nurses reported a varied response to their role and job
satisfaction. The most common descriptions of the post
were ‘challenging’ (29%), and ‘rewarding’ (29%), while
the next most common descriptions were ‘exhausting’
(13%), ‘exciting’ (12%) and ‘overwhelming’ (10%).
Additional resources are required to build a balanced
workload to overcome the 1 in 7 Skin Cancer CNSs who
are suffering from exhaustion due to their role.

Experiences of patients who contact the Melanoma Focus
skin cancer nurse-led Helpline and support services
show that access to a clinical nurse specialist makes a
huge positive difference to the experiences of melanoma
skin cancer patients, but not all patients receive this
support. This is supported by a recent online snapshot
survey of patients (March 2022), where 68 of 82 patients
(83%) had been assigned a CNS. The comments from
patients about the role that Skin Cancer CNSs played in
their care were overwhelmingly positive, giving a variety
of examples of how vital their support had been. For
example, when asked about the role of their CNS in their
care, answers included:

“| can't even imagine getting through it without
them. The anxiety of not having someone | can reach
virtually the same day to talk about anything that's
bothering me would be insurmountable.”

Stage 4 patient, Yorks and Humber

“They give us their all. Couldn’t do it without
them. Often they pull things together so all your
treatments/surgeries run smoothly.”

Stage 4 patient, South East

1 https://melanomafocus.org/for-professionals/educational-resources/skin-cancer-nurse-specialists-campaign/

2 National Cancer Patient Experience Survey 2021, question 11: https://www.ncpes.co.uk



“Superb. Informative, kind and accessible... at every
stage.”

Stage 4 patient, now NED, South East

“They gave me hope.”

Stage 4 patient, South East

One patient explained the vital role that Skin Cancer
CNSs play, but noted that their experiences showed that
many patients do not receive this essential support:

“| think a CNS is fundamentally important to ensuring
the patient gets guided through the treatment
pathway and to provide the support and comfort as
and when needed. | don't believe enough patients get
CNS support or support from a CNS trained in the
additional challenges and burdens faced by patients
and their families such as fatigue, anxiety and in
time grief.”

Stage 2C patient, South West

However, the patient survey as well as the National
Cancer Patient Experience Survey shows that almost 20%
of melanoma skin cancer patients do not receive the
support of a Skin Cancer CNS.3

The Skin Cancer CNS Census and nurse focus group both
show that Skin Cancer CNSs are facing unprecedented
capacity pressures with increasing patient numbers

and increasingly complex caseloads. There is a lack

of workforce planning and investment, and a need

to relieve pressure on Skin Cancer CNS workloads
through additional administrational support capacity
and investment in peer groups, befriending services and
educational events.

Given the central nature of Skin Cancer CNSs to
patient care, these issues need to be addressed as a
matter of urgency.

The Skin Cancer CNS Census also identified a lack of
lymphoedema services in some regions (38% of Trusts
offered a lymphoedema service). Given the impact

of lymphoedema on patient quality of life, a national
priority should be to ensure that all patients can access
specialist support equally, wherever they are living.

1. Executive summary and recommendations

Recommendations

1. Every UK Government should develop cancer

workforce plans that ensures appropriate investment
and resources to enable every melanoma skin cancer
patient to receive the support of a Skin Cancer CNS.

2. NHS Trusts and Health Boards should review and plan

their Skin Cancer CNS workforce needs to ensure
that every melanoma skin cancer patient receives the
support of a Skin Cancer CNS now and in the future.
This should involve:

* Adequate support staff capacity to take on
administrational tasks to alleviate pressures and
allow for Skin Cancer CNSs to spend more of their
time on clinical and holistic support.

* Adequate protected time in skin cancer job plans
to ensure personal development is prioritised.

* Training to ensure adequate Skin Cancer CNS
capacity for the future, particularly in services
where there are staff nearing retirement.

* Investment in befriending, peer and educational
programmes that will support and empower
patients.

* Clinical supervision time for all Skin Cancer CNSs
with mental health support when needed.

3. Given the impact of lymphoedema on patient quality

of life, NHS England and health services in Scotland,
Wales and Northern Ireland should review and

plan services to ensure that all patients can access
specialist support equally, wherever they are living.

3 The last National Cancer Patient Experience Survey for England (2021) shows that 82.2% of people with skin cancer who took part in the survey
were given the name of a main contact person for their care, e.g. a CNS: https://www.ncpes.co.uk/2021-national-results/
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2. Methodology

This report is based on findings from three sources:

* The Skin Cancer Specialist Nurse Census 2021
(Corrie, Kotecha and a Rammanohar, 2022): This
census surveyed all secondary care trusts across
the four nations, Melanoma Focus members and
BASCSN members, requesting information regarding
skin cancer specialist nurse posts. 112 responses
were collected with 108 analysed (87 in England
across all Cancer Alliances and 11 in the devolved
nations) which represented 58% of trusts. 92% trusts
had at least 1 established CNS post. The full results
are available on the Melanoma Focus website
https://melanomafocus.org/for-professionals/
educational-resources/skin-cancer-nurse-
specialists-campaign/.

A snapshot online patient survey, conducted between
8th March and 8th April 2022 by Melanoma Focus,
that asked melanoma patients about their experiences
of support from skin cancer nurse specialists. This was
promoted on Melanoma Focus’ social media channels
and on the patient Facebook forum, Melanoma
Mates. It was completed by 82 melanoma skin cancer
patients from across the UK.

A focus group of 4 skin cancer specialist nurses
conducted in April 2022. The draft of this report was
circulated to a further 7 Skin Cancer CNSs for input,
and their feedback was added to the report.
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3. Insights from patients: The role skin cancer
nurse specialists play in patient care

From 8th March to 8th April 2022 Melanoma Focus

ran an online survey inviting patients to share their “On the one occasion | was admitted to hospital she
experiences of support from a clinical nurse specialist. found out | was there and came to see me. That

82 melanoma skin patients took part and 68 of these meant a lot to me. She cared and | didn't feel like just
patients (83%) had received support from skin cancer another patient. Without my CNS at times | don't think
nurse specialist. | could have got through it."

Benefits of support from a Skin
Cancer CNS

Stage 3C patient, South West

Where patients had received support from a skin cancer
nurse specialist, the vast majority of their comments were
positive about the support they received. Some patients
stated that they would not have been able to get through
their treatment without the support of their skin cancer
nurse specialist:

“[My Skin Cancer CNS provided] friendship,
information, organising appointments with other
specialists, encouragement, hugs, tears, always
returned calls or emails.”

| could not have held it together without them. Stage 3 patient, South West

“[I'am] unable to put into words, the support is

Stage 3 patient, South West incredible.”

“They went above and beyond. Could not have

rvived without them.”
su e outthe Stage 3c patient, South East

Patients highlighted how important it was for them to have
a Skin Cancer CNS to coordinate their care and to be able

Stage 4 patient, NED, North West . .
age & patient, now orth fies to contact them if they had questions or concerns:

“| would not have agreed to treatment without her.
Also, | would not have undergone and completed the
treatment... | have a very severe (morbid) phobia of
doctors and hospitals. My CNS was single-handedly
responsible for getting me to accept treatment and
getting me through that treatment.”

“They were my go-to whenever | had questions
or worries. They made a very difficult situation a
lot more bearable and were a big support when
treatment didn’t go to plan and we hit setbacks.”

Patient in remission, South East
Stage 3D patient, now NED, East of England

“[It made] a massive difference knowing there was

Many patients described how their cancer nurse I
someone to reach out to.

specialist went ‘over and above’ in delivering
personalised care:

Stage 3C patient, North West



“They give us their all. Couldn't do it without
them. Often they pull things together so all your
treatments/surgeries run smoothly.”

Stage 4 patient, South East

“| knew they always had time for me, and they gave
me confidence that my treatment was on the right
track. They also co-ordinated well.”

Stage 3B patient, South East

“The pathway through from initial diagnosis to surgery
and into immunotherapy was made smooth and
worry free.”

The changing role of skin cancer nurse specialists and their essential role in melanoma skin cancer patient treatment and care | September 2022

“l am lucky to have one at both of the hospitals who
are currently treating - one for my plastic surgery
mole mapping etc, and one for my immunotherapy
treatment - they have been amazing and always there
to answer my questions and have been my go to if |
have any concerns - they have also taken me through
any treatments | was to undertake so that | fully
understood what | was going to have done and side
effects etc. They have been marvellous and helped
me on my daily rocky road.”

Stage 3A patient, now NED, North West

“She was invaluable as someone | could contact
without bothering the Drs. She also gave me some
results. She visited me after my operation.”

Stage 3C patient, West Midlands

Stage 4 patient, East of England The provision of emotional support provided by Skin
Cancer CNSs was highlighted as a vital role by many

patients:

“They answered any and all questions. Because of
Covid, | never saw a doctor (apart from signing
consent) and so they were my only port of call to
answer my questions.”

Stage 3C patient, Yorks and Humber

“They are there in every stage of diagnosis and
treatment and offer advice and listening ear. My
CNS has provided complete clinical support from
diagnosis through treatment, is present at every
consultation, available to clarify any questions and
was there for me every day when | was an inpatient
for 3 weeks during my immunotherapy treatment.
She has also provided emotional support for not just
me but also my husband. She gets to know you as a
person.”

Stage 4 patient, South East

“She answered questions and gave emotional support.
In the early days she took time after my appointment
with consultant to make sure | understood everything
and helped so much with emotional support. She
gave advice on how to talk to family about diagnosis.
| always felt so relieved when she was there at my
appointments.”

Stage 4 patient, East of England

“It was very difficult being diagnosed with Melanoma
during Covid but my nurses gave me the support
they could. They were amazing on the telephone and
spoke with my husband and | at length. They helped
me understand my diagnosis and sent out leaflets,
my nurse was also there when we met the surgeon
and then at subsequent appointments have been sat
in there with me as my husband could not be there.”

Stage 3 patient, now NED, Yorks and Humber

Cancer treatment pathways are often complex and many
patients described how they valued the role that their
Skin Cancer CNS played in supporting them to navigate
and understand their pathway:



“| have had a complicated pathway and the help has
been incredible.”

Stage 3 patient, South West

“She was very reassuring, knowledgeable, available,
chased my results, carried out skin and node checks
when locum did not do it properly.”

Stage 1B patient, now NED, North West

“| felt fully supported and in the early stages of
diagnosis and treatment less bewildered by the NHS,
having previously been healthy.”

Not specified, London

“The pathway through from initial diagnosis to surgery
and into immunotherapy was made smooth and
worry free.”

Stage 4 patient, East of England

3. Insights from patients: The role skin cancer nurse specialists play in patient care

Insufficient Skin Cancer CNS support in
some cases

Whilst the majority of respondents to the patient survey
described extremely positive experiences of care from
their Skin Cancer CNS, it is important to note that 14
patients (17%) who responded had not had access to the
support of a Skin Cancer CNS and 6 patients reported
that they had not received the care they expected and
needed from their Skin Cancer CNS. This is also reflected
by the calls to the Melanoma Helpline with some
patients calling who are ‘in between’ services such as
dermatology / surgery / oncology.

One patient had never met their Skin Cancer CNS and
others reported that their Skin Cancer CNS support
was unable to give them the time they needed, and the
support felt more like an administrational function than
holistic support:

“[1 was] diagnosed during covid so CNS contact was
poor. [The CNS] met me prior to surgery just to
hand over some documents and then went. | didn’t
understand who she was or what she did. Sadly it felt
like an admin function... When having treatment | had
no contact until | was returned back to the plastics
team. Some support would have reduced anxiety and
worry immensely.”

Stage 3C patient, North West

“They gave me pamphlets and asked me to fill in a
questionnaire about my concerns but they didn’t
follow up and when | asked for extra help and advice.
| felt | was being palmed off. Didn't feel like there was
real substance or genuine interest with the nurse
who was assigned to me.”

Stage 3 patient, North West
“Very minimal hardly any contact unless |

contacted her.”

Stage 4 patient, East Midlands
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4. Insights from skin cancer nurse specialists:
Changing roles, workforce pressures and the
impact of new treatments

“We are the problem solvers”

Skin Cancer CNS, London

The Skin Cancer Nurse Specialist Census (2021) shows
wide variation across the UK in Skin Cancer CNS
availability and capacity, with 92% of Trusts having at
least 1 skin cancer nurse specialist post. The census
showed a mean average of 2.4 whole time equivalent
(WTE) posts per Trust, but this varied between 0 and 7
WTE roles between Trusts (see figure 1 for the breakdown).
The estimated weekly caseload for skin cancer specialist
nurses averaged at 83 patient contacts per week but
ranged widely from 6 to 400 cases. (See table opposite)

Worryingly, the census revealed that 82% of Trusts
reported an increase in workload over the last year and,
in one third of regions, workload already exceeded the
available Skin Cancer CNS WTE.

These findings were discussed at a focus group of skin
cancer nurse specialists who described their roles,
experiences delivering patient care and workforce
pressures. There was a strong consensus amongst the
nurses about increasing workloads and concerns that this
means that some patients, particularly those diagnosed
at an early stage and those not undergoing current
treatment, are not receiving the support they need.

The skin cancer nurse specialist role

The Skin Cancer CNS’s role is varied, complex and
patient-centric. They may prescribe, lead MDT meetings,
coordinate care, provide essential clinical advice and
support, problem solve, link services together and ensure
patients receive the holistic support they need.

A Skin Cancer CNS from Greater Manchester described
their role as, “responsible for the coordination of
everything. We are the puppeteer — planning for surgery,
make sure you are on the MDT, that the right tests

are done, contacting the lab, making sure scans are
sorted. We are the bridging person between everybody”.
However, she warned that because of a lack of current

10

capacity in the team and increasing need, “I can do this
for some of my patients, but | can’t fulfil this for everyone,
it's an impossible task”.

A Skin Cancer CNS from Northern Ireland emphasised
the complexity of the role: “We empower our patients,
educate them and give holistic support. For example, |
have seen patients in my clinic and | realised, from their
symptoms, they needed to have further tests for potential
leukaemia — which they were later diagnosed with. We
are able to look at people from a holistic point of view.”

The nurses described the varied nature of their role, and
how being responsive to a patients” individual needs is
vital. Some patients may struggle with health literacy
and need everything described in simple terms, for
example one nurse described a recent clinic where her
patient asked, ‘what is fatigue?’. Some patients have
other conditions such as dementia that will complicate
understanding and care. Supporting a patient’s carer or
next of kin is also an important part of the job, including
crisis management and crisis prevention. One Skin
Cancer CNS gave an example of recently supporting a
single mum who was approaching end of life and the
nurse was helping with many aspects of her family and
emotional needs.

End of life care in general was highlighted as an
important part of the role: “A significant number of
patients are at end of life and they take up a lot of time
as there’s so much involved — practical things, supporting
the family, making sure that they’re supported. They need
an awful lot of support.”.

Increased and increasing workload

“We have a massive workload that is increasing
exponentially.”

Skin Cancer CNS, London

The nurses described a dramatic increase in workload
in recent years, due to the availability of new and more
complex treatments, and due to increasing skin cancer
patient numbers.
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Figure 1 shows Skin Cancer CNS WTEs across Cancer Alliances/
Devolved Nations, ranges represent individual trusts

Cancer Alliance/ Devolved Nation WTE mean | WTE median | WTE range
Cheshire and Merseyside 2.0 1.5 0.8-6.4
East Midlands 2.4 1.8 1.0-7.0
East of England - North 1.9 2.0 0.6 -3.0
East of England - South 1.3 1.5 1.0-1.8
Greater Manchester 1.8 1.9 1.4-2.0
Humber, Coast and Vale 3.0 3.0 -

Kent and Medway 2.5 2.5 1.9-3.0
Lancashire and South Cumbria 3.9 4.0 3.0-4.6
North Central London 1.6 1.7 1.0-2.0
North East London 3.2 8 1.5-5.0
Northern 2.1 2.0 0-4.0
Peninsula 2.9 2.6 1.8-4.8
RM Partners West London 2.3 2.5 1.0-3.0
Somerset, Wiltshire, Avon and Gloucestershire 2.3 2.2 1.6 -4.0
South East London 5.2 6.0 3.5-6.0
South Yorkshire and Bassetlaw 2.2 2.2 1.3-3.0
Surrey and Sussex 1.9 2.1 1.0-2.8
Thames Valley 1.3 1.0 1.0-1.8
Wessex 1.9 2.0 0.8-3.0
West Midlands 2.8 2.0 1.0-5.0
West Yorkshire and Harrogate 2.4 2.4 1.8-3.0
Northern Ireland 2.0 1.7 1.0 -3.7
Scotland 1.6 1.7 1.0-2.0
Wales 2.1 2.1 1.0-3.2

OVERALL 2.4 2.3 0-70

1
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One nurse explained:

“I used to have a busy clinic with around 35
patients (approximately half melanoma stage 3
upwards). Now my clinics have 50 patients, plus

10 to 30 telephone calls to make. It has tripled
in three years. There’s no way | can support
those patients as well as | was able to.”

Another nurse explained, “Adjuvant therapies have been
amazing but that has increased my workload. There’s
increased admin time for booking treatments, talking
through treatments.” The nurses agreed that they believed
their workload to be higher than comparable nurse
specialist roles in their hospital in other areas such as
breast and gynae, where there are many more clinical
nurse specialists relative to the numbers of patients.

Nurses also highlighted the complexities experienced
by increasing numbers of cancer patients, which require
additional support. For example, people struggling

with the cost of living, people with complex asylum

or immigration status, people having no recourse to
public funds, people experiencing housing issues and
homelessness. The holistic needs assessment offered

to all new diagnosed patients asks patients to share

any concerns they have, from practical concerns (e.g.
housing, work, finances), emotional, relational, sexual,
spiritual concerns and invites patients to share those
concern with their CNS. This indicates to the patient that
their CNS is there to listen to and to try and support with
all these concerns, but in reality nurses often do no not
have the resources and time to deal with all issues and
there can be long waiting lists for other services, such

as psychological support, complementary therapies and
benefits advisors.

Impact of increased workload on
patient care

The nurses described how their increased and increasing
workload has meant that they have to prioritise the care
they are able to give which means that many people
diagnosed with early-stage melanoma skin cancer do
not receive any proactive support from them. They may
just receive a pack of information with the Skin Cancer
CNS’s contact details, but this is not the holistic and
personalised support that the Skin Cancer CNS would
like to be able to give.

One Skin Cancer CNS described, “they are given a pack
which gives access to a CNS, but it's more of a box
ticked. A lot of people | suspect aren’t getting the support
that they need”. They explained that many people
diagnosed with early-stage melanoma will still need
support — it’s still a cancer diagnosis and some people
have complex mental health needs connected to
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their diagnosis such as survivors’ guilt or a lifelong fear of
recurrence. Another nurse explained, “stage of diagnosis
does not reflect the support required”.

Importance of support staff capacity

The nurses described the essential role of support staff

in helping clinics to run smoothly, communicating with
patients, and alleviating the administrational burden from
Skin Cancer CNSs so they can focus on the specialist
care that nurses provide. A member of support staff to the
team can answer phone calls; chase up test results, scans
and appointments; make calls to check-in on patients
and help with the administrational tasks such as form
filling and reporting.

However, three of the four nurses reported inadequate
support staff capacity in their teams, with one nurse
only receiving a couple of hours’ support staff time
each week. This means that nurses have to spend time
on administrational tasks when they could be providing
clinical and holistic care. This issue was reflected in the
2021 Skin Cancer CNS Census, with nurses reporting
spending an average of 26% of their time each week on
administrational tasks.

The nurses recommended that investment in support staff
to work with the Skin Cancer CNS teams would help
alleviate workforce and capacity issues and allow Skin
Cancer CNSs to deliver care to more patients.

Skin cancer workforce planning

The Skin Cancer CNS 2021 Census showed that demand
for Skin Cancer CNS time is exceeding capacity in a

third of departments, and workload increasing in 82%

of Trusts. There is therefore a clear need for skin cancer
departments to plan their workforce capacity in order to
ensure it meets current needs and will meet future needs.
However, two nurses described how their recent requests
for additional workforce to meet needs had been ignored:

“Our waiting list after Covid was exploding. We
lobbied and got some extra capacity for 6 months
but are now told it will be cut. We have a member
of staff who is willing to go full time but not allowed
to. | cannot fathom how they talk about workforce
planning on one hand, but don't use the potential
capacity they have.”

Skin Cancer CNS, NI
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“When adjuvant treatments were coming, | went to the
Trust and said our workload will increase, the clinics
are already getting bigger. Our workload doubled /
tripled. | went to the Trust and asked to plan ahead,
explained what support patients will need but it
wasn't acted upon.”

Skin Cancer CNS, Greater Manchester

The nurses raised that a significant number of their Skin
Cancer CNS colleagues are of an age where they may
retire in coming years. Many were trained at around

the same time and were pioneers of the role. However,
this is not being considered in training plans and there

is inadequate succession planning. They suggested a
joined-up training plan, like the Registrar training scheme,
where new nurses could move around tumour groups
over two years and decide where to specialise.

Staff development to improve recruitment
and retention

The Skin Cancer CNS Census showed that only around
9% of skin cancer CNS time is spent on education

and training, despite melanoma skin cancer being an
area at the forefront of cancer treatment. For example,
melanoma led the way with immunotherapy treatments
and now progress is being made in cellular therapies.
Much of this experience and learning is important and
ideally shared with other cancer nurse specialists. Nurses
explained that there are opportunities within melanoma
for nurses to develop advanced practice skills, for
example by running adjuvant clinics, end of treatment
clinics and developing biopsy/surgical skills. However,
current workload pressures prohibit this in many places
and means nurses are more likely to move on.

The Skin Cancer CNS Census recommended that
adequate time should be protected in their job plans to
ensure personal development is prioritised. Investing in
staff development is important to improve recruitment and
retention in roles and to ensure a high-quality workforce.

Potential for peer support, befriending
services and educational events to
empower patients

When asked what additional support they would have
benefited from, 13% of respondents to the patient survey
said that they would have appreciated some form of peer
support or buddying system or group.

The nurses in the focus group raised that the ‘natural
buddying system’ that would often happen through
patients meeting in waiting rooms before appointments,
had decreased or stopped due to Covid related
restrictions. With social distancing in waiting rooms
and more appointments undertaken virtually, patients

have less chance of meeting and developing informal
supportive peer relationships.

There have been examples of successful befriending
services that have benefited patients and taken some
pressure off staff. For example, a befriending programme
at the The Royal Marsden Hospital has helped give
support to isolated people. The Trust has invested in a
post to professionally train, manage and coordinate
volunteers, who develop a ‘befriending’ relationship with
patients. This service is embedded into services and the
volunteers will alert the Skin Cancer CNS if they think a
patient needs additional clinical support from them.

A support group, MelanoNoMore in East Surrey, was

set up as a patient initiative and initially part-funded by
Macmillan to enable patients to give peer support. They
run a successful buddy befriending system with over 300
patients supported.

In addition, the nurses highlighted the value of
educational events for patients, for example with
psychologists, occupational therapists, physios and
dieticians. One nurse described their department’s

rolling programme of virtual events that are popular with
patients and can be watched back. They help empower
patients to self-manage where possible, for example with
how to manage fevers. However, the nurses emphasised
that staff time and resources are needed to develop and
run a programme of events that meet patients’ needs, and
patient involvement in this is important. There is potential
for a national programme of online events that would
avoid duplication and benefit patients across the UK.

The nurses interviewed were keen to see investment and
focus on befriending, peer and educational services such
as these in the future, which empower patients and can
provide invaluable support.

Mental health and wellbeing support for
the cancer nurse specialist workforce

Approximately 1 in 7 skin cancer CNSs

described their role as exhausting

The nurses at the focus group felt that the mental health
of cancer nurse specialists is often overlooked: “we

take a lot on our shoulders, a lot of patient’s pain”. They
explained that, before Covid there was more informal
team support as staff spent more time together. However,
now that more time is spent working from home or
socially distanced at work, there is less informal team
support: “Before Covid we had more contact. Now the
office is like a ghost town. A conversation may hit you
hard but now you can’t chat to people in the office.”

The nurses agreed that clinical supervision and access to

mental health support when required should be available
to all cancer nurse specialists.
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5. Variation in skin cancer treatment modalities

The 2021 Skin Cancer CNS Census showed variation in
access to different treatment modalities, in particular in
access to lymphoedema services and research trials.

The census showed that virtually all trusts (97%)
provided surgical services for skin cancer. Around half
of trusts provided non-surgical oncological treatments
(radiotherapy and systemic therapy). Only one-third

of trusts offered lymphoedema therapy. Clinical trial
availability varied significantly, but overall, 44% of Trusts
offered trials in melanoma.

Heat map of
lymphoedema
services across
the UK:
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The nurses interviewed raised the national disparity in
lymphoedema services as a key concern. They explained
that there are inequalities in access to this service,

with significant disparities in how far people have to
travel. One nurse said that she was “shocked at how
little provision there is across the country” and another
explained that “lymphoedema is a significant problem
for patients who have it — it can have a serious impact on
quality of life and mobility”.
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3. Insights from patients: The role skin cancer nurse specialists play in patient care

6. Conclusion

This report evidences the vital role that skin cancer

specialist nurses play in melanoma patient care. However,
increasing caseloads and complexities of cases mean that
fewer patients are receiving this essential holistic support.

Each UK Government should develop cancer workforce
plans that ensure investment and resources to enable
every melanoma skin cancer patient to receive the
support of a Skin Cancer CNS. In addition, NHS Trusts
and Health Boards should all review and plan their
Skin Cancer CNS workforce needs to ensure that every
melanoma skin cancer patient receives the support of

a Skin Cancer CNS now and in the future. This should
involve additional support staff capacity where required;
planning and training for the future Skin Cancer CNS
workforce; and investment in befriending, peer and
educational programmes. Importantly, Trusts and Health
Boards need to ensure their Skin Cancer CNS workforce
is supported with clinical supervision time and mental
health support when needed.
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