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A collaborative approach to
meeting his palliative care needs
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It was important to Ben that his story be shared with others.
Ben had just celebrated his 17th birthday, finished year 11 and was enjoying a new romance with his girlfriend when diagnosed with disseminated
Ewing’s Sarcoma with primary lesion in left pubic rami. Determined not to let cancer interfere with his final year of school and important life events
Ben created his “Bucket List” to ensure treatment was scheduled around events that were important to him. As Ben and his family lived on the
Gold Coast, 80 km from Queensland Children’s Hospital (QCH), his care was shared with QCH and Gold Coast University Hospital (GCUH)
Paediatric Service and later with Specialist Adult Palliative Care Service and Ozcare Community Nursing.
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Oncology Treatment Plan

Extraordinary 17 year old young man
Devoted parents, Michelle and Michael and older sister Amy
New girlfriend
Childhood and teenage years lived on the Gold Coast
Close group of mates “the lads”
Played soccer and AFL

Mega player of computer games

Change to treatment
and school plan
•	Six months following diagnosis Ben developed disease
progression and required 6 weeks of radiotherapy to
primary lesion to control pain and local disease.
•	Ben travelled 180 km daily to Brisbane for 30 radiation
treatments as he preferred to be at home, close to
friends and family.
•	Pain improved with radiation, opioid analgesia was
weaned and Ben returned to school.
•	A few weeks following radiation treatment Ben
developed severe back and hip pain requiring hospital
admission.
•	PET and MRI Scans revealed rapid progression of
disease with multiple bony metastases, growth of
primary pelvic lesion and new testicular lesion.

Open honest discussions about disease
progression and prognosis allowed Ben to
prioritise important events and adjust his
bucket list.
•	Ben shared his prognosis with school teachers and
friends.
•	Ben remained hopeful that treatments with a palliative
care focus would give him time to achieve his goals and
other treatments may become available.

Shared Adolescent Oncology Care
Children’s Hospital Brisbane
• Oncologist reviews
• Chemotherapy
• Stem cell collection
• Allied Health reviews
• Surgical procedures

•	Ewings 2008 Chemotherapy Protocol - on study
•	6 Cycles VIDE Chemotherapy every 3 weeks
(Vincristine, Ifosfamide, Doxorubicin, Etoposide)
• Collection of stem cells via apheresis
• 6 weeks radiotherapy to primary tumour
•	Randomisation arm
– High dose chemotherapy therapy +/- Autologous BMT

Shared care between the local and tertiary centres promoted trust and
mutual support for Ben, his family and health care providers.

Ben’s Key Players
QCH Brisbane
Oncologist and Team
Youth Cancer Service
Paediatric Palliative
Care Service

GCUH Paediatric Service
• Admission for febrile neutropenia
• Weekly central line cares
• Blood product transfusions
• Oncology outreach clinic
• Admissions for supportive cares

Palliative Care at Home

GCUH
Paediatric Services
Specialist Adult
Palliative Care
Service
Radiation Therapist
Youth Cancer Nurse

Sporting and
family friends
School friends
Girlfriend
Family

Community
Agencies
Ozcare Nursing
GP
Make a Wish
Redkite

Mater Hospital
Brisbane
Radiation Service

•	Ben chose to receive palliative care at home, where
he felt relaxed without the anxiety associated with
admissions to hospital.
•	Reviews at home with Adult Palliative Care
Specialist, Paediatric Oncology CNC and Ozcare
Nurse provided a safe place for Ben to discuss
treatment and life goals.
•	Access to hospital equipment including electric
hospital bed, shower chair, positioning cushions
and mobility aids all contributed to Ben’s comfort.
•	Daily and at times twice daily visits by Ozcare
Nurses allowed for assessment of symptoms,
reloading of infusion pumps, assistance with
personal care and emotional support for Ben and
his family.

Care coordinator - CNC Paediatric Oncology GCUH
Palliative Care Subcutaneous
Medication Infusion Order

The balancing game to control symptoms
•	Ben required extremely high doses of opioids to control pain from bony metastases.
•	Rotation of opioids and change of administration route from oral to continuous
subcutaneous infusions was necessary.
•	Novel approaches to managing symptoms were utilised. (Table 1)
•	Ben requested good control of pain without causing sedation.
•	Important for Ben that he could continue to control his play station, talk to family and
friends, and use his phone to order take away meals in secret.
•	Ketamine infusion was commenced to help manage bone pain.
•	Lots of lovely funny memories for Ben’s family on Ketamine
•	Essential for Ben that he had the opportunity to say individual private goodbyes to
family, girlfriend and “the lads”
•	In the last few days of Ben’s life he requested to sleep more and was commenced on a
Phenobarbitone infusion.
“Ketamine is the best train
ride ever”

“Ketamine let me say what I
would usually think but not say”

PALLIATIVE CARE SUBCUTANEOUS MEDICATION INFUSION

Medications in Infusion Device Dose per 24 hours
Drug name

Driver 1.

Dose

Route

Methadone

250mg

SC

Pain

Midazolam

200mg

SC

Relaxant

Ketamine

2000mg

SC

Pain

2000mg

SC

Comfort Care

Driver 2
Driver 3

Phenobarbitone

Symptom

Management

Novel approaches

Nausea, anorexia

Regular antiemetics

Recreational cannabis

Anxiety

Mindfulness
Lorazepam prn
Identifying causes of anxiety

Recreational cannabis

Fatigue

Scheduled rest periods

Ritalin commenced a few days
before school formal

Severe bone pain

Titration and rotation of
opioid medications
Commencement and titration
of Ketamine

5 % Lignocaine patches to areas of
pain
S/C Steroids and Ketorolac for knee
pain

PRN / Other Medications:
Drug name

Dose

Frequency Route

Indication

Methadone

5- 40mg

30 mins

SC

Midazolam

5 - 30mg

30 mins

SC

Ketamine

50 – 200mg

30 mins

SC

Pain

Ketorolac

30mg

30 mins

SC

Pain

Buscopan

20mg

30 mins

SC

Secretions

Hydromorphone

20 – 100mg

30 mins

SC

Pain

Oxycodone

80 – 120mg

30 mins

Oral

Pain

Pain
Agitation /
Relaxant

Before signing this order, strike out any unused rows in the medication tables
Prescriber’s name (print): Joanne Doran

“Ketamine helped me to be the funny person I used to be”

Indication

Table 1: Management of Difficult Symptoms

Joanne Doran

Signature: ________________________________________________

Designation: Consultant Joanne Doran
Date: 28 October 2017

Key Learnings
•	Ben was a remarkable young man who guided his family, friends, school community and health professionals to provide him with the resources he
required to live fully and die peacefully at home with grace, humour and determination, cared for by the people who loved him.
•	Severe pain from extensive bone metastases is very challenging and often requires hospital admissions to adequately manage distressing
symptoms. Teamwork with the local specialist palliative care service, paediatric and community nursing service and QCH, allowed Ben to remain at
home. Careful titration of high dose infusions of Methadone, Midazolam, Ketamine and Phenobarbitone were safely delivered.

Ticking off the Bucket List
	Make a wish holiday on the
Gold Coast
 Helicopter flight over the Coast on
Father’s Day
 Dinner party with family and friends
 Time at school with friends
 18th birthday celebrations for friends
 End of Term year 12 dinner
 School formal
 Planning his funeral
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