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NICE guidelines for management of 

myeloma and end of life care

NICE guideline NG35 for Myeloma: diagnosis and management 

(2016)

NICE QS150 for Haematological malignancies (2017)

NICE guideline NG31 for Care of Dying Adults in the Last Days of 

Life (2015)

NICE QS144 for Care of dying adults in the last days of life (2017)

NICE guideline NG142 for End of life care for adults: service 

delivery (2019)



How can improve the future of 

myeloma care?

First – we must know our past, and understand the 

present



20th century view of cancer care –
the WHO resource allocation model
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Palliative care was originally defined by the World

Health Organisation (WHO) in 1986 as:

‘‘The active total care of patients whose disease                         

is not responsive to curative treatment.’’



WHO definition of palliative care (2018)

Palliative care is an approach that improves the quality of life of 

patients (adults and children) and their families who are facing 

problems associated with life-threatening illness. 

It prevents and relieves suffering through the early identification, 

correct assessment and treatment of pain and other problems, 

whether physical, psychosocial or spiritual.



Evolution of oncology

Original aims

Diagnosis

Cure

Palliation

Modern aims

Prevention

Early and accurate 
diagnosis

Cure

Prolonging life

Palliation 

Rehabilitation

End of life care



MASCC: 

First definition of ‘Supportive care’ in cancer

“The prevention and management of the 

adverse effects of cancer and its treatment. 

This includes physical and psychosocial 

symptoms and side effects across the entire 

continuum of the cancer experience 

including the enhancement of rehabilitation 

and survivorship.” 

Multinational Association for Supportive Care in Cancer

http://www.mascc.org/index.php


NICE (2004) guidance on “Supportive 

care” for adults with cancer

‘helps the patient and their family to cope with 
cancer and treatment of it –

from pre-diagnosis, through the process of diagnosis 
and treatment, to cure, continuing illness or death 
and into bereavement. 

It helps the patient to maximise the benefits of 
treatment and to live as well as possible with the 
effects of the disease. 

..given equal priority alongside diagnosis and 
treatment.’



NICE (2004) Supportive Care Guidance

Topic areas

1.  Co-ordination of care

2. User involvement in planning, delivering and evaluating services

3. Face-to-face communication

4. Information

5. Psychological support services

6. Social support services
7. Spiritual support services

8. General palliative care services, incorporating care of dying patients

9. Specialist palliative care services

10. Rehabilitation services

11. Complementary therapy services
12. Services for families and carers, incorporating bereavement care

13. Research in supportive and palliative care: current evidence and

recommendations for direction and design of future research
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Sheffield model of  supportive care (2000)
Symptoms and psychosocial needs 

at all stages of  illness

Patient-directed therapy

Family-directed therapy

Diagnosis Death

Disease-directed therapy

Remission-----Cure-----Relapse

Co-morbidity – Information -- Side-effects --- Rehabilitation

Information --- Psychological support --- Financial help 

Survivorship

Ahmedzai, Walsh Seminars in Oncol 2000
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The multiprofessional cancer 
supportive care ‘virtual team’

 Oncology, medical, surgical 
specialties 

 Specialist nursing

 Palliative medicine

 Pharmacy

 Social work

 Physiotherapy

 Pain Clinic

 Psychology

 Nutrition

 Occupational therapy

 Speech therapy

 Chaplaincy

 Complementary therapy

◼ Primary care team 

◼ Patient & public information 



The present

“The future depends on what you do today.”

― Mahatma Gandhi



Current MASCC study groups

 Anti-emetics

 Bone 

 Education

 Fatigue

Geriatrics

 Haemostasis

Mucositis

 Neurological 

Myelosuppression

 Nutrition and cachexia

Oral care

 Palliative care

 Paediatrics

 Psychosocial

 Rehab, Survivorship & QoL

 Skin toxicities



Supportive care guidelines –

generic and disease-specific

Topics include:

1. Anaemia

2. Haemostasis and thrombosis

3. Infection

4. Pain management

1. Drugs

2. Radiotherapy

3. Other services

5. Peripheral neuropathy

6. Other symptoms (nausea, 

anorexia, constipation, 

diarrhoea…

7. Mucositis

8. BONJ

9. Complementary therapies

10.End of life care

11.Holistic needs assessment



Increasing 

cancer 

incidence 

+ decreasing 

mortality

= more survivors

Lancet 2011

Good news in cancer: 

Rise of cancer

survivorship



And the bad news: 

new treatments 

carry new toxicities

Curr Opin Oncol 2014



What about ‘early palliative care’?

August 2010
August 2010



What did Temel et al do?

 151 patients with NSCLC randomised to ‘early palliative care’ (EPC) 

or ‘standard care’ (SC)

Massachusetts, Boston

 107/151 completed 12 weeks follow-up

 All patients on EPC got 1 visit by 12th week

EPC average number visits = 4 (range 0-8)

SC patients – 10/74 got visit (7=1, 3=2 visits)

August 2010



Outcomes at 12 weeks

“Significant” 

improvements in all 

QOL parameters in 

EPC group

August 2010



Outcomes at 12 weeks

Significant difference in median 

survival

9.8 months all

EPC 11.6

SC 8.9

P=0.02

Adjusting for age, sex, PS

HR for death in SC group = 1.70

August 2010



 ASCO guideline based on past 7 years of studies of EPC

Most in USA

Most in cancer

Most in ‘advanced’ stage of cancer 

Recommendations: “Inpatients and outpatients with advanced 

cancer should receive dedicated palliative care services, early in 

the disease course, concurrent with active treatment.”

“Referral of patients to interdisciplinary palliative care teams is 

optimal, and services may complement existing programs. 

J Clin Oncol 2017

When does “Early 

palliative care” start?



‘Early palliative care’ is not the same as 

supportive care!

Why wait till ‘advanced disease’?

Why refer outside of oncology, especially for ‘acute’ supportive 

care?

 Skill sets for supportive care are different from palliative care

 ‘Palliative’ – and ‘hospice’ – care are emotive terms which 

distance many patients and families





The future

"Prediction is very difficult, especially if it's about the future." 

Nils Bohr, Nobel laureate in Physics 



‘Living With and Beyond Cancer’
(2013)



Whose responsibility will be the 

supportive and palliative care of 

myeloma patients? 

1. Haemato-oncology teams

2. Supportive care teams

3. Palliative care services

4. Primary /community care

During anti-cancer 

treatment?

In remission?

During progressive 

disease?

Towards end of life?



The future for supportive care

 Location – hospital, or community?

 Specialised education and training for oncologists?

Workforce – nurses, doctors, AHPs, pharmacists

 Research

 Supportive care guidelines (generic and disease/treatment 

modality specific)



Importance of families and home care



Supportive AND palliative care: 

accompanying the patient on the whole journey –

to remission, recovery, progression or death

Thank you


