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Dr  Philip  Weir,  a  member of  the  neurology  team  in  the  Royal  Victoria  Hospital,  spoke  at  the  

February  meeting  of  óBrainwaves  N.I.ô.   

 

Dr  Weir  is  hoping  to  carry  out  research  entitled  

óInvestigation  into  factors  that  influence  the  expression  of  

Cathepsin  S  in  human  Astrocytomasô  His  clinical  

supervisor  will  be  Mr  Roy  McConnell,  Department  of  

Neurosurgery  at  the  Royal  Victoria  Hospital,  someone  

many  of  our  members  are  familiar  with. 

 

We  can  only  say  that  we  are  very  pleased  to  make a  

contribution  towards  the  overall  expenses  needed  to  

proceed  with  this  research.  Despite  the  very  technical   title  Dr  Weir  came  to  our  meeting  and  

explained  in  great  detail  and  clarity  what  he  intended  to  do  and  was  more  than  happy  to  

answer  any  questions  he  was  asked.  I  am  sure  those  who  attended  the  meeting  were  

impressed  by  the  presentation.  

 

Again,  we  are  delighted  that  we  can  help  financially  with  

a  project  being  carried  out  by  someone  so  close  to  home  

so  to  speak.  We  all  know  only  too  well  how  neglected  

research  into  brain  tumours  has  been.  It  was  felt  by  the  

committee,  and,  hopefully,  by  our  members  further  afield,  

that  such  a  project  was  deserving  of  our  support.   

 

We  were also pleased to  see  Mebh  Bradley, Specialist  

MacMillan  Nurse  attached  to  the  RVH  at  our  meeting.  

Mebh  has  been  very  helpful  and  we  hope  that  she  will  

continue  to  provide  assistance  to  our  group  where  she  can. 

Kate  Ferguson (secretary) and  Dr  

Philip  Weir  at   our  meeting. 

Kate  Ferguson  speaks  to  Mebh  Bradley  

at  the  meeting  in  the  RVH. 
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At  the  moment  there  is  an  ongoing  discussion  regarding  the  use  of  two  new  types  of  

treatments,  carmustine  implants  (gliadel),  a  wafer  containing  an  anti-cancer  drug  which  is  

inserted in  the  brain  during  surgery,  and  temozolomide  (temodal),  a  chemotherapy  drug  

which  has  the  potential  for slowing  the  progress  of  high  grade  tumours.  These  treatments  

obviously  give  some  hope  to  those  diagnosed  with  high-grade  gliomas.  Many  brain  tumour  

charities,  including  ourselves,  have  voiced  their  disgust  that  NICE  (National  Institute  for  

Health  and  Clinical  Excellence),  is  not  going  to  recommend  the  general  use  of  these  

treatments  on  the  NHS.  Like  our  counterparts  in  the UK  we  have  responded  by  passing  

our  comments  on  to  NICE,  through  the  NICE  website,  in  the  hope  that  they  will  

reconsider  their  decision.  

 

NICE  is  the  independent  organisation  responsible  for  providing  national  guidance  on  the  

promotion  of  good  health  and  the  prevention  and  treatment  of  ill  health. 

 

On  1  April  2005  NICE  joined  with  the  Health  Development  Agency  to become  the  new  

National  Institute  for  Health  and  Clinical  Excellence  (also  to  be  known  as  NICE).     

 

Through  appraisal  it  has  been  shown  that  these  treatments  have  the  ability  to  extend  life  

expectancy.  They   have  been  accepted  in  the  USA,  Canada,  Australia  and  a  number  of  

European  countries  as  a means  of  treating  high-grade  gliomas, the  most  aggressive  form  of  

brain  tumour. 

 

There  seems  to  be  a  bit  of  a  lottery  developing  when  it  comes  to the  possible  availability  

of  these  treatments.  The  Scottish  Medicines  Consortium,  for  example,  recently  announced  

that  the  carmustine  implant,  a  breakthrough  chemotherapy  implant,  should  be  funded  in  

Scotland  for  patients  with  aggressive  brain  tumours. It  would  seem  unfair  if  a  postcode  

lottery  came  into  play  across  the  UK. 

 

Needless  to  say  the  brain  tumour  community,  carers  and  specialists  alike,  are  hoping  to  

overturn  the  decision  not  to  fund  these  treatments  as  they  offer  one  of  the  first  major  

advancements  in  the  treatment  of  brain  cancer  over  this  last  twenty  years. 

 

It   has  been  shown  that  receiving  chemotherapy-temozolomide  alongside  radiation therapy  

for  a  number  of  weeks  afterwards  enhanced  both  median  survival  and  the  two  year  

survival  of  those patients  for  whom  the  treatment  proved  effective.             

 

Carmustine implants and temozolomide are not being  recommended for use in the NHS except in 

clinical trials.   This  obviously  limits  the  number  of  people  who  will  be  treated.  Alongside  

our  own  disappointment  at  what  has  materialised  UK brain tumour groups have expressed 

outrage at moves by the National Institute for Health and Clinical Excellence (NICE) to prevent 

patients in England,  Wales  and  presumably  Northern  Ireland from having access to  this  new  

treatment.  They,  like  us,  feel  there  is  a  potential  for  bringing  a  little  hope  where  despair  

might  exist.  The  NICE  proposal,  which  is  effectively  not  to  recommend  this  treatment  

outside  well-designed  clinical  studies,  is  contained  within  an  óAppraisal  Consultation  

Documentô  (ACD)  and  this  in  turn  will  be  given  consideration  by  the 35-member  Appraisal  

Committee  on  February  28.  
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Once  again  the  newly  formed  óNorthern  Ireland  Neurological  

 Charities  Allianceô  (NINCA)  met  at  the  headquarters  of   

the  MS  Society.  This  is  an  amalgamation  of  charities  each   

of  which  gives  support  to  those  diagnosed  with  illnesses  of   

a  neurological  nature.  The  organisations  attending  on   

Thursday  23rd  February  were  the  MS  Society,  Parkinsons   

Disease,  MND  Association,  NIME  Association, Epilepsy 

Action  and  Brainwaves  NI.  The  working  group  has   

held some  2/3  meetings  and  at  present  there  are  twelve  

charities  involved  with  the  alliance.   

 

Morina  Clarke  of  óEpilepsy  Actionô  has  been  elected  treasurer  and  Emma  Ferguson  of  the  

MS  Society  has  been  appointed  secretary. 

 

It  was  suggested  that  there  should  be  a  membership  fee  of  around  £20  for  an  organisation  

and  £5  should  an  individual  wish  to  join.  These  are  only  proposals  and  will  be  dealt  with  

later.   MS  at  the  moment  is  shouldering  the  expenses  of  the  alliance  but  this  obviously  will  

need  to  change.  Membership  fees  might  need  to  be  paid  by  the  end  of  March  beginning  of  

April.  

 

It  was  suggested  and  agreed  that  Ingrid  Allen  should  be   

asked  to  take  up  the  post  of  president  of  the new  alliance.   

President  was  preferred  by Professor  Allen  as  it  suggested   

a  more óhands  onô  approach.  The  idea  of  more  involvement   

appealed  to  her  rather  than  the  title  of  ópatronô  which   

suggested  a  completely  different  role. 

 

The  mission  statement  and  logo  were  discussed.  While  

the  mission  statement  was  accepted  by  those  present it  

was  decided  to  have  samples  of  logos  produced  before  a  final  decision  was   made.  The  idea  

of  having  the  design  produced  by  an  outside  agency/individual  was  muted  but  it  was  felt  

design/production  costs  would  be  prohibitive.  Instead  each  group  would  attempt  to  produce  a  

logo  design  and  then  a  choice  would  be  made.  It  was  also   proposed  that  this  might  be  

opened  up  on  a  website  so  that  groups  might  submit  their  ideas.  It  was  specified  that  a  big  

picture/image  was  not  a  good  idea  as  the  logo  needed to  go  on notepaper.  The  cut-off  point  

for  submission  was  to  be  twenty-eight  days  (four  weeks)  i.e.  23rd  March.   

 

It  was  proposed  that   the  launch  of  the  new  alliance  might  take  place  at  Stormont.  It  was  

also  suggested  that  an  MLA,  perhaps  an  Alliance  MLA,  might  do  the  honours,  neutrality  

being  the  key.  A list  of  people  to  be  invited  would  have  to  be  drawn  up,  including  drugs  

companies  who  might  feel  it  appropriate  that   they  put  something  back  into  supporting  people  

like  ourselves.  There  was  a  need  for  a  guaranteed   attendance  by  those  invited.  The  date  and  

time  for  such  a  launch  needed  to  be  decided  and  tied  down.  It  was  agreed  that  a  Friday  

morning  at  11 a.m.  would  be  best.  

Kieran  Harris,  Director,  MS  

Society,  NI, chaired  the  meeting. 

Morina  Clarke,  Regional  Services  

Manager,  óEpilepsy  Actionô.  Also  

new  treasurer  of  the  alliance. 
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We  would  to  thank  the  staff  of  the  

Maternity  Department,  Johnston  House,  

Royal  Victoria  Hospital  for  their  generous  

donation  of  £335.00  which  we  received.  

We  hope  that  whoever  won  the  Christmas  

hamper  enjoyed  its  contents. 

 

We  appreciate  the  staff  nominating  our   

group  as  their  chosen  charity  remembering  

that  we  are  completely  dependent  on  the  

generosity  of  our  friends.  All  such funds  

go  directly  to  helping  

patients,  families  and  

carers  affected  directly  

or  indirectly  by  brain  

tumours.   

To  Mrs  Doris  Griffin  our  sincere  thanks  

for  her  donation  of  £50. 

 

Doris  has  been  a  supporter  of  our  group  

for  some  time  now  and  we  greatly  

appreciate  her  loyalty. 

Sylvia  Brown  has  been  another  great  

supporter  of  our  group,  raising  money  in  

a  variety  of  ways  and  attending  our  

meetings  on  a  regular  basis.  On  this  

occasion  Sylvia  has  kindly  donated  the  

sum  of  £100. 

 

To  Sylvia  our  thanks  for  her  continuing  

generosity. 

Our  thanks  to  Mrs  Louise  Black  who  

kindly  made  two  separate  donations  of  

Ã346.00  and  Ã21.41  to  óBrainwaves  N.I.ô  

These  sums  were  

raised  by  balloting  a  

hamper  at  Christmas  

and  the  charityôs  

collection  box  

respectively. 

 

As  Louise  probably  knows,  people  such  as  

herself  are  our  only  source  of  income. 

Without  this  help  we  would  never  be  able  

to  give  the  kind  of  support  to  our  members  

(and  others)  which  we  have  managed  to  do  

thus  far.  

We  would  also  like  to  remind  members  that  their  

contributions  to  the  news-sheet  would  be  welcomed. 

We  should  like  to  inform  our  members  that  we  now  have  a  

website  up  and  running.  We  would  like  members,  if  they  so  wish,  

to  submit  articles,  information  or  indeed  anything  which  they  feel  

might  be  of  interest  to  our  readers. We  do,  however,  reserve  the  

right   to  accept  or  refuse  any  such  items  submitted to  our  

website.  We  can  be  found  on  www.brainwaves-ni.org 




