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s there a need for psychological support
for melanoma patients?

Communication and support

= To help people make decisions about their care, follow the recommendations on The N ICE CI | n|Ca I M ela noma G U|de| | nes
communication, information provision and support in NICE's guideline on improving outcomes
for people with skin tumours including melanoma, in particular the following 5

recommendations: https://www.nice.org.uk/guidance

'Improved, preferably nationally standardised, written information should be made
available to all patients. Information should be appropriate to the patients' needs at that
point in their diagnosis and treatment, and should be repeated over time. The
information given must be specific to the histopathological type of lesion, type of
treatment, local services and any choice within them, and should cover both physical 'She stopped me from worrying ObOUf
and psychosocial issues!

'Those who are directly involved in treating patients should receive specific training in
communication and breaking bad news.

'Patients should be invited to bring a companion with them to consultations!

'Each LSMDT [local hospital skin cancer multidisciplinary team] and SSMDT [specialist
skin cancer multidisciplinary team] should have at least one skin cancer clinical nurse
specialist (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.

'All LSMDTs and SSMDTs should have access to psychological support services for skin
cancer patients.




How many patients worry significantly
after a melanoma diagnosis?

Psychosocial, clinical and demographic features related to
worry in patients with melanoma
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factors associated with worry about melanoma shortly after
diagnosis. A total of 520 patients felt worried about their
future with respect to melanoma and 1568 patients felt
confident about their future with respect to melanoma.
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against worry [adjusted OR=0.96 per year, 95% CI
(0.95-0.97)]. Worry was more likely for patients with stage
11171V melanoma [adjusted OR=1.90, 95% CI (1.41-2.56)
compared with stages 1B-1IC], melanoma arising in sun-
protected sites (compared with a limb), no occupation
(compared with workers), those who reported insufficient
emotional support from healthcare providers [adjusted
OR=2.20, 95% CI (1.56-3.09) compared with sufficient
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2184 patients interviewed within the first year after
diagnosis

How do you feel about the future with respect to the
melanoma?

75% (n=1568) reported confidence about the future
and 25% of participants (n=520)reported worry

Men were 50% less likely to report worry
Worry was less likely for every year increased age

Patients with stage Ill/IV were more likely to be worried
than earlier stage patients

Patients with melanomas in unusual sites worried more
eg vagina or under the nail



General conclusions

Individuals who worried more about the future may do so because of
the cumulative effects of stress (disease and non-disease related)

That a perceived lack of support from healthcare teams generally
makes this worse

Previous anxiety/depression increased the risk of worry

Taking control
My plan for heart health




What gets patients down?

16 patients within 5 years of a melanoma
diagnosis

Stage | to lll melanoma

Supportive Care in Cancer

+=March 2015, Volume 23, Lasue 3, pp 179769 Semi-structured interviews lasting a mean of
Assessing the impact of diagnosis and the related 54 mins

supportive care needs in patients with cutaneous

melanoma 4 major themes emerged

Aathors and fions ° Emotional effects

Zoe Stamataki =], L. Brunton, P. Lorigan, A. C. Green, J. Newton-Bishop, A. Molassiotis o EffeCtS on relationShipS

> Functional effects
° Health care system and information needs



Uncertainty about the future

°“Am | now waiting for something else to go wrong? It seems like
you are waiting for your future. Its probably the same with any
cancers but with melanoma you’re thinking now | can only be
vigilant, | can only look for moles and lumps... | just feel that with
this you’re looking for things that can be wrong (male stage )

> “l feel a bit crap today and all that. But you can’t | mean if you
knew somebody on the phone or you were going to cancer
hospital and you could have half an hour.... But there’s nothing,
you’re just out on a limb really. Even though it’s a cancer, there’s
no actual help”



Altered body image

Reported problems relating to wide excision
scars, lymphoedema or nodal surgery

For some patients the feelings seemed to
relate to expectations: they didn’t expect the
scars to look so bad

Some said they tried to cover up the scars
(avoiding bikinis etc)

Another that she thought that the perception
of the scar contributed to her not finding a
partner




Fear of the sun

“I"'m scared to death now to go in the sun
unless I've pretty much a paste on my skin”

“No specific information from the guys here in
the hospital, which is something that | would
have thought they would have handed out as a
matter of course..... Like here is what you can
and cannot do....




Effects on relationships at work

> Feelings of embarassment that he illness “It annoys me ... but | don’t want to apologise
had meant that they could not perform ... But | do feel, although | am wrong to do so,
their work in the same way as before like I said “Oh I only had skin cancer” You

almost feel that you should have a better

° Lack of support from colleagues or bosses Rt
one... | came third in the race...”

> One had heard comments like “oh, he’s
always off sick”

o One felt that her bosses didn’t take it

) “Shouldnt we have an advert, melanoma
seriously

patients”
> One person actually felt better about his job

after the cancer diagnosis and actually that

helped his relationship with his wife as

previously he had often complained to her

about his job



Effect on relationships at home

Some patients reported good support and positive feelings about that support

Others reported they were mindful of not discussing their fears for fear of pushing the family
member away or to protect them

“I don’t want to be seen as someone that’s always complaining and always down”




Health care system and information
needs

Poor quality of information
° “when | go to clinic | don’t seem to be picking up just what the situation is. What will happen
next?”
o “butit’s all these stages and we didn’t have a clue... but you couldn’t ask anybdoy, you know,
go back to them and say: cause you dont want to tell people that | went to clinic today and
they said stage 3 and | dont know what it means”

Patients benefitted from time with the specialist nurses especially if it was soon after
the diagnosis “ three months later is too late”

Not enough time “it’s almost a case of ‘right, turn, right, on the bed let’s look at your
leg. Oh that’s fine, you know, poke poke, poke in the groin for any ... Swelling of the
lymph nodes and ‘okay you’re fine come back in three months”



Summary so far

Around 25% of patients diagnosed within 1 Issues reported in interviews were:-
year of diagnosis feel worried about their _
future Uncertainty about the future

The worry was greater with more advanced Changed body image

disease Fear of the sun

Worry was reported less by men, less by the Effects on relationships at work
older patients (unless they were ?lonely)

o _ Effects on relationships at home
Worry was often worse where its “the final

straw” Loss of my “normal life”

Worry also more common for melanoma in Perceived lack of support from the hospital
unusual sites



Coping

o Adjustment
° Resilience
° Emotional well-being

“Patients use different strategies at different
times depending on their own changing
circumstances, their relationships ..”

Keier et al Surg Clin N Am 2003
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There is some evidence that chronic stress is
harmful to health so that it intuitively seems right
to support coping strategies

Nature Reviews | Cancer




What are patients trying to achieve emotionally?
Proportion and balance

“Ideally a patient would experience a degree
of hope that was proportional to the positive
survival chances that applied, but would also
experience a degree of worry and emotional
upset that was proportional to the mortality
rate in similar cases”

Health care professionals can help by
acknowledging this balance

Keier et al Surg Clin N Am 2003




Coping Strategies: Kneier et al 2003

Facing the reality of one’s illness
o Confronting the full reality
° Denial

o Sometimes helpful as it protects: allows a step by step
approach

o But for many leads to failure to adjust in the long term

Taking control
My plan for heart health




Maintaining hope and optimism

Reported to be associated with better
outcomes

o But really difficult to evaluate this

> And people vary enormously in how able they
feel to be optimistic

° Even feel guilty that they cannot be optimistic

Patients often feel that it is wrong and
dangerous to feel optimistic

Expect the Worst but Hope for the
Best
[ o Twoet |

Posted by Daniel De Guia

This post started about a year ago. Many times | wrote the post and then edited it. Each time, it
wasn't what | wanted it to be and the goal of the post became too muddied with side tangents.
So | shelved on the post. It collected dust in my Drafts folder, until the time came where |
decided to tackle it once more. Rinse; repeat.

I'm often referred to, usually half-jokingly, as a grump or a pessimist.
Those comments usually spur on a friendly debate on pessimism vs.

optimism vs. being realistic.

o n in i
Growing up, my dad always used to say, “Expect the worst but hope for F mism
the best” That was his way of teaching my sister and | to go forth into
life's experiences, planning and preparing for the worst-case scenario, but hoping (aka: praying)
for the best.



Expressing one’s emotions

Helpful because it gives the person an outlet

for his/her feelings, a means of working them
through and an opportunity to obtain better

support

Some people are not practiced in attending to
their own feelings

THE DESCENT

OF MAN
GRAYSON PEXRY

If health care professionals trivialize a patient’s
distress then the patient learns to avoid
expressing that distress

In our society men might find this more
difficult



Reaching out for support

People who are largely alone or find it difficult
to avoid reaching out tend to make a poorer
psychological adjustment

Some pride themselves on being self-sufficient

Some don’t like the kind of “cheerleading”
kinds of support

Support groups may help some people




|II

“Taking contro

A person with belief that he or she is an active DONT WORRY!
and effective person with “self-efficacy” y

Adopting healthy behaviours may help fight
the cancer as well as helping us to deal with
the emotions

o Exercise
o Healthy diets
> No smoking

Health care professionals can help by
Overcoming paSSiVity Don't worry, you got this

Picture
Quotes




Counting one’s blessings, spirituality

Some people try to relish all the positive Faith helps some
aspects of living: they no longer feel they take
life for granted

Even when its difficult to understand why a
loving God allows these things to
happen.....“When bad things happen to good

. , , people” Rabbi Kushner
Feeling closer to family and friends

You know it took me a while to se but some
good things have come out of it



Maintaining self esteem

Bodily changes make it difficult

Inebility to do the things that are improtant to SHE STOOD IN .
THE QTORM

o Work

o Ph?lsicel activity & WHEN THE WIND |
> Being independent DID NOT BLOW WY

Hanging on to normal life

"HER Way, @
“SHE ADJUSTED :
Embrace new sources of self esteem & - HERSAILS' ] 7

Keeping cancer in its place

Pinterest



Coming to terms with mortality

Touchy: should we ever accept death?

To achieve a sort of peace s OK TO DIE.

WHEN YOU ARE PREPARED

Home | Blog | Speaking | Tell Us Your Story | The Costs of liiness

Search
. . ape - YOUR DEATH DEATHO’FA_NOTHER Lol ¢ RESOURCES
Facing the possibility of death earlier rather -— - R

than later has been found helpful by some: it Planning For Your Own Death

If you are reading these words, the day will come when you will die. Usually death

m ay e n a b I e t h e p e rso n t h e n to go fo rWa rd comes expectedly, at the end of a long, well-lived life or at the end of a terminal

illness. But on occasion, death arrives without warning. Accidents, sudden illness, Murphy Sequence 2.wmv
even becoming the victim of a crime can cause you to die without notice, without

living a fuller life. e ol o

Don't be caught unprepared. < / k’ )

Download our checklist, and allow our guidance to give you peace of mind. T ‘

If you would like to stay updated with our latest insights, newsletters and
blogs please fill out the form below now.

Enter Email For Updates Send Share Your Story/Concerns >

“Preparedness brings peace”
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More in this section This section provides information on the following topics: Navigating Challenges: Finding Emotio. o
y in
& Managing Emofions © Self-Image and Cancer =
> Self-Image and Cancer Physical, mental, and emotional changes associated -

> Coping With Uncertainty with cancer and cancer treatment, and dealing with

» Managing Stress those changes.

> Coping with Anger ) . )
© Coping With Uncertainty
Read about common worries a person with cancer or
a loved one may experience and ways to deal with

> Anxiety

» Depression
> Fear of Treatment-Related Side Effects

them.

> Coping with Guilt

» Coping with Metastatic Cancer © Managing Stress © Coping with Anger

> Grief and Loss Find tips for reducing stress and information on stress Anger is a common response to living with cancer.
© Talking With Family and Friends management strategies and relaxation techniques. Get tips on recognizing that anger and finding healthy

ways to express it.

© Caring for a Loved One
° Finding Support and Information ° Amdety ° DepreSSion
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