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'The	
  kids	
  are	
  not	
  alright.'

'Current	
  legisla<on	
  needs	
  to	
  do	
  more	
  to	
  protect	
  the	
  rights	
  of	
  donor-­‐conceived
children.'

These	
  were	
  some	
  of	
  the	
  comments	
  made	
  by	
  donor-­‐conceived	
  adults	
  who	
  aDended	
  '10	
  Years
Since	
  the	
  End	
  of	
  Donor	
  Anonymity:	
  Have	
  We	
  Got	
  It	
  Right?',	
  an	
  event	
  organised	
  by	
  the	
  Progress
Educa<onal	
  Trust	
  (PET,	
  the	
  charity	
  that	
  publishes	
  BioNews)	
  in	
  partnership	
  with	
  the	
  Na<onal
Gamete	
  Dona<on	
  Trust	
  (NGDT).

The	
  event	
  moderator,	
  Charles	
  Lister	
  –	
  chair	
  of	
  the	
  NGDT	
  –	
  opened	
  with	
  a	
  poignant	
  quote	
  from	
  a
2004	
  speech	
  by	
  the	
  then	
  Public	
  Health	
  Minister,	
  Melanie	
  Johnson:

'Clinics	
  decide	
  to	
  provide	
  treatment	
  using	
  donors;	
  pa<ents	
  make	
  a	
  decision	
  to	
  receive
treatment	
  using	
  donors;	
  donors	
  decide	
  to	
  donate.	
  Donor-­‐conceived	
  children,
however,	
  do	
  not	
  decide	
  to	
  be	
  born	
  –	
  is	
  it	
  therefore	
  right	
  that	
  access	
  to	
  informa<on
about	
  the	
  dona<on	
  that	
  led	
  to	
  their	
  birth	
  should	
  be	
  denied	
  to	
  them?'

This	
  quote	
  encapsulated	
  the	
  essence	
  of	
  the	
  debates	
  that	
  led	
  to	
  the	
  Human	
  Fer<lisa<on	
  and
Embryology	
  Authority	
  (Disclosure	
  of	
  Donor	
  Informa<on)	
  Regula<ons	
  2004,	
  which	
  allow	
  donor-­‐
conceived	
  people	
  born	
  from	
  dona<ons	
  made	
  aZer	
  1	
  April	
  2005	
  access	
  to	
  iden<fying	
  informa<on
about	
  their	
  donor	
  on	
  reaching	
  the	
  age	
  of	
  18.	
  It	
  also	
  set	
  the	
  scene	
  for	
  a	
  series	
  of	
  lively
presenta<ons	
  from	
  a	
  panel	
  of	
  five	
  experts,	
  who	
  took	
  to	
  the	
  stage	
  to	
  offer	
  their	
  perspec<ve	
  on	
  the
impact	
  of	
  the	
  legisla<on.

First	
  to	
  speak	
  was	
  Juliet	
  Tizzard,	
  Director	
  of	
  Strategy	
  at	
  the	
  Human	
  Fer<lisa<on	
  and	
  Embryology
Authority	
  (HFEA),	
  who	
  gave	
  the	
  regulator's	
  perspec<ve	
  on	
  the	
  change	
  in	
  law.	
  Tizzard	
  iden<fied
the	
  lack	
  of	
  reliable	
  outcome	
  metrics	
  in	
  rela<on	
  to	
  donor	
  concep<on	
  as	
  a	
  key	
  challenge,	
  and
hindrance,	
  to	
  accurate	
  impact	
  evalua<on	
  of	
  the	
  2004	
  regula<ons.	
  She	
  also	
  opined	
  that	
  the
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assessment	
  of	
  post-­‐regula<on	
  sperm	
  and	
  egg	
  dona<on	
  trend	
  as	
  proxy	
  measure	
  of	
  impact	
  showed
a	
  gradual	
  but	
  steady	
  increase	
  in	
  number	
  of	
  new	
  donors	
  registering	
  in	
  the	
  UK	
  –	
  a	
  reality	
  that	
  is	
  a
far	
  cry	
  from	
  the	
  doomsday	
  prophecies	
  of	
  the	
  early	
  cri<cs	
  of	
  the	
  law,	
  who	
  predicted	
  the	
  possibility
of	
  severe	
  donor	
  shortages	
  arising	
  as	
  a	
  result	
  of	
  the	
  end	
  to	
  donor	
  anonymity.

Next	
  on	
  stage	
  was	
  Dr	
  Jo	
  Rose,	
  a	
  donor-­‐conceived	
  adult	
  who	
  won	
  a	
  landmark	
  court	
  case	
  that
contributed	
  to	
  the	
  decision	
  to	
  end	
  donor	
  anonymity	
  in	
  the	
  UK.	
  In	
  her	
  presenta<on,	
  Rose	
  argued
that	
  donor-­‐conceived	
  children	
  should,	
  as	
  a	
  maDer	
  of	
  course,	
  have	
  more	
  support	
  and	
  the	
  right	
  to
access	
  full	
  and	
  complete	
  informa<on	
  about	
  their	
  gene<c	
  parent,	
  par<cularly	
  because	
  'wrong	
  and
incomplete	
  medical	
  history	
  kills	
  people'.	
  She	
  also	
  argued	
  that	
  a	
  lack	
  of	
  retrospec<ve	
  access	
  to
iden<fying	
  informa<on	
  means	
  a	
  number	
  of	
  donor-­‐conceived	
  people	
  born	
  before	
  April	
  2005	
  live
the	
  rest	
  of	
  their	
  lives	
  'tortured'	
  by	
  not	
  knowing	
  who	
  their	
  gene<c	
  family	
  is.

'Why	
  then	
  should	
  we	
  have	
  legisla<on	
  that	
  protects	
  the	
  rights	
  of	
  donors	
  but	
  ignores	
  the	
  rights	
  of
donor	
  offspring?'	
  she	
  asked	
  the	
  audience.

Rose's	
  presenta<on	
  gave	
  a	
  personal	
  note	
  to	
  the	
  debate	
  and	
  made	
  it	
  easy	
  to	
  appreciate	
  the
ra<onale	
  behind	
  her	
  call	
  for	
  retrospec<ve	
  disclosure	
  of	
  donor	
  iden<ty.	
  According	
  to	
  her,	
  more
needs	
  to	
  be	
  done	
  to	
  ensure	
  'equality	
  and	
  respect	
  for	
  gene<c	
  kinship	
  and	
  iden<ty	
  for	
  all	
  groups	
  of
the	
  society'.

Eric	
  Blyth,	
  Emeritus	
  Professor	
  of	
  Social	
  Work	
  at	
  the	
  University	
  of	
  Huddersfield,	
  also	
  made	
  a	
  case
for	
  retrospec<ve	
  disclosure	
  of	
  donor	
  iden<ty.	
  Using	
  data	
  from	
  the	
  HFEA,	
  Professor	
  Blyth	
  argued
that	
  the	
  lack	
  of	
  retrospec<ve	
  access	
  to	
  iden<fying	
  donor	
  informa<on	
  means	
  that	
  upwards	
  of
20,000	
  donor-­‐conceived	
  people	
  born	
  between	
  1991–2004	
  in	
  the	
  UK	
  are	
  denied	
  the	
  right	
  to	
  learn
the	
  iden<fy	
  of	
  their	
  donor.

Blyth	
  also	
  argued	
  that,	
  since	
  the	
  data	
  presented	
  by	
  Tizzard	
  showed	
  that	
  more	
  than	
  150	
  donors
who	
  donated	
  prior	
  to	
  April	
  2005	
  have	
  chosen	
  to	
  waive	
  their	
  right	
  to	
  anonymity,	
  protec<ng	
  donor
privacy	
  may	
  not	
  be	
  seen	
  as	
  equally	
  important	
  by	
  all	
  of	
  those	
  donors.

Venessa	
  Smith,	
  the	
  Quality	
  Assurance	
  and	
  Pa<ent	
  Coordinator	
  at	
  the	
  London	
  Women's	
  Clinic,
offered	
  insights	
  from	
  the	
  perspec<ve	
  of	
  the	
  service	
  providers.	
  She	
  reported	
  a	
  change	
  in	
  sperm-­‐
donor	
  demography	
  and	
  composi<on	
  from	
  'young	
  men	
  dona<ng	
  for	
  "beer	
  money"	
  pre-­‐2005,	
  to
young	
  professional	
  males	
  with	
  families	
  dona<ng	
  purely	
  for	
  altruis<c	
  reasons	
  post-­‐2005'.	
  This,	
  she
argued,	
  may	
  be	
  aDributable	
  to	
  a	
  post-­‐2005	
  paradigm	
  shiZ	
  that	
  resulted	
  in	
  a	
  greater	
  focus	
  on	
  the
welfare	
  of	
  the	
  donor-­‐conceived	
  child,	
  rather	
  than	
  merely	
  the	
  successful	
  outcome	
  of	
  the	
  assisted
reproduc<on	
  process.

Smith	
  also	
  argued	
  that	
  the	
  rou<ne	
  support	
  and	
  counselling	
  offered	
  to	
  post-­‐2005	
  donors	
  ensures
that	
  'donors	
  who	
  do	
  make	
  a	
  dona<on	
  are	
  the	
  right	
  ones	
  for	
  the	
  pa<ents'.	
  This	
  has	
  contributed	
  to
a	
  significant	
  increase	
  in	
  number	
  of	
  donors	
  at	
  the	
  London	
  Sperm	
  Bank	
  and	
  London	
  Egg	
  Bank,	
  she
reported,	
  such	
  that	
  pa<ents	
  now	
  have	
  a	
  variety	
  of	
  choice	
  and	
  no	
  longer	
  have	
  to	
  wait	
  long	
  for
donors.

The	
  last	
  presenter	
  for	
  the	
  evening	
  was	
  Susan	
  Golombok,	
  Professor	
  of	
  Family	
  Research	
  and
Director	
  of	
  the	
  Centre	
  for	
  Family	
  Research	
  at	
  the	
  University	
  of	
  Cambridge.	
  Her	
  presenta<on
focused	
  on	
  the	
  how	
  disclosure	
  of	
  donor	
  concep<on	
  in	
  the	
  UK	
  had	
  changed	
  over	
  the	
  past	
  30	
  years.

Professor	
  Golombok	
  discussed	
  two	
  longitudinal	
  studies.	
  The	
  first	
  followed	
  111	
  donor
insemina<on	
  (DI)	
  families	
  who	
  had	
  children	
  born	
  in	
  the	
  mid-­‐1980s,	
  and	
  another	
  conducted	
  some
15	
  years	
  later	
  followed	
  50	
  DI	
  families	
  and	
  51	
  egg	
  donor	
  (ED)	
  families.	
  In	
  summary,	
  in	
  the	
  earlier
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study	
  fewer	
  than	
  10	
  percent	
  of	
  parents	
  had	
  disclosed	
  by	
  the	
  age	
  of	
  18,	
  whereas	
  in	
  the	
  later	
  study
67	
  percent	
  of	
  ED	
  parents	
  and	
  41	
  percent	
  of	
  DI	
  parents	
  had	
  disclosed	
  by	
  the	
  age	
  of	
  14.	
  So	
  while	
  it
was	
  encouraging	
  to	
  learn	
  that	
  the	
  number	
  of	
  parents	
  disclosing	
  has	
  increased,	
  it	
  was	
  also
apparent	
  that	
  parents	
  who	
  ini<ally	
  indicated	
  willingness	
  to	
  disclose	
  donor	
  concep<on	
  to	
  their
children	
  did	
  not	
  always	
  go	
  on	
  to	
  do	
  so.

When	
  considering	
  the	
  welfare	
  of	
  the	
  child,	
  it	
  was	
  reassuring	
  that	
  no	
  child	
  responded	
  to	
  disclosure
in	
  a	
  nega<ve	
  way,	
  and	
  no	
  parents	
  regreDed	
  disclosing.

The	
  panel	
  also	
  fielded	
  some	
  ques<ons	
  from	
  the	
  audience,	
  which	
  centred	
  on	
  the	
  prac<cal	
  aspects
of	
  donor	
  disclosure.	
  Emma	
  Cresswell,	
  a	
  donor-­‐conceived	
  adult	
  in	
  the	
  audience,	
  insisted	
  that	
  it
was	
  no	
  longer	
  right	
  to	
  withhold	
  informa<on	
  from	
  donor-­‐conceived	
  adults.	
  She	
  argued	
  that
disclosure	
  of	
  donor	
  concep<on	
  should	
  be	
  an	
  ethical	
  duty,	
  a	
  parental	
  responsibility	
  and	
  a	
  legal
requirement.	
  She	
  suggested	
  that	
  inclusion	
  of	
  iden<fying	
  donor	
  informa<on	
  on	
  a	
  donor-­‐conceived
child's	
  birth	
  cer<ficate	
  would	
  guarantee	
  this	
  disclosure.

A	
  number	
  of	
  audience	
  members	
  backed	
  up	
  this	
  call	
  for	
  a	
  review	
  of	
  current	
  legisla<on	
  to
encourage	
  disclosure,	
  as	
  and	
  to	
  remove	
  donor	
  anonymity	
  retrospec<vely.	
  Others	
  raised	
  ques<ons
about	
  the	
  ethics	
  and	
  prac<cality	
  of	
  enforcing	
  the	
  disclosure	
  of	
  donor	
  concep<on,	
  and	
  pointed	
  out
that	
  retrospec<vely	
  liZing	
  donor	
  anonymity	
  breaks	
  promises	
  made	
  to	
  people	
  who	
  donated	
  before
2005.

Juliet	
  Tizzard	
  said	
  that,	
  in	
  her	
  view,	
  the	
  best	
  approach	
  was	
  to	
  support	
  parents	
  of	
  donor-­‐conceived
children	
  to	
  encourage	
  disclosure,	
  rather	
  than	
  seeking	
  to	
  mandate	
  it.	
  Caroline	
  Spencer,	
  a
behavioural	
  psychologist	
  and	
  trustee	
  of	
  the	
  Donor	
  Concep<on	
  Network,	
  also	
  emphasised	
  the
need	
  to	
  educate	
  parents	
  of	
  donor-­‐conceived	
  children	
  on	
  the	
  importance	
  of	
  disclosure	
  while
suppor<ng	
  them	
  with	
  prac<cal	
  tools	
  and	
  <ps.

By	
  the	
  end	
  of	
  the	
  evening,	
  it	
  was	
  clear	
  that	
  emo<ons	
  around	
  the	
  debate	
  on	
  donor	
  anonymity	
  run
high,	
  that	
  neither	
  the	
  audience	
  nor	
  the	
  panel	
  would	
  reach	
  a	
  consensus,	
  and	
  that	
  issues
surrounding	
  donor	
  anonymity	
  and	
  disclosure	
  will	
  con<nue	
  to	
  be	
  hotly	
  debated.
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