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Presentation	  Outline
• Glossary	  of	  terms

– the	  difference	  between	  approval,	  permission,	  and	  access!

• Know	  your	  representatives	  
– Introduction	  to	  PGC	  Data	  Access	  Committee

• Introduction	  to	  LISA	  file	  structure	  and	  the	  PGC	  “data	  packages”
• Writing	  secondary	  analysis	  proposals

– Tips	  for	  writing	  your	  proposal

• How	  to	  acquire	  data	  access	  once	  your	  proposal	  is	  approved
• The	  data	  access	  request	  portal
• Behind	  the	  scenes	  of	  your	  data	  access	  request
• "I'm	  a	  PI	  but	  my	  analyst	  needs	  access"...	  and	  other	  FAQ
• Working	  with	  repositories	  (NIMH;	  PGC	  dbGAP	  bundle)
• Great,	  but	  does	  it	  work? 2



Glossary	  of	  frequently	  used	  terms
• Approval =	  A	  workgroup	  approves	  of	  an	  analysis	  idea
• Permission =	  The	  data	  owner	  (or	  provider)	  allows	  data	  to	  be	  shared
• Access =	  Analysts	  get	  “hands	  on”	  the	  data
• Data	  set =	  An	  original	  collection	  of	  genotypes	  (i.e.,	  case/control,	  family,	  

case/pseudo-‐control)
• Data	  package	  =	  collection	  of	  data	  sets	  that	  can	  be	  accessed	  together
• DPS =	  Data	  Permission	  Sheet	  contains	  list	  of	  all	  data	  sets,	  summary	  

information,	  and	  type	  of	  permission	  required
• SURFsara =	  Organization	  that	  develops	  and	  offers	  advanced	  

computational	  infrastructure,	  services	  and	  expertise.
• LISA =	  Lisa	  system	  is	  a	  cluster	  supported	  by	  University	  of	  Amsterdam	  

(UvA),	  The	  VU	  University	  Amsterdam	  (VU),	  and	  The	  SURF	  organization	  
• GCC	  =	  Genetic	  Cluster	  Computer	  (part	  of	  the	  Dutch	  LISA	  cluster)	  and	  

home	  to	  PGC	  data	   3



PGC	  Data	  Access	  Committee
• Formed	  May	  of	  2015
– Thirteen	  members
– Bi-‐weekly	  teleconference	  meetings

• The	  DAC	  is	  not	  an	  approval	  or	  permission	  granting	  
body.	  

• Approvals	  remain	  with	  workgroup
• Permissions	  remain	  with	  data	  owners
• DAC	  goal	  is	  to	  develop	  and	  maintain	  simple	  and	  
efficient	  procedures	  for	  PGC	  investigators	  to	  access	  
PGC	  data.	  

• (Be	  kind	  to	  your	  DAC	  rep,	  this	  is	  a	  labor	  of	  love	  J)
4



PGC	  Data	  Access	  Committee

• DAC	  serves	  as	  a	  clearinghouse	  to	  
– 1)	  liaise	  with	  the	  workgroups	  and	  ensure	  PGC	  
investigators	  are	  in	  compliance	  with	  international,	  
federal,	  and	  local	  data	  access	  requirements

– 2)	  provide	  a	  transparent	  infrastructure	  for	  
requesting	  data	  access	  

– 3)	  communicate	  with	  LISA	  administrators	  and	  
ensure	  access	  is	  granted	  to	  the	  correct	  data	  sets
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Lea	  Davis
Vanderbilt	   University	  

Danielle	  Posthuma
Vrije	  University

Stephan	  Ripke
Harvard	  University

Jo  Knight  
(SCZ)

Jeremiah  Scarf    
(TSOCD)

Laramie  Duncan  
(PTSD)

Karen  Mitchell  
(AN/ED)

Eli  Stahl  (BIP) Cathryn  Lewis    
(MDD)

Raymond  Walters      
(SUD)

Richard  Anney      
(ASD)

Meet	  your	  DAC	  reps!

- DAC  reps  are  your  
point  of  contact  for  
questions  or  
problems

- In  addition  to  the  
central  committee  
members  and  the  
disorder  
representative  the  
group  includes  ex-
officio  member,  Dr.  
Patrick  Sullivan,  and  
administrative  
assistant,  Ms.  Krista  
Latta.
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How	  to	  contact	  the	  DAC	  Reps
• Info	  on	  PGC	  Website	  (“About	  the	  PGC	  -‐>	  
People	  -‐>	  Data	  Access	  Committee”)
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Where	  is	  the	  PGC	  data?

Unique  to  the  PGC  is  the  centralization  of  data  on  a  protected  server  at  the  Vrije  
University  (Amsterdam,  the  Netherlands).  Investigators  wishing  to  access  data  must  
submit  a  proposal  for  approval  and  complete  the  PGC  data  access  procedures.

GENOTYPE  DATA  NEVER  LEAVE  THE  LISA  SERVER. 8



- very  active  helpdesk  with  people  highly  knowledgeable  in  statistical  genetics  
software

- very  good  relationship  with  several  LISA  directors  who  often  provide  much  more  
than  we  ask  or  pay  for.  PGC  has  used  LISA  since  2007,  with  hardly  any  costs  
involved  for  the  users.

- DP  has  contributed  300k€,  Dutch  Brain  foundation  70k€
- LISA  primarily  funded  by  VU  
PGC  has  contributed  ~170k  over  the  past  7  years  to  buy  a  TB  file  server,  extra  
computing  power  and  a  high  mem  node.  Donations  from:  Pat  Sullivan,  Matt  
Keller,  Danielle  Posthuma,  Lea  Davis,  Ole  Andreasson,  Pamela  Sklar,  Jonathan  
Sebat,  Mark  Daly,  Shaun  Purcell,  Steve  Faraone,  Doug  Levinson,  Ken  Kendler  

LISA  Specs

Total number of cores    7856 
Total amount of memory   26 TB
Total peak performance   149 TFlop/sec
Disk space               100 TB for the home file systems

Additional for PGC:
66TB for home dir
1 HighMem node (1TB internal memory)

Slide  courtesy  of  Danielle  Posthuma
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PGC  use  of  LISA
• 448  accounts
• 243  currently  not  active  
• 205  currently  active  (including  course  accounts  
&  accounts  only  used  for  data-upload),  around  
100-150  are  running  analyses  occasionally  or  
frequently  

• Total  home  directory  usage  varies  between  40-
70  TB

• main  purpose:  primary  and  secondary  analyses  
and  DAC  repository

10
Slide  courtesy  of  Danielle  Posthuma



Organization	  of	  PGC	  Data

ADHD

Fast-‐track	  
(TBD)

NIMH/dbGAP#

(20)

WTCCC
(1)

ASD

Fast-‐track	  
(5)

PI	  
permission

(2)

SSC	  
(4)

NIMH
(3)

AN/ED

Fast-‐track	  
(12)

BPD

Fast-‐track	  
(24)

PI
permission	  

(7)

dbGAP
(1)

MDD

Fast-‐track
(22)

PI	  permission
(2)

dbGAP
(1)

TS/OCD

Fast-‐track	  
(7)

dbGAP
(1)

SCZ

Fast-‐track	  
(41)

PI	  permission
(2)

dbGAP
(1)

Individual  data  sets  are  organized  into  “data  packages”  based  on  the  required  
permissions.  All  workgroups  have  a  “fast-track”  data  package  that  can  be  accessed  

immediately  with  an  approved  proposal.

(PTSD  and  SUD  will  be  added  after  the  publication  of  primary  workgroup  manuscripts.)

#  reduces  to  3  dbGAP  data  sets
*WTCCC  data  set  requires  signed  analyst  assurance
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PGC	  Workgroup
Scientific	  Review	  &	  Approval

PGC	  Member

Process	  for	  PGC	  investigators	  to	  obtain	  individual	  level	  genotype	  data

Data	  Access	  Committee

•PGC	  member	  applies	  for	  data	  
access	  via	  secure	  PGC	  data	  access	  
web-‐portal
•Workgroup	  representatives	  
oversee	  the	  approval	  and	  access	  
process
•DAC	  keeps	  record	  of	  all	  
permissions	  and	  approvals
•DAC	  requires	  yearly	  renewal

1.

2.

3.

• Workgroup	  members	  review	  
application

• If	  no	  objections,	   workgroup	   chair	  
approves	  proposal

• Surfsara	  support	  staff	  provide	  
README	  with	  symbolic	  link	  to	  
data

• PGC	  member	  can	  work	  with	  
data	  on	  LISA

DATA	  NEVER	  LEAVE	  LISA

4.

Jo  Knight  
(SCZ)

Jeremiah   Scarf    
(TSOCD)

Laramie  
Duncan   (PTSD)

Karen   Mitchell  
(AN/ED)

Eli  Stahl  
(BIP)

Cathryn   Lewis     
(MDD)

Raymond   Walters      
(SUD)

Richard   Anney      
(ASD)
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Tips	  for	  a	  writing	  a	  secondary	  analysis	  proposal
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Tips	  for	  submitting	  a	  secondary	  analysis	  proposal

• Review	  the	  “Data	  Access	  -‐>	  How	  To”	  section	  of	  the	  new	  PGC	  
website

• Contact	  the	  workgroup	  chair	  and	  DAC	  rep
– Is	  there	  already	  a	  proposal?
– Is	  the	  data	  you	  need	  available?	  

• Review	  the	  publication	  policies	  (”workgroups”)
• Be	  sure	  to	  use	  the	  template	  found	  under	  “Data	  Access	  -‐>	  

Documents	  for	  Data	  Access”
• Sign	  and	  submit	  the	  “PGC	  Analyst	  Memo”

– “Data	  Access	  -‐>	  Documents	  for	  Data	  Access”
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Proposal	  approved!	  Now	  what?
• Obtain	  an	  account	  on	  LISA
– Instructions	  on	  website	  “Data	  access	  -‐>	  How	  To”
– http://geneticcluster.org
– Annual  renewal  of  account:  send  Danielle  
Posthuma  (d.posthuma@vu.nl)  an  e-mail,  with  
hic@surfsara.nl in  cc,  stating  you  are  still  working  
on  a  PGC-approved  project

– Please  acknowledge  GCC  in  all  publications  and  
presentations  (instructions  on  website)
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Proposal	  approved!	  Now	  what?

• Acquire	  any	  additional	  permissions	  needed
– Fast-‐track	  data	  package	  requires	  no	  additional	  
permissions	  (~85%	  of	  all	  available	  PGC	  data!)

– Most	  workgroups	  have	  at	  least	  one	  repository	  
held	  data	  package	  (e.g.,	  dbGAP	  or	  NIMH)
• **dbGAP	  “PGC	  bundle”	  is	  under	  construction**

– Some	  workgroups	  have	  PI	  held	  data	  sets	  that	  
require	  explicit	  written	  permission	  from	  the	  PI	  
• The	  DAC	  rep	  will	  point	  you	  to	  the	  right	  people

16



• Have	  the	  following	  documents	  in	  hand
– LISA	  username
– Signed	  analyst	  memo
– Signed	  WTCCC	  memo
– Proposal
– A	  copy	  of	  the	  email	  from	  the	  workgroup	  chair	  
stating	  your	  proposal	  has	  been	  approved

– Copies	  of	  any	  additional	  permissions	  required

Proposal	  approved!	  Permission	  obtained!	  
(Now	  what?)
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Using  the  PGC  Data  Access  Portal

go to pgc.unc.edu

18



User	  friendly	  
portal	  

interface
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Request	  data	  sets

Select	  a	  phenotype.	  
Coming	  soon:	  For	  
cross	  disorder	  

proposals,	   select	  
multiple	  

phenotypes

20



Upon	  selection	  
of	  a	  phenotype,	  
the	  phenotype-‐
specific	  section	  
of	  the	  form	  
appears.	  

Users	  upload	  any	  
required	  
documentation.

Significantly	  
reduces	  reliance	  
on	  email	  
attachments!

Slide courtesy: Lea Davis 21



Getting	  help	  through	  the	  form

Wherever	  
possible	   there	  are	  
places	  to	  get	  help	  
if	  you	  get	  stuck.	  

22



Authorize	  request	  with	  signature
Consistent	  with	  regulatory	  requirements
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Encouragement

Contact	  info
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Behind	  the	  scenes	  of	  your	  access	  request

• You  receive  a  confirmation  email  when  your  request  is  submitted  to  the  system
• Your  request  gets  routed  to  the  appropriate  DAC  representative  for  review
• You  receive  an  approval  email  when  your  request  is  approved  
• Upon  approval,  an  email  is  automatically  sent  to  the  LISA  help  desk  with  your  
credentials  and  the  requested  data  packages  

• You  will  receive  an  email  when  you  have  been  added  to  the  appropriate  user  
group
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Automated	  request	  sent	  to	  LISA	  helpdesk
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Access!
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Frequently	  Asked	  Questions
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Requirements	  for	  principal	  investigators

• As	  the	  PI,	  you	  must	  assume	  responsibility	  for	  
proper	  use	  of	  data	  in	  your	  lab.	  
– Approval:	  You	  must	  be	  listed	  on	  the	  proposal
– Permission:	  You	  must	  obtain	  permission	  from	  
repositories	  (i.e.,	  dbGAP,	  NIMH,	  SSC,	  etc.)	  and	  any	  
individual	  data	  owners

– Access:	  ANY	  member	  of	  your	  lab	  who	  wishes	  to	  
access	  data	  must	  get	  their	  own	  LISA	  account	  
(including	  you!)	  

– PLEASE NEVER	  SHARE	  LOGIN	  CREDENTIALS
29



Requirements	  for	  trainees	  and	  staff

• If	  you	  are	  not	  the	  PI	  of	  your	  lab,	  you	  must:
– Sign	  and	  submit	  the	  PGC	  analyst	  memo
– Sign	  and	  submit	  the	  WTCCC	  analyst	  memo
– Obtain	  your	  own	  LISA	  username
– Submit	  documentation	  with	  your	  PI	  and	  
institution	  listed
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Working	  with	  repositories
• WTCCC	  – requires	  only	  signed	  analyst	  memo
• dbGAP
– 3	  ADHD;	  1	  MDD/SCZ;	  1	  TS/OCD;	  1	  BPD	  will	  be	  
combined	  into	  a	  “PGC	  dbGAP	  bundle”	  so	  all	  6	  sets	  
can	  be	  requested	  at	  1	  time,	  in	  1	  application,	  with	  
1	  progress	  report,	  and	  1	  renewal

– dbGAP	  DACs
• Joint	  Addiction,	  Aging,	  and	  Mental	  Health	  DAC
• National	  Human	  Genome	  Research	  Institute	  DAC

– Estimate	  ~4-‐6	  weeks	  (usually	  shorter,	  sometimes	  
longer	  if	  the	  government	  shuts	  down) 31



Additional	  Repositories

• NIMH	  repository:	  
https://www.nimhgenetics.org/access_data_b
iomaterial.php

• SSC	  repository:	  
https://sfari.org/resources/sfari-‐base

• Need	  help?	  Visit	  the	  PGC	  website
– FAQ
– Data	  Access	  -‐>	  Documents	  for	  Data	  Access 32



How	  are	  we	  doing	  so	  far?
Phenotype Total	  number	  

of	  requests
Total	  number	  
of	  approvals

Total	  number	  
of	  

resubmissions

Approximate	  
average	  

response	  time	  
MDD 18 18 5	   1.5 days

SCZ 24 24 7 1.3 days

BPD 10 10 4 3	  days

AN/ED 6 6 1 1	  day

Total 67 67 19 (28%) 1.7	  days

Main  reasons  for  resubmissions:
1) Wrong  documentation  uploaded
2) Out  of  date  documentation  uploaded
3) Analyst  agreements  missing  signatures  

33Your  feedback  on  the  portal  is  important!



Need  help?
• The  NEW  PGC  website!  
– https://www.med.unc.edu/pgc
– Data  Access  
– Workgroup  descriptions
– Meet  the workgroup chairs and DAC  contacts
– FAQ
– Join the stat  gen  calls

• Submitting &  running  jobs,  queueing
LISA  website  or  helpdesk:  hic@surfsara.nl
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PGC_DataAccessMap

MDD_FormUsers

All items

SCZ_FormUsers

All items

BPD_FormUsers

All items

Join  your  colleagues  who  are  accessing  data!

PGC_DataAccessMap

MDD_FormUsers

All items

SCZ_FormUsers

All items

BPD_FormUsers

All items
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Danielle	  Posthuma
Vrije	  University

Stephan	  Ripke
Harvard	  University

Jo  
Knight  
(SCZ)

Jeremiah  
Scarf    

(TSOCD)

Laramie  
Duncan  
(PTSD)

Karen  
Mitchell  
(AN/ED)

Eli  Stahl  
(BIP)

Cathryn  
Lewis    
(MDD)

Raymond  
Walters      
(SUD)

Richard  
Anney      
(ASD)

Krista  Latta  
(Admin  
Support  

Extraordinaire)

Patrick  
Sullivan  
(Ex-officio  
Member)

We  wish  to  thank  all  data  owners  who  
have  graciously  shared  their  data  with  
the  PGC  and  worked  with  the  DAC  to  

make  data  available.  

We  wish  to  thank  all  900,000+  people  
who  have  entrusted  us  with  their  

genomes  and  their  deepest  struggles.  

Website  Committee

Cindy  
Bulik  

(AN/ED)

Gerome  
Breen  
(AN/ED)

Data  Access  Committee

Lea	  Davis
Vanderbilt	   University	  
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Huge  thank  you  to  LISA  
helpdesk!

Jeroen  Engleberts
Zheng  Meyer-Zhao


