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Session Overview 

1. Human Genetics Advisory Committee (HGAC) 

 

2.   Financial Services Council (FSC)  

 

3. Industry Challenges 

 

4. Discussion / Questions 

  

    



Australian Government  

National Health 
& Medical 
Research 
Council 

(NHMRC)  

Human 
Genetics 
Advisory  

Committee 
(HGAC) 

Who Fits Where ? – The big picture 



Financial Services Council 
(FSC formerly IFSA) 

FSC Life Risk 
Management 

Board 
FSC 

Genetics 
Working 
Group 

Who Fits Where ? – Life Ins. Industry 



HGAC 

 Ministerial (Aust. Govt) 

appointment (triennium)    

 Committee advise on: 

 current & emerging 

issues in human genetics 

& related technologies 

particularly the expected 

impacts on human health 

& healthcare 

 ethical, legal & social 

implications arising from 

developments in human 

genetics & related 

technologies  

 

Human Genetics Advisory 

Committee (HGAC) 

Financial Services 
Council (FSC) 

FSC 
Genetics 
Working 
Group 

Who Fits Where ? 



FSC 

 National peak body 

representing the 

Australian retail and 

wholesale funds 

management, 

superannuation and life 

insurance industries. 

 Plays significant role in 

the development of the 

social, economic and 

regulatory framework 

in which we operate, 

thereby assisting us to 

serve our customers 

better 

 

 

Human Genetics Advisory Committee 

(HGAC) 

Financial 
Services 

Council  (FSC) 
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Genetics 
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FSC Genetics Working Group 

 Working group 

comprised of life 

insurance risk 

technicians from  

Australian life 

insurance companies 

 Advise the IFSA Life 

Risk Management 

Board on risk 

insurance matters 

involving genetics  

Human Genetics Advisory Committee 

(HGAC) 

 Financial Services 
Council (FSC) 

FSC 
Genetics 
Working 
Group 

Who Fits Where ? 



Human Genetics Advisory Committee 



Human Genetics Advisory Committee 



Human Genetics Advisory Committee 
 

• Feb 2001 - Aust Law Reform Commission (ALRC) undertook inquiry into matters 

relating to protection of human genetic information in Australia 

• Final report “Essentially Yours – the Protection of Genetic Information in 

Australia” issued March 2003 

• Australian Govt response handed down April 2006 

• Essentially Yours Report was catalyst for the formation of the HGAC & remains 

the driver for the HGAC with regards to matters life ins.  

               * Interest in how insurers use genetic information 

  * How insurers underwrite / price risks involving genetic information 

  * Keen interest in whether insurers unlawfully discriminate  

  * Disability Discrimination Act 

            *Allows discrimination where it is based on statistical data / research 

• My involvement -  very much been education process of what we do & why ?   

 

 

 

 

My involvement has been very much an education process of what we do & why?  



Life Insurance – How is it priced?  

 
 

premiums investments 

expenses claims 
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 All being equal - That is if all lives have the same risk of claim then….  

If  1 death per annum will 

occur from 1000 people (with 

the same risk factors) aged 40 

and each insures for $500,000 

sum insured 

Each life pays a $500 premium 

to the insurer 

$500 000 in 

the pool 

Sufficient funds 

in pool to meet 

the expected 1x 

claim of $500,000 
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   If anti-selection occurs or we ignore material risk factors ………. 

1000 people pay $500 each for a 

$500,000 sum insured policy 

but….9 lives know they are more 

likely to die or have additional risk 

factors to the rest of the pool 

 

 

$500,000 

in the pool 

 

Total of 10 death claims 

(Ie, 9 additional to the 1 

claim expected) means      

$5 million is required in 

the pool to meet claims 

costs. 

Insufficient funds in pool 

of  $4.5 million 



Human Genetics Advisory Committee 

1. Mid way through 2nd year of current triennium for HGAC 

2. During first 18 months there has been a number of Life Ins related matters tabled 

requiring our attention, consideration and action : 

3. CEO NHMRC Professor Warwick Anderson wrote to FSC in later stages 2010 

requesting a meeting with FSC to discuss –  

 desire to establish independent expert panel to determine suitability of 

genetics tests for use in risk rating by the insurance industry  

 provision of guidance on clinical & actuarial relevance of particular tests  

 assist in dispute panel for cases involving genetic tests  

 

    



Human Genetics Advisory Committee 

 In addition : other key areas of concern for HGAC centre on what needs to 

be disclosed to the insurer by an applicant :  

 

(a)Genetic counsellors report uncertainty regarding Insurance Personal 

Statement questions Vs applicant’s Duty of Disclosure (duty to 

disclose known risk factors relative to the risk!)  

 

(b) Applicant’s involved in medical research projects or trials 

 debate on whether research related genetic tests should be disclosed 

 

(c) Pharmacogenomics 

 



FSC Genetics Working Group Activity 

“Quick Wins” for the industry may be achieved to demonstrate our 

willingness to address perceived problems and ensure greater transparency 

by:  

 

 re-structuring (and standardising) the P/S questioning across the 

industry 

 

 

 and / or updating respective FSC Standards on Genetic Testing (11) 

& Family History  (16)   

 



FSC Genetics Working Group Activity 

Recommended GWG Solutions -  

(i) For applicant’s involved in medical research or trials : 

 “Have you ever had or are you considering having a genetic test where you 

  received (or are currently awaiting) an individual result? 

 Doesn’t cater for pharmacogenomic genetic testing. 

 

(ii) General Family Hx wording in P/S 

Has your mother, father or any brother or sister …………. 

Inclusion of following foot note -  

“Note: you are only required to disclose any family history information 

pertaining to first degree blood related  family members – living or 

deceased. (mother, father, sisters, brothers)” 

 Inclusion of this in the respective FSC Standard 16  
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 FSC Genetics Working Group Activity 

  

• Instrumental in the development of industry guidelines 

(“Standards”) with regard to: 

• FSC Genetic Testing (Standard 11) 

• FSC Family Medical History (Standard 16) 

 GWG undertaken review both standards wordings  

• Instrumental in industry’s ongoing collection of data 

involving applications Hx genetic testing is disclosed 

  

• Investigating most efficient and cost effective 

collection and reporting of data  
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• Approx 400 (genetic test) applications p.a  

• >750,000 applications p.a  

Latest draft report (Rice Warner) based on data 

collected from 1 Dec 2007 to 30 Nov 2009: 

• Haemochromatosis most commonly disclosed 

genetic test (approx 56%) 

•  Approx 58% of total applications involving 

disclosed genetic tests were offered “standard” 

premium rates 

•  27% “non-standard” 

•  15% deferred or declined 

 

 

 

FSC Genetics Working Group Activity 
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 Of those applications where the disclosed genetic test  

was “Positive” : 

•  43% UW on “standard” premium terms 

•  29% “non - standard” 

•  28% deferred or declined 

Of 144 applications not offered “standard rates” 

•  7 (or only 5%) were cases where the insurer 

indicated the genetic test was the sole reason 

for the UW decision   

FSC Genetics Working Group Activity 
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 FSC Genetics Working Group Activity 

 
 

 GWG has established a framework for a “Genetics 

Information Review Panel” (as recommended by 

ALRC “Essentially Yours” report) 

 Draft format – Requires FSC Life Risk Board and then member 

approval 

 

 Ongoing FSC education (on all matters genetics) 

needs to continue including distribution channels 
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“Moratorium Model” debate -  Why not ? 

•  Aust Govt response to ALRC “Essentially Yours” 

report 

•  Rapid scientific/medical advancements in genetics 

•  Growing number “compulsory” insurance options 

now available in Australian market  

•  Leaves “door ajar” for other lobby groups to 

request similar concessions   

Ongoing FSC member training / education      

(including distribution)  

 

Australian Industry Challenges 
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  Growing Direct To Consumer (DTC) Testing market 

•  validity of testing 

•  risk of “anti-selection” 

Rapid scientific/medical advancements in genetics 

  Genetics  Genomics (single gene Vs multi gene)  

 Envisaged availability of entire human genome 

testing 

 Risk Assessment / Actuarial modeling  

 Reasonable for common single gene mutations 

 Challenge is for multi gene mutations  -  Will we be ready ? 

 

 

 

 

Wider Industry Challenges (Worldwide) 



 

THANK YOU  

Discussion / Questions 
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