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What this presentation considers:What this presentation considers:

�� What is the reality for haematology patients who What is the reality for haematology patients who 

need palliative care?need palliative care?

�� What symptoms are most prevalent for What symptoms are most prevalent for 

haematology patients in receipt of palliative haematology patients in receipt of palliative 

care?care?

�� How do we create a best practice context for the How do we create a best practice context for the 

transition between curative and palliative care transition between curative and palliative care 

for haematology patients? for haematology patients? 



World Health Definition of Palliative World Health Definition of Palliative 

Care (2002)Care (2002)

W.H.O. Definition of Palliative Care 1990W.H.O. Definition of Palliative Care 1990

““ Palliative care as Palliative care as a specialitya speciality......””

W.H.O Definition of Palliative Care 2002W.H.O Definition of Palliative Care 2002

““Palliative care as Palliative care as an approachan approach............””
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Transition in palliative care.



Supportive care( Seymour 2007)Supportive care( Seymour 2007)

�� ...in the Oncology context...in the Oncology context –– ““ the multi the multi 

professional attention to the individualprofessional attention to the individual’’s overall s overall 

physical psychosocial, spiritual and cultural physical psychosocial, spiritual and cultural 

needs, needs, available at all stagesavailable at all stages of the illness, for of the illness, for 

patients of all ages, patients of all ages, regardless of the current intentionregardless of the current intention
of any antiof any anti--cancer treatmentcancer treatment””

EORTC, Ahmedzai et al, 2001EORTC, Ahmedzai et al, 2001



Supportive care( Seymour 2007)Supportive care( Seymour 2007)

�� ...in the Palliative Care context...in the Palliative Care context ––

““helpshelps the patient and their family to cope with the the patient and their family to cope with the 

cancer and treatment cancer and treatment ––from prefrom pre--diagnosis, diagnosis, 

through the process of diagnosis and treatment, through the process of diagnosis and treatment, 

to cure, continuing illness or death and into to cure, continuing illness or death and into 

bereavement. It bereavement. It maximisesmaximises the benefit of the benefit of 

treatment to live as well as possible with the treatment to live as well as possible with the 

effects of the disease and has effects of the disease and has equal priorityequal priority
alongside diagnosis and treatmentalongside diagnosis and treatment””

NCHSPCS 2002:3NCHSPCS 2002:3



Palliative Nursing( Seymour 2007)Palliative Nursing( Seymour 2007)

““All lifeAll life--threatening illnesses have implications for threatening illnesses have implications for 

the physical, social and psychological and the physical, social and psychological and 

spiritual health for individuals and families. The spiritual health for individuals and families. The 

role of palliative care nursing is therefore to role of palliative care nursing is therefore to 

assess needs in each of these areas and plan, implement assess needs in each of these areas and plan, implement 
and evaluate appropriate interventions ( which) aim to and evaluate appropriate interventions ( which) aim to 
improve life quality and enable a dignified deathimprove life quality and enable a dignified death””

Lugton & Kindlen 1999:2Lugton & Kindlen 1999:2



DefinitionsDefinitions

�� Definition Defines DyingDefinition Defines Dying –– particularly between particularly between 

the palliative and the terminal phase.the palliative and the terminal phase.



So why is Palliative Care an So why is Palliative Care an 

important consideration for important consideration for 

Haematology Patients?Haematology Patients?



Disease Incidence Median 
OS

Cure?

AML/ALL 3-12 per 
100,000

8-12 
months

≤ 5-25% depending on age at 
presentation

MDS 1-2 per 
100,000

4-7 years No for vast majority

MPD 
(CML)

1.5 per 
100,000

4-5 years Allo-BMT

MPD 
(PRV)

0.5 – 1 per 
100,000

7-10 years No

Incidence and Overall Survival Incidence and Overall Survival 
( Cripe and Rutledge, 2006)( Cripe and Rutledge, 2006)



Disease Goals of Care Recognising Advanced Disease

AML/
ALL

Remission, 
Cure in Younger patients, 
Palliation in Older patients 
( depending on risk 
features), 
End of Life Care

Concurrent Health Problems
Unable to survive rigour of 
therapy
Fails to achieve remission after 2 
inductions
Relapses within 6 months
Multiple relapsed disease
Relapse post-BMT

MDS Address complications of 
cytopaenia and/or 
transfusion

Develops AML
Decline in performance status
Increasing need for transfusion

MPD 
(CML)

Cure ( if Allo-BMT 
possible), 
Maintain in chronic phase

Blast crisis
Relapse post-BMT

MPD 
(PRV)

Reduce risk factors 
( thrombocytosis ) and 
erythrocytosis

Decline in performance status
Increasing need for transfusion



Key Prognostic Factors Comments

Age Less tolerant, disease more resistant to 
therapy

Performance status Likelihood of tolerating therapy

Antecedent disorders Resistance to treatment and reduced 
remission

Relapsed or Refractory 
Disease

Resistance to treatment and reduced 
remission

(Karyotype) May influence overall outcome

Degree of SplenomegalyPoor outcome ( especially in CML)

Prognostic FactorsPrognostic Factors



SoSo……

�� ““Palliative care specialists should have central Palliative care specialists should have central 
roles in haematoroles in haemato--oncology teamsoncology teams”” ( McGrath ( McGrath 
and Holewa, 2007; NICE, 2003a, 2003b)and Holewa, 2007; NICE, 2003a, 2003b)

But:But:
�� Research evidence suggests that there are Research evidence suggests that there are 

significant obstacles to integrating palliative care significant obstacles to integrating palliative care 
in haematology ( Hunt & McCaul 1998, in haematology ( Hunt & McCaul 1998, 
McGrath 2002a, 2002b, 2002c, McGrath and McGrath 2002a, 2002b, 2002c, McGrath and 
Holweka, 2006).Holweka, 2006).



Symptoms in final phase of AML Symptoms in final phase of AML 

( Stalfelt ( Stalfelt et al. et al. 2003)2003)

�� Retrospective review of 106 death records 1995Retrospective review of 106 death records 1995--

19971997

�� 71% reports of infection71% reports of infection

�� 76% reports of pain ( commonly whole body 76% reports of pain ( commonly whole body 

& chest pain)& chest pain)

�� 44% bleeding ( 10% died from cerebral 44% bleeding ( 10% died from cerebral 

haemorrhage)haemorrhage)

�� 37% died during 37% died during ‘‘curativecurative’’ therapy.therapy.



What concerns haematology What concerns haematology 

practitioners  most in transition to practitioners  most in transition to 

palliative care ( N = 99)?palliative care ( N = 99)?

�� The highThe high--tech nature of treatmentstech nature of treatments

�� The speed of change to terminal eventThe speed of change to terminal event

�� The need for blood productsThe need for blood products

�� The risk of catastrophic haemorrhageThe risk of catastrophic haemorrhage

�� Therapeutic OptimismTherapeutic Optimism

�� McGrath and Holewa 2006McGrath and Holewa 2006



Palliative questions in advanced Palliative questions in advanced 

leukaemialeukaemia

�� How & when to discuss the gradual How & when to discuss the gradual 

discontinuation of supportive measures to discontinuation of supportive measures to 

enable a comfortable death?enable a comfortable death?

�� Has the individualHas the individual’’s perception of their life s perception of their life 

quality declined to an unacceptable level?quality declined to an unacceptable level?

�� Are there specific activities that the individual Are there specific activities that the individual 

cannot now perform? cannot now perform? 

�� Is the care too burdensome relative to benefit?Is the care too burdensome relative to benefit?



Palliative Care considerations in Palliative Care considerations in 

AnaemiaAnaemia

�� Judicious use of packed cellsJudicious use of packed cells

�� The utility of erythropoetinThe utility of erythropoetin

�� Degree of splenomegalyDegree of splenomegaly

�� Addressing dyspnoeaAddressing dyspnoea



Palliative care considerations in Palliative care considerations in 

Neutropaenia & ThrombocytopaeniaNeutropaenia & Thrombocytopaenia

�� Infection Infection –– to treat or not to treatto treat or not to treat

�� Prophylactic antibiotics inappropriate?Prophylactic antibiotics inappropriate?

�� The use of CSF to raise the neutrophil count?The use of CSF to raise the neutrophil count?

�� Treating Fever in the context of decline in Treating Fever in the context of decline in 

status.status.

�� Stomatitis and Oral candidal infection.Stomatitis and Oral candidal infection.

�� Infusion of plateletsInfusion of platelets



Palliative Care considerations: Palliative Care considerations: 

Catastrophic haemorrhageCatastrophic haemorrhage

�� Palliative care emergencyPalliative care emergency

�� Sedation for the patientSedation for the patient

�� Family support Family support 

�� Emergency Packs ( Analgesia and Sedation)Emergency Packs ( Analgesia and Sedation)

�� Dark coloured towelsDark coloured towels

�� Being presentBeing present at a time of crisis if possible.at a time of crisis if possible.



Palliative Care considerations in Palliative Care considerations in 

MyelomaMyeloma

�� AnaemiaAnaemia

�� Spinal Cord CompressionSpinal Cord Compression

�� Back painBack pain

�� Weakness and paraesthesiaWeakness and paraesthesia

�� Bowel or bladder dysfunctionBowel or bladder dysfunction

�� High dose corticosteroids  ( +/High dose corticosteroids  ( +/-- 32mg stat 32mg stat 
and emergency DXT)and emergency DXT)

�� Bone PainBone Pain



Bone PainBone Pain

�� Due to Marrow infiltration or Bone destructionDue to Marrow infiltration or Bone destruction

�� Requires multiple modes of managementRequires multiple modes of management

�� OpioidsOpioids

�� CorticosteroidsCorticosteroids

�� BisphosphonatesBisphosphonates

�� Radiation TherapyRadiation Therapy



Practice principles for best EndPractice principles for best End--ofof--

Life CareLife Care

�� RealismRealism

�� Practical PlanningPractical Planning

�� Sound discharge planningSound discharge planning

�� Avoid prognostic paralysis ( Avoid prognostic paralysis ( Murray 2009Murray 2009*)*)

�� One size does not fit allOne size does not fit all

�� Partnership ( Partnership ( McGrath 2007McGrath 2007))

�� Focus on symptom burden for the individual                      Focus on symptom burden for the individual                      
((Fadul Fadul et al.et al. 20082008))



Determining last daysDetermining last days

��Physiological deterioration.Physiological deterioration.

��Therapeutic aim & benefit of Therapeutic aim & benefit of 

treatment.treatment.

��The adverse effects of treatment.The adverse effects of treatment.

��The need to avoid a lingering death.The need to avoid a lingering death.



The condition of the patient The condition of the patient 

leaves no room for doubt.leaves no room for doubt.

��Profoundly Weak.Profoundly Weak.

��Essentially bedbound.Essentially bedbound.

��Extended periods of drowsiness.Extended periods of drowsiness.

��Disorientated to person, place and Disorientated to person, place and 

time.time.

��Swallowing difficulty.Swallowing difficulty.



Essential Aims of careEssential Aims of care

��To redefine goals and parameters.To redefine goals and parameters.

��Modification of management.Modification of management.

��Initiate new measures of comfort.Initiate new measures of comfort.



Working at a different paceWorking at a different pace



Attention to detailAttention to detail



Being present toBeing present to……..


