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AusDoCC   Vision   
Recognition,   Opportunities,   Access   and   Resources   (ROAR)   for   all   people   with   a   disorder   of   the   corpus   
callosum  

  
AusDoCC   Mission    
To   support   individuals,   families   and   caregivers   affected   by   a   disorder   of   the   corpus   callosum   (DCC).   
To   influence   health   professionals,   communities,   service   providers,   educators   and   governments   to   achieve   our   
vision   
  

Our   History     
AusDoCC   began   from   humble   beginnings   when   a   group   of   mums   from   around   Australia   attended   an   online   
meeting   in   April   2012   and   formed   a   fledgeling   organisation.   Over   the   years   the   committee   diversity   has   grown   
to   include   dads,   partners,   friends   and   adults   with   agenesis   of   the   corpus   callosum   (ACC).   
  

Our   aims   were   clear.   We   all   wanted   better   recognition   for   everyone   affected   by   ACC   and   their   families.   We   all   
wanted   the   professionals   to   know   more   about   ACC.   We   wanted   to   connect   all   these   isolated   groups   and   have   
them   connect   and   learn   from   one   another.   We   wanted   to   make   ‘corpus   callosum’   a   household   word.   
  

With   social   media,   a   website,   professional   advisors,   conferences,   information   days,   newsletters,   connecting   
globally   with   similar   groups   and   the   scientists   and   with   sheer   passion   and   determination   we   are   achieving   all   of   
that   and   more.   Our   foundations   were   strong   and   we   continue   to   build   on   them.   
  

We   want   our   organisation   to   reach   more   people   and   have   the   impact   that   is   needed.   As   we   grow   we   are   
becoming   more   professional    but   we   will   always   be   guided   by   our   humble   beginnings   and   never   lose   sight   of   
our   original   reason   for   being.   We   began   by   advocating,   uniting   and   supporting   and   we   continue   by   adding   
some   volume.   We   ROAR   for   Recognition,   Opportunities,   Access   and   Resources.   
  

Association   Name   
AUS   DOCC   Incorporated   
Also   known   as   Australian   Disorders   of   the   Corpus   Callosum   or   AusDoCC     
Incorporations   registration   number:   A0057821R     
Australian   Business   Number:   54   754   767   674   
  

Our   Purpose   
To   operate   AUS   DOCC   INC   as   a   charitable   institution   founded   to   provide   support   for   individuals,   
families   and   caregivers   affected   by   a   disorder   of   the   corpus   callosum   (DCC).  

  
Support   is   offered   through   connections   among   any   individuals,   families   and   caregivers   and   the   general   
public   who   are   affected   by   a   disorder   of   the   corpus   callosum.  
Relief   is   offered   through   advocating   (raising   community   awareness,   promoting   inclusion),   educating   
(broad   based   information),   informing   (resources   including   financial,   emotional,   therapeutic   and   social   
support   networks)   and   connecting   those   affected   by   a   diagnosis   (reducing   the   impact   of   isolation   
experienced   with   a   rare   condition).   
The   provision   of   broad-based   education   resources   for   service   providers,   including   health   care   workers   
and   other   organisations,   will   enable   them   to   appropriately   support   individuals,   families   and   caregivers   
affected   by   a   DCC.   
Partnerships   will   be   formed   with   key   research   organisations,   who   are   completing   ethically   approved   
research   focusing   on   DCC   and   through   the   completion   of   data   collection   and   a   database   of   research   
volunteers.   Raising   community   awareness   of   DCC   will   be   a   focal   point.   AusDoCC   is   a   registered   charity   
with   the   ACNC   and   displays   the   logo   with   pride.   The   ACNC   Registered   Charity   Tick   is   reflective   of   the   
ACNC’s   commitment   to   being   a   contemporary,   friendly   and   engaging   organisation.   The   bold   coloured   
ribbons   on   the   logo   convey   support,   pride,   spirit   and   unity.   

  
©AusDoCC   Inc.   Annual   Report   [2020] 2   



/

CONTENTS   
  
  
  

  
  

    

©AusDoCC   Inc.   Annual   Report   [2020] 3   

Our   vision   [page   2]   
Our   mission   [page   2]   
Our   history   and   purpose   [page   2]   
Section   1   –   An   overview   of   AusDoCC   Inc     
About   AusDoCC   Inc   [page   4]   
Our   people   [page5-6]   
Looking   ahead   [page   7-8]   
Evolution   of   Edna   [page   9]   
What   our   members   say   [page   10-13]   
Section   2   –   Governance   &   Operations     
Structure   &   management   [page   14]  
President’s   report   [page   15]  
Our   objectives   and   activities   [page   16-17]   
2020   Committee   role   reports   [page   18-21]   
Section   3   –   Our   Finances     
Our   financial   supporter   -   donors,   grants   &   sponsors   &   grants   [page   22]  
Treasurer’s   report   and   financials   [page   23-26]   
Auditor’s   statement   &   Declaration   [page   27-29]   
Section   4   –   Our   other   important   information     
Partners,   associations   &   umbrella   organisations   [page   30]  
How   you   can   help   [page   31]  
Contact   Us   [page   32]  



/

  

  
  

ABOUT   AUSDOCC   INC   
  

We   are   a   grassroots   committee   of   volunteers   who   are   passionate   about   supporting   and   informing   
everyone   affected   by   a   corpus   callosum   disorder.   That   includes   adults   and   kids   with   a   DCC   and   their   

families,   professionals,   friends   and   the   wider   local   and   global   community.     
  

The   Committee   meets   monthly   and   talks   constantly   on   our   Facebook   group   to   hatch   up   plans   and   

projects   and   work   out   ways   to   access   money   to   fund   all   our   ideas   and   those   of   our   members.   Corpus   
callosum   disorders   are   heterogeneous   in   cause   and   presentation   which   means   there   are   many   causes,   
many   ways   they   affect   people   and   many   different   needs   for   everyone   involved.   For   a   long   time   families   

and   professionals   had   very   little   accurate   information   or   support.   Our   quest   is   to   change   that   and   ROAR   
for   Recognition,   Opportunities,   Access   and   Resources.   
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OUR   PEOPLE   
  

AusDoCC   Patron   -   Professor   Linda   Richards   AO      
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Congratulations   to   Professor   Linda   Richards   who   
has   been   recognised   for   her   expertise   in   brain   
formation   and   wiring   and   developmental   disorders.   
Linda   has   been   appointed   as   head   of   the   
Department   of    Neuroscience   and   the   Edison   
Professor   of   Neurobiology   at   Washington   University   
School   of   Medicine   in   St   Louis,   USA.   She   will   
continue   to   be   involved   with   AusDoCC   in   her   roles.   

https://medicine.wustl.edu/news/richards-named-head-of-neuroscience/   
  
  
  

Professional   Advisors   
  

Name   Position   Dates   
acted     

Professor   Linda   Richards   Chief   Scientific   Advisor   whole   year   

A/Professor   Richard   
Leventer   

Paediatric   Neurological   Advisor   whole   year   

A/Professor   Simone   
Mandelstam   

Imaging   Advisor   whole   year   

Dr   Megan   Spencer-Smith   Research   Advisor   Nov   13   -   

Dr   Lynn   Paul   Psychology   Advisor   whole   year   

Professor   Mark   Walterfang   Adults   with   DCC   Advisor   whole   year   

Dr   Monica   Cooper   Paediatric   Advisor   whole   year   

A/Professor   Paul   Lockhart   Scientific   Advisor   -   Genetics   and   
laboratory   research   

whole   year   

Dr   Natasha   Alexander   Sexuality   &   Relationships   Advisor   whole   year   
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Volunteer   Committee   of   Management     
  

The   everyday   running   of   AusDoCC   Inc   is   the   responsibility   of   our   Management   Committee,   which   is   
composed   of   elected,   voluntary   members.   All   committee   members   have   individual,   designated   roles   
and   also   belong   to   subcommittees.   Committee   members   have   been   from   all   over   Australia   and   also   
from   New   Zealand.   
  

At   the   Annual   General   Meeting   (AGM),   financial   members   of   AusDoCC   elect   our   committee   for   a   period   
of   12   months.    Members   are   entitled   to   a   vote   at   this   meeting   either   by   their   attendance   or   by   a   proxy   
vote   available   from   the   secretary.   The   online   2019   AGM   was   held   on   August   13,   2019.   
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Volunteer   Committee   of   management   2019/2020   
  

Name   Position   Dates   acted     
  

Kristina   Coburn   President   whole   year   
Maree   Maxfield   Secretary   whole   year   
Maja   Palacios   Treasurer   whole   year   
Nicole   Harrison   Vice   President   whole   year   
Michael   Shanahan   Vice   President   whole   year   
Tanya   Smith   General   Committee   Member   whole   year   
Anna   Uther   General   Committee   Member   whole   year   
John   Jonker   General   Committee   Member   whole   year   
Abbie   Kinniburgh   General   Committee   Member   whole   year   
Pieta   Shakes   General   Committee   Member   whole   year   
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Looking   Ahead   -   AusDoCC   Committee   of   Management   2020/21   
  

AusDoCC   continues   its   strong   grassroots   tradition   as   an   organisation   where   the   majority   of   the   

operational   planning   and   implementation   is   carried   out   by   the   Committee   of   Management   members.   
Committee   members   are   passionate   about   their   individual   roles   and   AusDoCC   as   a   whole.The   
Executive   continues   to   take   leading   responsibilities   for   key   events,   operations   and   policy   

implementation   and   construction.    
  

The   elected   Committee   members   have   several   ongoing   commitments   and   attend   monthly   meetings.   
Individual   roles   are   carried   out   in   our   scattered   locations   across   the   country   with   collaboration   when   

possible   and   as   required.   The   circles   of   AusDoCC   were   extended   to   introduce   the   concept   and   
program   “Friends   of   AusDoCC”   in   2019.   This   was   renamed   Diamonds   of   AusDoCC   to   reflect   the   high   
value   of   our   volunteers.     

  
Diamonds   can   take   on   tasks   or   roles   in   a   volunteer   capacity   without   the   full   commitment   of   being   on   
Committee.   The   Diamonds   group   will   be   run   by   a   liaison   officer   and   will   operate   as   a   Facebook   group   

to   keep   the   communication   flowing   between   Committee   and   the   Diamonds.   Members   are   free   to   
commit   as   much   or   as   little   time   as   they   wish.   Diamonds   is   evolving   but   COVID19   has   had   a   massive   
impact   on   all   our   operations.   Hopeful   2021   will   be   kinder.   
  

The   social   and   stakeholder   circles   of   our   group   continue   in   a   concentric   pattern   to   reach   global   
communities.   
  

Social   Circles   of   AusDoCC   -   Groups   
1.       Self    -   the   individual   
2.       Executive   -   President   Secretary   Treasurer   and   Vice   President   
3.       AusDoCC   Committee   of   management   -   volunteer   operating   body   of   ‘x’   ongoing   working   

members   with   key   operational   roles   and   responsibilities    (includes   3   adults   with   acc).   Attends   
monthly   meetings.   

4.      Friends   of   AusDoCC   -   fringe   volunteer   operating   body   of   up   to   ‘y’   of   casual   member   workers   

who   assist   or   manage   specific   projects   or   one   off   activities   when   available   or   interested.   
5.      Members   -   all   financial   members   of   AusDoCC   Inc.   
6.      Professionals   associated   with   AusDoCC   and   its   members   -   IRC5,   advisors,   other   researchers,   

clinicians   and   educators   
7.     Wider   Australian   AusDoCC   and   ACC   community   -   includes   facebook   members,   family   friends   

and   supporters   
8.     International   ACC   support   groups   -   peak   bodies   in   each   country.     

9.     The   Bridge   
10.   Global   ACC   community   
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Social   Circles   of   AusDoCC   
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Evolution   of   Edna   The   Fat   Tailed   Dunnart   
    

After   reading   that   the   American   o’possum   has   no   corpus   callosum   the   search   began   for   a   similar   
Australian   native   animal.   The   search   revealed   that   all   marsupials   have   no   corpus   callosum.   A   
conversation   with   Tim   Edwards,   a   researcher   at   QBI,   identified   the   fat   tailed   dunnart   as   one   of   their   
favourites.   So   began   the   search   to   find   someone   who   would   make   us   a   toy   one.   Eventually   we   
located   Jozzies   and   the   first   prototype   arrived.   She   had   a   little   name   tag   with   Edna   on   it   and   so   
‘Edna’   became   our   mascot.   
    

After   an   extensive   photo   shoot   with   her,   on   her   way   to   AusDoCC,   she   was   adopted   by   everyone   and   
much   loved.   Not   long   after   that   several   of   her   cousins   arrived   and   began   to   be   adopted   out   to   families   
who   had   a   child   or   an   adult   with   ACC.   
    

Edna   has   become   quite   a   celebrity   and   features   on   all   our   advertising   material   as   well   as   writing   
regularly   for   the   AusDoCC   newsletters.   In   2020,   a   larger-than-life   Edna   arrived   at   AusDoCC   Central   
in   a   huge   box   and   she   is   going   to   make   some   appearances   when   COVID19   allows.   Currently   she   is   
using   lockdown   to   write   her   book   and   posing   for   photos   and   artist   impressions.   
    

Edna   has   become   very   much   part   of   AusDoCC   and   is   a   friend   to   all.   
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WHAT   OUR   MEMBERS   SAY   -    Member   register   total   @   June   30,   2020   =   295   
  

Survey   #1.   All   AusDoCC   Members   -   Help   us   Plan   Ahead   (August   2019)     
    

DEMOGRAPHICS   
This   survey   was   sent   in   August   2019   to   AusDoCC   members,   aged   18   or   over.    This   included   16   adults   
diagnosed   with   a   disorder   of   the   corpus   callosum.    Other   roles   noted   by   respondents   were   clinician,   carer   and   
partner   of   someone   with   a   DCC   (one   each).    No   one   completing   the   survey   identified   as   an   educator.   

    
CONFERENCE     
Over   half   of   respondents   indicated   intention   to   attend   Connections   2021,   including   12   adults   with   ACC.   Eight   
respondents   have   attended   all   three   Connections   conferences   (2   ACC   adults   and   two   committee   members   
have   also   attended   all   adult   conferences).   
21   respondents   indicated   they   had   not   attended   any   conference   so   far .     Of   those,   about   half   intend   to   attend   
Connections   2021,   and   one-third   for   Bridging   the   Gap   2020.   
Overall,   21   respondents   plan   to   attend   Bridging   the   Gap   2020.    Looking   at   the   data,   it   does   appear   that   some   
of   this   number   refers   to   adult   children   of   the   respondents.   .   
Respondents   generally   said   that   location   (eg   being   close   to   home),   financial   considerations,   having   plenty   of   
notice   for   planning,   and   childcare   were   factors   that   may   make   it   easier   to   attend   an   AusDoCC   conference.     

Nearly   half   of   respondents   said   they   would   prefer   a   conference   venue   and   hotel   style   accommodation,   
while   about   10%   would   prefer   a   camp.   Half   of   those   surveyed   said   they   would   like   a   balance   of   
presenters,   workshops   and   social   activities.    About   a   quarter   of   respondents   said   they   would   like   
assistance   to   gain   NDIS   funding.     

  MEETUPS   
Just   over   one-third   have   attended   a   meetup   and   a   similar   number   indicated   they   would   like   to   do   so.   
Over   60%   say   that   meetups   are   valuable.    There   is   a   clear   preference   for   meetups   to   be   held   on   
weekends.   It   can   be   difficult   for   members   in   regional   areas   to   attend.    There   was   a   suggestion   of   
holding   more   meetups   for   adults.     

INFORMATION   DAYS   
About   one-quarter   have   attended   an   information   day.    About   40%   say   they   are   valuable.   It   is   difficult   to   
interpret   the   intention   of   future   attendance   at   information   days   based   on   the   data   collected,   but   it   is   
probably   at   least   40%.    Again,   weekends   are   the   preferred   time.   As   with   the   main   conferences   as   noted   
above,   location   and   childcare   availability   can   also   be   barriers   to   attendance   at   information   days.  

SATISFACTION     
Generally,   all   but   a   couple   of   respondents   were   satisfied   with   the   AusDoCC   Newsletter,   “Edna”   Mascot,   
Facebook   Groups,   Accounting,   Brain   Sells   shop,   Website.     
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Survey   #2.   Adults   with   DCC   -   Input   to   Events   policy   for   adults   with   DCC   
  

  

  
  
  
  

©AusDoCC   Inc.   Annual   Report   [2020]  11   



/
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Survey   #3    Adults   with   DCC   -   Survey   of   preferred   events   and   Zoom   operations   

  
The   survey   results   for   “Adults   with   ACC   events   survey   2020”   a   survey   of   people   with   agenesis   of   the   corpus   
callosum   over   18   years   of   age   regarding   meet   ups   in-person   and   online   are   outlined   below.     

Fifteen   respondents   completed   the   survey,   most   respondents   wanted   an   in-person   meet   up   less   than   monthly   
(i.e.   2 nd    or   3 rd    monthly),   several   people   cited   mobility   issues,   sensory   issues,   crowded   venues   and   concerns   
about   social   settings   (e.g.   social   anxiety)   as   issues   they   may   have   with   an   in-person   event,   one   respondent   
added   a   concern   of   their   own   and   several   people   skipped   this   question.     

Many   examples   of   events   were   provided   for   respondents   to   choose   from,   the   most   popular   options   selected   
were,   meet   up   at   a   café/pub,   bowling,   river   cruise,   mini-golf,   although   there   was   a   wide   spread   of   interest   over   
other   options   as   well,   and   three   respondents   added   to   the   list.     

Participants   were   asked   to   give   an   alternate   name   to   “adults   with   ACC”   for   which   there   were   a   mix   of   
responses.   There   was   significant   interest   in   taking   part   in   research   about   ACC   conducted   by   professionals.     

The   remainder   of   questions   were   about   using   ZOOM   for   meeting   up   online.     

When   asked   how   comfortable   they   were   with   using   ZOOM   there   were   mixed   responses.   When   asked   what   
kind   of   session   they   would   like,   many   responses   were   popular.   The   most   popular   were   hearing   a   presentation   
from   a   professional,   group   chat   with   peers,   chat   with   and   have   questions   answered   by   a   professional,   two   
respondents   added   to   the   list   of   options.     

Training   from   an   IT   professional   was   offered   and   the   level   of   training   asked   with   respondents   giving   mixed   
results.   Most   wanted   to   learn   the   basics   of   zoom,   some   wanted   one-on-one   training,   some   stated   they   wanted   
to   learn   advanced   skills,   to   have   support   with   the   process   from   a   support   worker   or   parent.   Four   respondents   
added   additional   thoughts.     

Concerns   about   in-person   meet   ups   will   be   used   to   make   decisions   about   where   events   are   held   and   what   
adaptations   are   needed.   Questions   about   ZOOM   will   be   used   to   more   effectively   deliver   training   offers   and   
help   prioritisation   of   session   types.     
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STRUCTURE   &   MANAGEMENT   

  
AusDoCC   is   governed   by   a   Committee   of   Management   which   currently   has   10   members.   It   includes   
5   office   bearers    and   each   Committee   member   has   a   role   of   responsibility.   

  
AusDoCC   Inc   is   registered   with   the   Australian   Charities   and   Not-for-profits   Commission   (ACNC).     
  

We   operate   under   our   Own   Rules   which   are   predominantly   those   supplied   by   our   Incorporations   body,   
Victorian   Consumer   Affairs,   in   accordance   with   the   Incorporations   Act   2012.   

  
We   have   a   Policy   and   Procedures   Document   and    members’   code   of   conduct   with   descriptions   of   expected   
behaviours   and   underlying   values.   

  
All   Committee   members   and   volunteers   are   required   to   sign   a   statement   of   Undertaking   when   volunteering   for   
AusDoCC.   
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PRESIDENT’S   REPORT   -   Kristina   Coburn   
  

At   our   last   AGM   in   August   2019   we   elected   a   total   of   10   committee   members.   Executive   remained   the   
same   with   Maree   Maxfield   as   secretary,   Maja   Palacios   as   treasurer   and   Niki   Harrison   as   vice   president.   
Michael   Shanahan   was   added   to   the   executive   as   a   co-vice   president   and   became   the   first   adult   with   a   
DCC   to   hold   an   executive   position.   We   said   goodbye   to   3   committee   members,   Maggie   Nolan,   Lisa   
McNally   and   Margie   Slater   and   thanked   them   for   their   contributions.   Margie   kindly   agreed   to   continue   the   
role   of   newsletter   editor   and   always   produces   an   outstanding   newsletter.     
    

In   October   we   met   for   our   annual   face-to-face   meeting   with   all   of   the   new   committee   in   tow.   We   were   
ready   for   another   hard-working   year   ahead   of   us.   The   executive   committee   spent   Wednesday   reviewing   
our   strategic   plan   and   going   through   our   first   ILC   grant   with   consultant,   Catherine   McAlpine.   Then   the   
whole   committee   came   together   over   the   next   few   days   to   discuss   leadership,   advocacy,   problem   solving,   
IT   skills   and   the   year   ahead.     
    

Our   plans   included   getting   members   together   for   AusDoCC   Meet   Ups   and   Information   Days   that   were   
fully   funded,   including   transport   costs   from   those   traveling   from   isolated   parts   of   the   country.   We   began   
our   plans   for   the   second   My   People,   Brisbane   conference   for   our   adult   members   with   a   DCC.     
    

Suddenly   everything   came   to   a   standstill   with   the   terrible   bushfires   that   ravaged   the   country.   Australia   was   
burning.   Meet   Ups   and   Info   Days   around   the   country   were   put   on   hold.   WA   and   Brisbane   managed   to   slip   
in   a   Meet   Up   in   November   but   that   was   it.     
    

Just   as   the   country   stopped   burning,   who   would   have   guessed   a   global   pandemic   would   change   the   
world.   Borders   everywhere   shut   -   nobody   in,   nobody   out,   a   bit   like   Willy   Wonka’s   Chocolate   factory.   We   
could   no   longer   do   anything   that   we   had   planned.   Covid   19   changed   everything,   in   every   way.   We   had   to   
get   creative   and   make   some   changes   to   our   plans   and   our   grant   funding.   We   posted   300   mini   care   packs   
out   to   all   members   amidst   the   first   wave   of   the   pandemic.   The   project   was   called   “Love   Letters.”   This   was   
purely   to   let   people   know   that   they   were   not   alone   and   to   reach   out   if   need   be.    Books   in   Schools   made   
another   successful   return.   We   sent   25   ACC   and   Me   books   out   to   the   classes   of   children   beginning   school.   
    

Our   brand   new   Birthday   cards,   designed   by   competition   winner   Karina   Bustillo,   arrived   along   with   our   new   
Thank   You   cards   and   little   information   cards.   Getting   an   Edna   mascot   costume   made   was   a   highlight   and   
she   will   be   introduced   soon.   But   shhh   it’s   a   secret.   
    

We   discovered   Zoom   was   the   newest   online   platform.   So   began   Zoom.   The   Zoom   sub   committee   was   
formed   and   Zooming   began.   We   found   that   our   committee   meetings   became   more   efficient   because   we   
could   finally   see   and   hear   one   another.   Thank   you   to   all   of   our   amazing   committee   over   this   past   year.   
  

I   think   I   would   describe   this   year   as   the   year   of   tolerance.   
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OUR   OBJECTIVES   AND   ACTIVITIES   
  

  
  
  

  

           
  

  
  
  
  

©AusDoCC   Inc.   Annual   Report   [2020]  16   



/

ACTIVITIES   COMPLETED   FOR   2019/20   
  
● A   quarterly   newsletter   -   AusDoCC   Connects   
● International   Corpus   Callosum   Awareness   Day   -   Memes   and   slideshow   of   members   

● Growing   the   adults’   support   group   to   plan   a   second   adults   with   DCC   conference   and   obtained   funds   
● Initial   planning   for   Connections   2021   in   Melbourne   (postponed   to   2022)   
● Drafting   a   picture   story   book   about   Edna   (mascot)   at   Connections   19   

● Planning   coordinated   meet   ups   in   each   state   
● Competitions   for   designing   new   AusDoCC   cards   
● Improving   and   maintaining   our   website   to   be   a   valuable   source   of   information.   Engaging   an   IT   support   

person.   

● Completing   Top   Ten   resource   sheets   and   a   DCC   fact   sheet.   Include   them   in   new   member   Welcome   
Packs   

● Upgraded   technology   resources   and   operational   equipment   for   committee   members   

● Continuing   to   liaise   closely   with   AusDoCC   advisors.   Appoint   new   research   advisor   
● Holding   an   afternoon   tea   gathering   for   advisors   and   other   invited   guests   to   meet   Committee   
● Planning   an   information   day   for   parents   and   adults   with   DCC.   

● Face   to   Face   Executive   meeting   in   Melbourne   to   develop   policy   and   procedures   
● Training   volunteer   committee   members   to   build   skills   and   effectively   grow   the   organisation   
● Advocating   for   greater   awareness   of   DCC   in   health   and   education   settings   
● Advocating   to   government   bodies   to   gain   better   recognition   for   DCC,   as   a   key   diagnosis   

● Exploring   the   NDIS   and   meeting   with   Access   Managers   to   create   greater   awareness   of   ACC   and   
AusDoCC   

● Maintaining   a   YouTube   channel   with   AusDoCC   videos   

● Successfully   applying   for   grants   to   build   individual   and   organisational   capacity   and   fund   conferences   
● Sending   birthday   cards   to   everyone   with   a   DCC   
● Increasing   international   collaboration   with   the   global   support   groups   and   science/research   community.   

Leading   the   global   community   through   chairing   the   The   Bridge,   designing   a   logo   and   building   policy   
● Team   building,   leadership   and   planning   activities   for   Committee   members   
● Maintaining   Brain   Sells   shop   with   AusDoCC   merch.   
● Maintain   social   media   sites   -   2   Facebook   groups,   a   Facebook   Page   and   Twitter   

● Establishing   a   volunteers   group   called   Diamonds   of   AusDoCC   
● Connecting   with   families   and   schools   by   sending   Care   Packs   and   ACC   and   Me   Books     
● Survey   members   about   needs   and   suggestions   to   improve   AusDoCC   

● ROAR    for   everyone   associated   with   disorders   of   the   corpus   callosum   to   gain    Recognition,   
Opportunities,   Access   and   Resources   
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2020   COMMITTEE   ROLE   REPORTS   
  

ABBIE   KINNIBURGH    -    AusDoCC   Adults   with   a   DCC   representative   (Victoria   and   Australia)   
    

Over   the   last   year   or   so   in   the   AusDoCC   committee,   I   have   assisted   with   planning   and   organising   online   

events   on   Zoom   for   adults   with   a   DCC.   This   has   helped   continue   to   build   our   community   and   maintain   some   
connection   for   adults   with   a   DCC   in   the   challenging   time   of   COVID-19.     
  

I   have   also   been   sourcing   and   putting   together   a   regular   Q&A   article   from   an   adult   with   a   DCC   for   each   
AusDoCC   newsletter,   to   learn   a   bit   about   our   different   adults   with   a   DCC.   I   am   an   admin   on   the   Australian   
ACC   Adults   Facebook   group   and   often   post   information   about   upcoming   events   or   programs   on   behalf   of   

AusDoCC   or   for   our   adults   with   a   DCC   community.     
  

Unfortunately,   the   unexpected   and   life   altering   times   of   COVID   have   meant   some   big   change   of   plans   for   
AusDoCC   and   the   adults   with   a   DCC.   It   meant   having   to   cancel   our   much   anticipated   ‘My   People’   conference   

in   Brisbane,   which   was   disappointing   for   all.   It   also   meant   fewer   state   meetups   or   events   for   adults   with   a   DCC   
in   Victoria.     Although   it   has   not   been   the   same   as   face   to   face   meet   ups   or   without   challenges,   many   adults   with   
a   DCC   have   been   able   to   compromise   and   attend   some   events   on   Zoom,   run   by   AusDoCC   over   the   COVID   

period.   
  

This   last   year   has   had   me   and   others   experiencing   many   ongoing   challenges,   on   top   of   this   very   long   COVID   

period.    AusDoCC   does   an   amazing   job   to   support   each   other   through   many   hurdles   and   rollercoaster   rides   on   
our   working   committee.   AusDoCC   works   for   and   caters   to   people   and   families   with   a   diverse   range   of   needs  
and   situations.   AusDoCC   is   run   by   people   with   a   diverse   range   of   needs   and   situations.   This   is   what   helps   
make   it   an   extremely   accommodating,   compassionate   and   understanding   working   committee   to   be   part   of.   It   

enables   me   to   continue   my   role   of   representing   adults   with   a   DCC.   
Thank   you.   
    

PIETA   SHAKES    –   Grants   Officer   
    

This   past   12   months   has   presented   successes   and   challenges   within   my   committee   role   as   the   grants   officer.   

Further   NDIS   ILC   funding   has   continued   to   provide   the   opportunity   for   AusDoCC   to   grow   in   capacity   as   an  
organisation   to   reach,   connect   and   support   a   greater   number   of   people   within   the   DCC   community.   COVID19   
required   adaptation   of   grant   programs   and   despite   disruptions   and   alterations   the   grant   activities,   outcomes  
and   reporting   have   been   achieved   on   time.   While   a   successful   applicant   for   the   NDCI,   the   committee   declined   

acceptance   as   the   pandemic   meant   the   event   could   no   longer   be   held   in   the   required   timeframe,   
demonstrating   responsible   governance.     
    

Other   activities   of   which   I   have   enjoyed   over   the   year   include   my   involvement   within   the   Mental   Health   
Working   Group,   the   research   sharing   Facebook   page,   resource   development,   risk   management,   advocacy   and   
the   online   information   session.   Due   to   my   other   commitments,   I   am   finishing   up   within   my   role   on   the   
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committee.   I   look   forward   to   watching   and   supporting   the   amazing   things   to   come,   from   the   position   of   a   

‘Diamond’   and   wish   the   committee   all   the   success.   
    

MAREE   MAXFELD    –   Secretary   &   Communications   Officer   
    

The   2019-2020   term   has   been   an   unusual   one   but   also   productive.   We   planned   a   bumper   conference   for   
adults   in   Brisbane   for   May   2020.   Unfortunately,   we   have   had   to   postpone   it   twice.    We   also   postponed   the   
CONNECTIONS   21   conference   until   2021.   In   some   ways   this   provided   a   break   from   the   constant   demands   of   

high   level   organisation   by   a   group   of   people   punching   way   above   their   weight.   Hopefully    2021   will   see   some   
borders   open   and   we   can   gather   people   together   in   person   once   again,   which   is   a   key   feature   of   our   
operational   goals.     

  
My   contributions   during   this   term   have   been   to   organise   a   couple   of   Face2Face   planning   weekends,   grow   the   
presence   of   our   mascot,   Edna,   maintain   the   website   whilst   building   the   content   for   the   new   website,   refine   and   
release   some   resources   such   as   the   Top   Tens,   videos   and   policy   documents.   I   have   continued   to   build   

networks   with   key   local   and   global   professionals   and   researchers.   As   AusDoCC   secretary   I   keep   the   minutes   
for   Committee   meetings   and   deal   with   correspondence   and   our   ever   increasing   member   base.   I   was   fortunate   
to   secure   a   couple    grants   and   helped   to   keep   records   for   the   reporting   and    acquittal   of   the   major   ILC   grants   

and   related   media   publicity.     
Never   a   dull   moment   at   AusDoCC   Central!   
  

MAJA   PALACIOS    –   Treasurer   &   Graphic   Design   Officer   
It   has   been   an   interesting   year   for   graphic   design,   with   Jocelyn   Palacios   assisting   as   a   volunteer   we   have   
designed   and   created   an   amazing   Edna   mascot   which   will   be   revealed   when   face   to   face   events   can   be   held.   
Awareness   day   was   a   great   success   with   our   original   memes   and   images   shared   worldwide.   

I   have   assisted   Maree   and   other   committee   members   by   creating   graphics   for   documents   over   the   year.   
I   have   provided   Pieta   with   the   required   documents   for   grant   applications   and   reporting   obligations.   I   have   
worked   closely   with   Executive   Committee   to   ensure   that   our   organisation’s   licensing   and   legal   obligations   were   

met.   
While   our   planned   conferences   and   events   were   postponed   due   to   covid19   they   are   scheduled   to   be   held   in   
the   near   future.     

Treasury   and   accounts   have   run   smoothly   and   are   up   to   date.   The   financials   have   been   audited   for   2019/20.     
    

NIKI   HARRISON   -    Vice   President   &   Celebrations   Officer   
    

My   job   is   to   send   birthday   cards   to   all   our   members   who   have   a   disorder   of   the   corpus   callosum.   Before   each   
month   commences   I   send   a   text   message   to   the   member   and   confirm   the   date   of   birth   and   the   address.   This   
keeps   our   database   up   to   date   and   also   makes   sure   the   card   is   going   where   it   needs   to   go.   I   then   get   all   cards   

ready   for   the   month   and   send   3   to   5   days   prior   to   the   birth   date   of   each   person.    I   also   help   the   president   and  
executive   with   anything   else   needed.     
    

©AusDoCC   Inc.   Annual   Report   [2020]  19   



/

TANYA   SMITH    –   Awareness   Day   Officer   

    
This   year   in   my   role,   I   contributed   to   the   creation   of   the   Edna   mascot   costume.   We   successfully   created   a   
Covid-safe   awareness   day   campaign   on   July   2nd   with   great   media   attention   and   memes   that   went   around   the   
world   on   social   media.   People   sent   us   photos   which   were   put   together   for   the   annual   slideshow.   

The   beginnings   of   a   teen   friendship   group   are   underway   and   we   have   a   plan   which   will   be   expanded   upon   into   
the   future.   
Various   social   media   platforms   have   been   used   to   provide   support   and   information   to   our   financial   members   

and   the   wider   community.   
  

   MICHAEL   SHANAHAN    –   Vice   President   &   Research   Awareness   Officer   

    
In   the   financial   year   2019/20   I   held   events   in   Queensland   for   members   in   Brisbane,   participated   in   training   at   
two   committee   Face-to-Face   meetings,   participated   in   the   Mental   Health   Steering   Committee   and   prior   to   the   
COVID-19   lockdown,   I   worked   on   the   Adults   members   database   and   the   adults’   My   People   event   before   its   

postponement.   I   have   continued   to   work   on   the   AusDoCC   DCC   research   page   on   Facebook.   I   floated   the   idea   
of   an   Indigenous   resource   to   address   the   needs   of   Indigenous   Australians   in   our   community   and   finding   an   
Indigenous   member   of   the   community   who   can   be   the   leader   of   that.     

    
I   held   three   events   for   families/adults   with   a   DCC   in   Queensland   to   socialise,   prior   to   the   Covid-19   lockdown,   
and   after   that   I   participated   in   Zoom   training   to   host   future   events   online.   

    
    

JOHN   JONKER    –   Partner   peer   support   
  

My   role   is   to   offer   peer   support   for   partners   and   other   family   members   who   are   not   parents.   I   am   usually  
involved   in   organising   NSW   Meetups   and   we   had   begun   to   plan   a   NSW   information   day.   Due   to   Covid19   there   
have   been   no   meetups   or   other   in   person   meetings   other   than   zoom.   

    
ANNA   UTHER   –    Adult   peer   support   
    

I   am   an   Adult   diagnosed   with   complete   ACC.   I   was   diagnosed   as   a   young   adult.   I   live   in   NSW.   My   role   on   the   
committee   is   to   represent   other   adults   with   a   DCC,   especially   those   who   live   in   NSW.   I   also   hope   to   be   part   of   
a   support   network   for   other   adults   whether   they   are   newly   diagnosed   or   have   known   for   a   while.   My   jobs   have   
been   to   welcome   new   Facebook   group   members   and   acknowledge   birthdays.   Due   to   Covid19   and   other   

personal   happenings   it   has   been   a   disrupted   year   
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   TINA   COBURN   –    President   &   Social   Media   

    
This   year   the   social   media   platform   has   become   an   essential   part   of   keeping   people   connected.   Online   
platforms   became   very   popular   Zoom   being   one   of   them.   It’s   my   job   to   chair   the   committee   meetings   and   
Zoom   has   been   a   welcome   change.   Seeing   and   hearing   everyone   has   made   the   meeting   more   efficient.     

    
Our   Facebook   groups   have   increased   in   number   and   have   been   busy   with   chatter   with   regular   theme   days   
encouraging   this.   The   Ausdocc   Inc   Facebook   page   is   regularly   updated   along   with   the   AusDoCC   research   

page.   Twitter   and   Instagram   get   a   workout   around   our   Awareness   Day.   Our   latest   AusDoCC   videos   have   been   
uploaded   to   our   new   YouTube   channel,   AusDoCC   Videos.   Check   it   out   and   subscribe.   We   have   a   Facebook   
database   that   helps   us   to   connect   up   families,   parents   and   adults   with   a   DCC.   In   Perth   I   assisted   Maja   with   a   

lovely   High   Tea   meetup   that   was   held   in   the   Swan   Valley.   
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OUR   FINANCIAL   SUPPORTERS   -   DONORS,   SPONSORS   &   GRANTS   
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TREASURER’S   REPORT   
  

  

  
Maja   Palacios   

AusDoCC   Inc   Financial   Report   

2019-2020   

  Contents     

1.  Cover   

2.  Contents   and   notes   

3.        Balance   Sheet   [Last   Year   Analysis]   June   2020   

4.  Profit   &   Loss   Statement   July   2019   To   June   2020   

5.        General   Ledger   [Summary]   1/07/2019   To   30/06/2020   

6.       Schedule   1   Regulation   15    Form   1     

Notes   

Reported   by   AusDoCC   Treasurer,   Maja   Palacios     

  Date_02/11/2020     

Notes:   AusDoCC   Inc   is   a   registered   Organisation   :   A0057821R   

AusDoCC   Inc   receives   donations   from   across   Australia   and   fundraises   according   to   state   guidelines.   

AusDoCC   Inc   holds   fundraising   licenses   in   WA,VIC,   QLD   and   NSW   and   completes   an   independent   
Audit   annually.   

AusDoCC   Inc   is   registered   by   Australian   Charities   and   Non-for-profit   Commission   as   of   7   Jan   2014   

All   debits   from   AusDoCC   ANZ   accounts   are   authorised   by   two   executives   using   the   RSA   Security   
devices.     
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Trial   Balance   June   2020   
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This   Year   Last   Year   $   Difference   

Assets               

Cash   on   Hand               

ANZ    BUSINESS   Account   $127,436.99   $68,897.03   $58,539.96   

ANZ    online   Saver   Account  $52,013.83   $51,931.63   $82.20   

PAYPAL    ACCOUNT   $1,485.76   $1,356.51   $129.25   

General    Pool   Assets   $13,244.80   $2,417.00   $10,827.80   

Acc    Deprn   General   Pool   Assets   -$13,244.80   -$2,417.00   -$10,827.80   

Total   Cash   on   Hand   $180,936.58   $122,185.17   $58,751.41   

Trade   Debtors   $772.19   $597.19   $175.00   

Total   Assets   $181,708.77   $122,782.36   $58,926.41   

Liabilities            

Current   Liabilities            

Unspent   grants   at   end   of   FY   $112,647.64   $52,069.00   $60,578.64   

Total   Current   Liabilities   $112,647.64   $52,069.00   $60,578.64   

Total   Liabilities   $112,647.64   $52,069.00   $60,578.64   

Net   Assets   $69,061.13   $70,713.36   -$1,652.23   

Equity            

Retained   Earnings   $70,713.36   $54,403.65   $16,309.71   

Current   Year   Earnings   -$1,652.23   $16,309.71   -$17,961.94   



/

  

©AusDoCC   Inc.   Annual   Report   [2020]  25   

Profit   &   Loss   Statement   
July   2019   To   June   2020   

Income               

Membership    Fee       $440.00       

Sponsorships       $20.00       

Grants   &   Fundings       $55,238.86       

Merchandise       $510.50       

interest   earned       $82.20       

Donations       $4,176.73       

Conference       $5,425.00       

Committee   Contributions       $160.00       

Total   Income           $66,053.29   
Gross   Profit           $66,053.29   
Expenses               

Administration               

Audit   Fees   $770.00           

Bank   Fees   -$179.38           

Computer   &   Software   $1,942.38           

Depreciation   -   General   Pool   $10,827.80           

Fees   &   Licenses   $466.22           

Gifts   &   Marketing   $1,292.94           

Insurance   $2,577.18           

Printing   Postage   &   Stationery   $2,036.55           

Telephone   &   Internet   $209.90           

Website   $1,462.88           

Volunteer   Committee   expenses   $4,389.34           

AGM   and   Face   to   Face   
expenses   

$11,660.59           

PAYPAL   FEES   $63.35           

Committee   and   Executive   Training   $10,044.33           

Total   Administration       $47,564.08       

Fund   Raising               

Brainsells   shop   supplies   $2,105.40           

Merch   at   cost   used   Events   $80.00           

Total   fundraising       $2,185.40       

Conference   expenses       $11,717.92       

AusDoCC   Function   cost       $5,490.14       

Online   AusDoCC   programs       $747.98       

Total   Expenses           $67,705.52   
Operating   Profit           (-$1,652.23)   

Net   Profit/(Loss)           (-$1,652.23)   
    



/

  

©AusDoCC   Inc.   Annual   Report   [2020]  26   

General   Ledger   [Summary]   
1/07/2019   To   30/06/2020   

Account   Name   Beginning   
   Balance   

Total   Debit   Total   Credit   Net   Activity   Ending   Balance   

ANZ   BUSINESS   Account   $68,897.03   $124,913.67   $66,373.71   $58,539.96   $127,436.99   

ANZ   online   Saver   Account   $51,931.63   $82.20   $0.00   $82.20   $52,013.83   

PAYPAL   ACCOUNT   $1,356.51   $2,088.00   $1,958.75   $129.25   $1,485.76   

General   Pool   Assets   $2,417.00   $10,827.80   $0.00   $10,827.80   $13,244.80   

Acc   Deprn   General   Pool   Assets   -$2,417.00   $0.00   $10,827.80   -$10,827.80   -$13,244.80   

Trade   Debtors   $597.19   $9,471.50   $9,296.50   $175.00   $772.19   

Unspent   grants   end   FY   -$52,069.00   $52,069.00   $112,647.64   -$60,578.64   -$112,647.64   

Retained   Earnings   -$54,403.65   $0.00   $16,309.71   -$16,309.71   -$70,713.36   

Membership   Fee   $0.00   $0.00   $440.00   -$440.00   -$440.00   

Sponsorships   $0.00   $0.00   $20.00   -$20.00   -$20.00   

Grants   &   Fundings   $0.00   $112,647.64   $167,886.50   -$55,238.86   -$55,238.86   

Merchandise   $0.00   $0.00   $510.50   -$510.50   -$510.50   

interest   earned   $0.00   $0.00   $82.20   -$82.20   -$82.20   

Donations   $0.00   $0.00   $4,176.73   -$4,176.73   -$4,176.73   

Conference   $0.00   $3,236.62   $8,661.62   -$5,425.00   -$5,425.00   

Committee   Contrib   $0.00   $0.00   $160.00   -$160.00   -$160.00   

Accountant   Fees   $0.00   $770.00   $770.00   $0.00   $0.00   

Audit   Fees   $0.00   $770.00   $0.00   $770.00   $770.00   

Bank   Fees   $0.00   $0.00   $179.38   -$179.38   -$179.38   

Computer   &   Software   $0.00   $6,451.78   $4,509.40   $1,942.38   $1,942.38   

Depre   -General   Pool   $0.00   $10,827.80   $0.00   $10,827.80   $10,827.80   

Fees   &   Licenses   $0.00   $466.22   $0.00   $466.22   $466.22   

Gifts   &   Marketing   $0.00   $5,555.44   $4,262.50   $1,292.94   $1,292.94   

Insurance   $0.00   $2,577.18   $0.00   $2,577.18   $2,577.18   

Office   Equipment   $0.00   $2,055.90   $2,055.90   $0.00   $0.00   

Printing   Post   &   Stuff   $0.00   $2,036.55   $0.00   $2,036.55   $2,036.55   

Telephone   &   Internet   $0.00   $209.90   $0.00   $209.90   $209.90   

Website   $0.00   $1,462.88   $0.00   $1,462.88   $1,462.88   

Volunteer   Committee   expenses   $0.00   $4,389.34   $0.00   $4,389.34   $4,389.34   

AGM   and   Face   to   Face   expenses   $0.00   $11,660.59   $0.00   $11,660.59   $11,660.59   

PayPal   fees   $0.00   $63.35   $0.00   $63.35   $63.35   

Committee   and   Exec   Training   $0.00   $10,044.33   $0.00   $10,044.33   $10,044.33   

BrainSells   shop   suppli   $0.00   $2,105.40   $0.00   $2,105.40   $2,105.40   

Merch   at   cost   Events   $0.00   $80.00   $0.00   $80.00   $80.00   

Conference   expenses   $0.00   $12,245.48   $527.56   $11,717.92   $11,717.92   

AusDoCC   Function   
cost   

$0.00   $5,490.14   $0.00   $5,490.14   $5,490.14   

Online   AusDoCC   programs   $0.00   $747.98   $0.00   $747.98   $747.98   

    Total     $395,346.69   $411,656.40           
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AUDITOR’S   REPORT 
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Partners,   associates   &   umbrella   organisations   
    

● Epilepsy   Action   -   WA   
● NDIA   Partner   
● GSNV   -   Genetic   Support   Network   Victoria   
● IRC5   -   International   research   consortium   for   the   corpus   callosum   and   cerebral   connectivity   
● The   Bridge   -   connecting   science   and   families   
● QBI   -   Queensland   Brain   Institute     
● MCRI   -   Murdoch   Children’s   Research   Institute   

Agenesia   de   Corpo   Caloso   -   Brasil   -   ABRDCC   (Brazil)-   Rubia   Mara   Oliveira   Castro   Girao   
● Corpal   (UK)   -   Jean   Dalton   
● Italian   association   of   ACC   patients   (ASSACCI)   -   Sunti   Morando   
● National   Organisation   of   Disorders   of   the   Corpus   Callosum   (NODCC)   -   Lynn   Snyder   
● RACCORD   (France)   -   Alexia   Gibrat   
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SECTION   4   OUR   OTHER   IMPORTANT   INFORMATION   



/

HOW   YOU   CAN   HELP   
  
  

Become   a   member   
https://form.jotform.co/93138440733860   

  
  

  
Volunteer   your   time   
Contact   Kristina   Coburn   -    info@ausdocc.org.au   
Join   Diamonds   of   AusDoCC    https://www.facebook.com/groups/986410298384706/members/   

  
  

Make   a   donation   
http://www.ausdocc.org.au/donate/#top   

  

  

©AusDoCC   Inc.   Annual   Report   [2020]  31   

https://form.jotform.co/93138440733860
mailto:info@ausdocc.org.au
https://www.facebook.com/groups/986410298384706/members/
http://www.ausdocc.org.au/donate/#top


/

CONTACT   US   
  
  

  
  
  

https://www.facebook.com/groups/ausdocc/    -   Main   group   

https://www.facebook.com/groups/355338714574689/    -   Adults   with   DCC   

https://www.facebook.com/AusDoccInc/    -   Public   page   

https://www.facebook.com/DCCresearch/    -   Research   findings   page   

https://www.facebook.com/IRC5-International-Research-Consortium-1512077215594864/    -   

IRC5   scientific   research   consortium   

  

  
  

Report   prepared   by:   
  
  
  

  

Maree   Maxfield   (Secretary)   signed   
  
  

Kristina   Coburn   (President)   signed      
  

  

Maja   Palacios   (Treasurer)    signed       
  
  
  

AGM   November   10,   2020   
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