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Structure	  of	  this	  presenta<on	  



§  Hospice	  movement	  in	  the	  UK	  since	  the	  1960s.	  
§  2008:	  first	  End	  of	  Life	  Care	  Strategy	  for	  England	  and	  Wales	  published	  

by	  the	  Department	  of	  Health.	  
§  2009:	  the	  UK’s	  Na<onal	  Council	  for	  Pallia<ve	  Care	  creates	  the	  ‘Dying	  

Ma_ers’	  coali<on:	  it	  aims	  ‘to	  promote	  public	  awareness	  of	  dying,	  death	  
and	  bereavement’.	  

§  2012-‐13:	  controversy	  around	  the	  ‘Liverpool	  Care	  Pathway’.	  
§  2013:	  the	  European	  Associa<on	  for	  Pallia<ve	  Care	  (EAPC)	  launches	  ‘The	  

Prague	  Charter’,	  which	  ‘urg[es]	  governments	  to	  relieve	  suffering	  and	  
recognize	  pallia<ve	  care	  as	  a	  human	  right.’	  

Background	  to	  the	  project	  



§  The	  way	  in	  which	  the	  experience	  of	  end-‐of-‐life	  care	  is	  talked	  about	  can	  
shed	  light	  on	  people’s	  views,	  needs,	  challenges,	  and	  emo<ons,	  as	  well	  
as	  iden<fy	  areas	  with	  a	  poten<al	  for	  increased	  anxiety	  and/or	  
misunderstanding.	  

§  How	  do	  members	  of	  different	  stakeholders	  groups	  (health	  
professionals,	  pa<ents	  and	  informal	  carers)	  use	  metaphor	  to	  talk	  
about	  their	  experiences,	  agtudes	  and	  expecta<ons	  of	  end-‐of-‐life	  care	  
(e.g.	  terminal	  illness,	  pallia<ve	  treatment.	  prepara<ons	  for	  dying)?	  	  

§  What	  does	  the	  use	  of	  metaphor	  by	  these	  stakeholder	  groups	  suggest	  
about	  the	  experiences	  and	  needs	  of	  the	  members	  of	  these	  groups	  and	  
their	  mutual	  rela<onships?	  

Assump<ons	  and	  research	  
ques<ons	  	  



§  Metaphor	  involves	  talking,	  and	  poten<ally	  thinking,	  about	  
one	  thing	  in	  terms	  of	  another.	  The	  two	  ‘things’	  are	  different	  
but	  some	  form	  similarity	  can	  be	  perceived	  between	  them.	  For	  
example:	  
	  
–  ‘I	  am	  fast	  becoming	  a	  chemo	  veteran’	  
(from	  a	  pa<ent	  wri<ng	  an	  online	  forum	  post	  in	  our	  data)	  

	  
§  Metaphors	  are	  ojen	  used	  to	  communicate	  about	  experiences	  

that	  are	  subjec<ve,	  complex	  and	  sensi<ve,	  including	  
emo<ons,	  illness,	  life	  and	  death.	  

	  

Why	  metaphor?	  



§  Metaphors	  occur	  frequently	  in	  language,	  and	  are	  ojen	  
conven<onalised:	  e.g.	  ‘a	  long	  ba_le	  against	  cancer’.	  

§  Different	  metaphors	  ‘frame’	  the	  topic	  in	  different	  ways:	  e.g.	  
having	  cancer	  as	  a	  ‘ba_le’	  or	  a	  ‘journey’.	  

So	  sorry	  to	  hear	  what	  your	  
partner	  is	  going	  through.	  MM	  
[Malignant	  melanoma]	  is	  a	  
hard	  road	  to	  travel	  both	  
physically	  and	  mentally.	  



Pa#ents	   Carers	   Healthcare	  
professionals	   Total	  

Semi-‐structured	  
interviews	   100,859	   81,564	   89,943	   272,366	  

	  
Online	  forum	  

posts	  
500,134	   500,256	   253,168	   1,253,558	  

Total	   600,993	   581,820	   343,111	   1,525,924	  

1.5	  million	  words;	  90,000	  manual	  sample	  

90,000	  

Data:	  the	  MELC	  corpus	  



§  16	  interviews	  with	  senior	  healthcare	  professionals	  working	  in	  
hospices	  or	  hospital-‐based	  pallia<ve	  care	  (for	  this	  project,	  
2012).	  

§  29	  interviews	  with	  terminally	  ill	  pa<ents,	  in	  their	  homes	  or	  
hospice	  day	  care	  segngs	  (for	  the	  Ethnicity	  and	  Cancer	  Care	  
project	  carried	  out	  by	  Sheila	  Payne	  &	  colleagues,	  2006-‐2008).	  

§  17	  interviews	  with	  unpaid	  family	  carers,	  in	  the	  carers’	  homes	  
and	  by	  telephone	  (for	  the	  evalua<on	  of	  the	  Help	  the	  Hospices	  
Major	  Grants	  Programme	  for	  Carers	  of	  those	  who	  are	  
terminally	  ill,	  carried	  out	  by	  Sheila	  Payne	  &	  colleagues,	  
2005-‐2009).	  

Interview	  data	  



§  Pa<ent	  and	  carer	  data	  mass-‐downloaded	  from	  a	  publicly	  accessible	  
online	  cancer	  support	  forum,	  then	  relevant	  data	  around	  end-‐of-‐life	  
care	  extracted	  manually	  for	  inclusion.	  

§  Criteria	  for	  inclusion:	  
–  par<cipants	  self-‐iden<fy	  as	  being	  terminally	  ill	  	  
–  par<cipants	  self-‐iden<fy	  as	  caring	  for	  someone	  who	  is	  now	  
terminally	  ill,	  or	  has	  recently	  died	  following	  terminal	  illness.	  

§  Professional	  data	  mass-‐downloaded	  from	  a	  publicly	  accessible	  
online	  forum	  for	  medical	  professionals,	  then	  relevant	  data	  around	  
end-‐of-‐life	  care	  extracted	  manually.	  

§  Supplemented	  with	  posts	  on	  end-‐of-‐life	  care	  from	  UK	  doctors’	  
blogs,	  and	  online	  comments	  from	  medical	  professionals	  on	  Bri$sh	  
Medical	  Journal	  ar<cles	  addressing	  end-‐of-‐life/pallia<ve	  care	  .	  

Online	  forum	  data	  



Manual	  analysis	  of	  90,000-‐word	  data	  sample:	  
iden<fying	  and	  grouping	  metaphors	  



Lexical	  concordances:	  searching	  for	  a	  specific	  word	  

Computer-‐aided	  analysis	  of	  the	  
whole	  dataset	  



Seman<c	  concordances:	  searching	  for	  words	  belonging	  to	  a	  
par<cular	  area	  of	  meaning	  

Computer-‐aided	  analysis	  of	  the	  
whole	  dataset	  



Parts-‐of-‐Speech	  concordances:	  searching	  for	  gramma<cal	  
categories	  

Computer-‐aided	  analysis	  of	  the	  
whole	  dataset	  



Any	  ques<ons?	  
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