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VSR – “The Team”

• Director – Assoc/Prof Denis Spelman

• Manager – PJ

• Patient coordinator - Meg Chesterman

• ID Physician- Ian Woolley

• Immunologist – Paul Cameron

• Administration – Volunteer S. Sandirasegaram

• Affiliated ID Epi Consultants – Karin Leder
Michelle Giles



Victorian Spleen Registry

Splenectomies
Medical conditions

Hyposplenic – eg. congenital, 
Coeliac disease

TRAUMA



DHS figures of splenectomies performed  in 
public hospital in Victoria

2000 - 2006

Campus Name 2000/01 2001/02 2002/03 2003/04 2004/05 2005/06

METRO
Alfred 44 39 27 34 36 29
Austin 18 27 8 8 13 18

Box Hill 19 12 8 11 15 5
MMC & DDH 26 23 22 24 22 18

Peter MacCallum 7 8 9 6 8

RCH <5 11 12 12 6 7

RMH 30 23 31 25 32 36
Frankston 12 6 8 15 8 7

St Vincents 24 17 18 9 15 11

Western 12 12 11 10 8 13

RURAL
Geelong Hospital 15 6 11 14 6 12

Goulburn Valley Health [Shepparton] <5 6 <5 5 <5 <5

Latrobe Regional Hospital [Traralgon] 7 11 12 11 <5 6

State totals 207 200 176 187 167 170



Spleen Registry

OPSI - Risk is difficult to quantitate
• Estimates 3-5% lifetime risk 

38-50% mortality
Incidence 0.2-0.5% per year

Clin Micro Infect 2001 7 65

• Risk is highest first 2-3 years 
30% of infections >5 yrs 

• Higher in children & immunosuppressed adults

• S.pneumoniae 50-90% of infections

• Case reports OPSI up to 30 yrs
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VSR

Strategies to reduce infections

• EDUCATION – receive education kit
reminders (annual newsletters)

• VACCINATIONS – against pneumococcal & 
meningococcal, Haemophillus influenzae B & annual flu 
shot 

• ANTIBIOTICS
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Monthly recruitments to VSR
November 2003 – November 2007
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Distribution of medical centres where 
splenectomies have been performed

Alfred

DDH & MMC

Other Public Melb
RMH

Box Hill 

Private Melb 

Frankston
Geelong

UNKNOWN

RCH

Country Vic
Interstate 

OS



Victorian Spleen Registry

COHORT n= 554 

Male 320 (58%)  

Female 234 (42%)

Age mean   48 years (2-85)

Young people  n=19  <18yrs old

Deaths n= 37  (6%)



Patients on database

Incident cases 50%

Retrospective cases 50%
* ?systematic identification of cases with PH of

splenectomy – often these patients have not 
ever been educated or received vaccinations 

* Monash Medical Centre record review 
– offered VSR registration to patients identified



VSR

Registered Cohort  n=554

• Splenic artery embolisations n= 31

• Non surgical (hyposplenic) n= 10

• Splenectomies n= 513

Total database n = 640 
with 86 patients with minimal information



Victorian Spleen Registry 

REASONS FOR SPLENECTOMY n= 513

Trauma 227 (45%)
Haem (ITP & HS) disorders 102 (21%)
Haem malignancies 41 (8%)
Incidental at surgery 52 (8%)
Cancer 35 (7%)
Pancreatic disorders 11 (2%)
Spontaneous rupture 9 (2%)
Other (unknown, cysts, Bilharzia, abscesses) 36 (7%)



VSR

REGISTRY mantra

• Ascertainment: 100% of cases

• Data: Wonderfully accurate and  
excellent quality data



VSR notifications
Key people

?Mandatory reporting
Pathologists
Surgeons
ID Physicians
Medical records
GPs
Self referrals 
Snowballing – word of mouth



VSR

100% Ascertainment 
would only work with

“OPT OUT” process

• ALFRED Ethics approval for pathologists to 
release UR and instant ID referral

Seeking same at other Centres



Data 
Collected



VSR registrations

• Over phone
• Post 
• Fax
• On-line



Victorian Spleen Registry

“Education kit”
• Patient information sheet

• Medical recommendations

• Wallet sized alert card

• Wallet sized vaccination card

• Fridge magnet

• Fridge information card

• Pamphlet for alert medallion

• 2007 Newsletter 

• VSR contact details







ESTABLISHING REGISTRY DOCUMENTS

• Pilot

• Network (attend CCRE Registry meetings)

• Sharing (Peter Cameron, Chris Reid & Angela Brennan)

• Experts (John McNeil, Jane Halliday, Peter Cameron)



Sharing – VSR with others
Plain language statement (pt info sheet)

What about my privacy?

OLD WORDING: “Access to your information will only 
be granted to those working on the registry.  We will 
obtain your consent if any research is undertaken 
using this data”.  

NEW WORDING: Deleted 1st line 
“In the future the VSR may like to use information 
provided to the registry for research. All research 
activities require ethics committee approval.”



VSR

“Going state-wide”

• DHS Funding $99,600 for 1 yr (commenced 1/7/07)

• Sought 3 yrs 
• Staffing
• Focus incident cases
• Generic forms (remove Alfred logos)
• Registration forms (fax/on-line)
• Database
• ID (Registrars) departments responsible for 

patient management 



VSR “other sites”

Other Centres (non Bayside Health)
RMH
St Vincents Health (St Vs)
Austin Health
Southern Health
Eastern Health
Peter Mac
Northern Health
RCH

Approval processes –
separate for each? Streamline?



http://www.rch.org.au/ethics/guideline/?doc_id=918#Audit_Versus_Research

Quality Improvement / 
Clinical Audit 

Research

Audit to evaluate established 
practices

Testing a new practice, therapy, 
drug

Answer often known, measuring 
against it

Questioning to find the answer

Non-invasive May be invasive

No randomised groups Randomisation

No informed consent required Informed consent

May or may not involve patient 
contact

Direct patient contact

May or may not be published Published in professional literature



VSR state-wide process
• Ethics Applications – “courtesy”
• ID Units notify HREC that referring (eg RDNS)
• QA project – patients are “referred”
• Opt-out – OK (in principle) 
• Documents submitted

Registration form
Patient information
Recommendations
Guidelines for ID Registrars
Letter to seek support from surgeons
Letter for patients after discharge
Terms of Reference



VSR Issues

• Patient ownership issues

• Ongoing funding 
publications 
large numbers on database
excellent auditing process
cost effective
evaluation processes



VSR

Database issues

Lost to follow up patients  
• “three strikes and you’re out” (inactive)?

Data integrity -cleaning the data

• Auditing other referring centre’s
medical records –how important for us? 

• Expensive 



VSR

Governance 
Who owns the registry?

Who do we answer to?

What structures should be in place?

Who has access “custodians of registry”?



CLINICAL 
ADVICE

(info service)

RESEARCH
(ethics)

VSR State-wide 
REGISTRY 

(admin)



VSR
ROLES

1. Clinical
Telephone support + + + 

pregnancy & breastfeeding – vaccinations/antibiotics
OC pill & HRT as increased thromboembolic risk

VSR 3 options –
No talk administration only
Talk only to registry documents
Offer wider advice?

Educate other medical practitioners, nurses, 
pharmacists, pathology, trauma departments etc



VSR

2. Research 
• Follow up of embolisations patients

• HIV/AIDS patients post splenectomy

• Haematological markers after splenectomy

• Pneumococcal vaccinations and IgM     
responses (Drug Co Funding)



VSR – RESEARCH undertaken

• Cost Effectiveness Study – collaboration with Dr Lisa Gold
Cost effectiveness of a post-splenectomy registry for prevention of sepsis in the asplenic. 
Aust N Z J Public Health 2006; 30: 558-61

• Education Assessment Study (in progress)

• IgM memory B cell (in progress)

• Establishment of a Spleen Registry (in progress)

• ASID guidelines (in press)



VSR issues

• Process for notification
What if pathologists don’t agree? 
Allow alternate process or not?

• Streamline approvals?
Are most registries considered QA or research?
Central approval?

• How clinical role fits in?
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