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N IN C A  ( N o r t h e r n   I r e l a n d  

Neurological  Charities  Alliance)  met  

once  again  at  MS  Headquarters  in  

Annadale  Avenue.  Those  attending  

were  the  MS  Society,  Epilepsy  

Action,  Parkinsonôs  Disease  Society, 

CBIT  (Child  Brain  Injury  Trust),  

N. I .  Campaign fo r  ME and  

Brainwaves  N.I. 

 

Of  the  original  list  of  approximately  

twenty-two  charities  there  now  

seemed  to  be almost a two  tier  

structure.  There  now  appeared  to  be  

8/9  committed  groups  and  12/13  

others.  It  was  hoped  that  this  

apparent  waning  of  interest  was  

simply  a  blip  and  increased  

attendance  at  meetings  would  

become  the  norm.  

 

The  fee for  membership  was  

discussed.  While  conscious  of the  

possibility  that  we  might  ópriceô  

some  groups  out  of  becoming  

members  it  was  decided  that  the   

fee  would  be  increased  to  £35  for  

each  organization  and  £10  should  

any individual  wish  to  obtain  

membership.  At  this  stage  those  

present  were  asked  if  they had  

charity  status  (a  charity  number).  

Each  represented  group  confirmed  

charity  status. 

Elected  to  the  chair  was  Sandra  

Campbell  (PSP)  while  Barbara  

Fleming  (Fibromyalagia  Support)  

was  elected  secretary. 

 

It  was  recognized  that  the  alliance  

needed  to  be  constituted.  It  was  felt  

that  this  would  allow  anyone  

dealing  with  NINCA  to  feel  more  

comfortable. 

 

It  was  also  felt  that  the  next twelve  

months  would  be  critical  to  the  

survival  of  the  alliance.  With  this  in  

mind  it  was  suggested  that  a  similar  

neurological  alliance  which  exists  in  

England  might  be  looked  at  as  a  

possible  model.  It  was  further  

suggested  that  we  also  needed  to  be  

in  contact  with  those  other  such  

alliances  which  exist  in  GB  or  in  

the  Republic. 

 

NINCA  needed  as  much  as  possible  

to  be  a  voice  for  consultants. 

 

The  final  piece  of  business  was  to  

arrange  future  meetings.  It  was  

decided  that  meetings  would  be  held  

on  the  second  Thursday  of  each   

month,  beginning  the  9th  August.       
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On  Friday  6th  April,  new  

legislation  came into  force  that  

gives  employees  in  Northern  

Ireland  the  statutory  right  to  

request  flexible  working  if  they  

care,  unpaid,  for  adults  who  are   

chronically  ill,  disabled  or  frail. 

 

The  new  law  was  described  by  

Carers  Northern  Ireland   Directo,  

Helen  Ferguson,  as  ñanother  

milestone  in  our  campaign  to 

secure  a better  deal for carers  and  a  

step  forward  for  everyone  in  

promoting  a  modern,  flexible  and           

multi-skilled  workforceò.     

 

Three  in  five people  will  become  

carers  at  some  stage  in  their  lives.  

At  the  moment  there  are  around  

83,000  carers  living  in  Northern  

Ireland  who  are  trying to  balance  

paid  work  with  unpaid  care.  Work  

is  important  to  carers for          well-

being,  income  and  to  avoid  social  

exclusion. 

 

Individual  Support  Needs   

 

Carers  in  employment  are  likely  to  

have  very  individual  support  needs  

to continue  workingðand  the  

evidence   shows  that  a supportive  

employer  can  make   all  the   

difference   between  giving  up  work 

and  staying in  employment.  Simple  

measures  like  access  to  a  

telephone  or  flexible  arrangements  

during  a  period  of  intense  care  

can  make  all  the  difference. 

 

óCarers  Northern  Irelandô  has  

produced   a  new,  free,  essential  

booklet  for  carers  called   óThe 

employees guide  to  work  and  

caringô - vital  for  anyone  trying  to  

juggle  work  and   caring  for  a  

disabled  adult,  relative  or  friend.  

Information  is  provided  in  an  easy  

question  and  answer  format  and  

includes:  

¶ a  carerôs  legal  rights   

¶ the  kind  of  changes  carers  can  

make  to  their  work  pattern  

¶ how  to  request  flexible  working 

¶ in-work  benefits  as  well  as  

what  is  available if  you  give  up  

work 

¶ an  application  form  to  apply  

for  flexible  working 

 

Workers  in some  firms  have  

already  benefited  from  these  kind  

of  arrangements.  Alan  Firmin,  who  

is  Chair  of  the  Carers  Network  at  

British  Gas  and  has  a  son  with  

Downôs  Syndrome,  said: 

 

ñAs  a  carer  for my  son  who  is  

now  18  years  old,  I  know  first  

hand how  important  it  is  to  have  

flexibility  in  the  workplace and to  

have  an  understanding  employer. 

Without  a  doubt  I  would  have  

found it  much  harder  to  continue  

to  work  for  British  Gas,  

particularly  in  the  early  years  of  

my  sonôs  life  when  we  were  

attending  the  hospital  on  a  regular  

basis.  The  carerôs  policy  within  

British Gas  provided me  with  the  

lifeline that  I  needed to  give  my  

son  the  support  he  required,  whilst  

maintaining  my effectiveness  at  

work.  I  have  been  able  to  

maintain  my  role  within  the  

organization  and  balance  my carer  

responsibilities,  so  that  both  are  

achieved  and  neither  suffers.ò    

 

Help  for  Businesses     

 

As  well  as  preparing  carers for  the  

new  legislation,  a  booklet for  

businesses  called  óCaring for  carers:  

the  business  caseô,  has  been  

prepared.  It  provides  all  the  

information  employers  will need  in  

an  easy-to-access  way. 

 

A   new  online  self-assessment  tool  

called   óAre  you  ready  for  the  

Act?ô  has  been  developed  to  

enable  businesses  to  measure  their  

understanding  of  and  preparedness  

for  the  flexible  working  rules. 

 

Cares  UK  has  also  set  up  a  

consultancy  service  for  employers,  

providing  in-depth   advice  on  

complying  with   the new  law  and  

demonstrating  best  practice  in  

flexible  working. 

 

ñEach  year  in  Northern  Ireland  

68,000  people  become  carersð

some  overnight;  some  more  

graduallyðso  each  day  sees  a  new  

population   of  carers  in  the  

workforceò,  continues  Helen  

Ferguson. 

 

ñMany  businesses  are  already  

seeing  the  benefits  of  flexible  

work  patterns  for  their  employees  

in  greater  staff  retention,  higher  

skill  levels  and  cost  efficiencies.  

G o o d   f l e x i b l e   w o r k i ng  

arrangements  need  planning  but 

they  need  not be  difficult.  The  new  

rights  of  flexible  working are  a  

win-win  opportunity  for   businesses  

and  carers.ò 

 

For  free  copies  of  the  booklet,  

óThe  employees  guide  to  work  and  

caringô,  call  0845 241 0963 or  

email  info@carersni.org.  

 

The  quick  and simple-to-follow  

online  self-assessment  for  

employers  is  available  from: 

 

Www.carersuk.org/

Employersforcarers/

AssessmentToolforbusiness.  
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Easy  Guide  to  Direct  Payments 

 

The  Department  of  Health  Social  Services  and  

Public  Safety  has  produced  an Easy  Read  Guide  

to  Direct  Payments.  The  guide  gives  information  

about  direct  payments ï who  can  receive  them,  

what  they  can  be  used  for  and  how  they  can  

help.  In  a  simple  format it  guides  people  through  

the   direct  payment process  and  gives  space  for  

them  to  write  or  draw  their  own  ideas.  Contact  

óCarers  Northern  Irelandô  to  get  a  copy. 

New  to  Caring       

You  may   be  taking  on  a  caring  role  for  the  first  

time   and  you  donôt  know  what  to  expect.  You  may  

be  unsure  whether  you  can  provide  all  the  help  the  

person  may  need.  If  the  person  is in  hospital,  you  

may  be  anxious   to  get  the  patient  home  as  soon  as  

possible.  Whatever  the  pressures,   it  is  important  for  

you  to  consider  how  your  new  caring  situation  is  

likely  to  affect  your  life.  óCarers  Northern  Irelandô  

can help  and  has  produced  a  guide  to  the  first  ten  

steps to  getting  support.  Contact  us  for  more  

information  or  go  online  at  www.carersni.org 

Statistics  published  by  Carers  UK  show  the  enormous 

turnover  of  carers   in  the  UK,  with  almost  69,000  

people  in  Northern  Ireland  facing  new  caring  

responsibilities  each  year.  There  are  currently  over  

185,000 carers   here,  part  of  the  UKôs  six  million  

carers  who  look  after  a friend,  family  member  or  

loved  one. 

 

The  research  also  shows  the  shocking  loss  of  income  

and  support  that  these  carers  could  be  missing  out  on.  

Estimates  from  2005  indicate  that  carers  in  Northern  

Ireland  are  missing  out  on  almost  £4  million  in  

unclaimed  benefits,  and  are  not  getting  the  services  or  

information  they  need,  particularly  in  the  vital  first  

year  of  caring. 

 

Key  findings  in  the  report,  óIn  the  knowô  show  that  

65  per  cent did  not  recognise themselves  as  carers  in  

the  first  year  of  caring:  for  a  third  recognition  took  

over  five years.   As  a  consequence,  one  in  three  

believed  they  had  missed  out  on  benefits and  pension  

entitlements,  the  majority  (58   per  cent)  for  over  three  

years. 

 

Missing  out  on  a  year  of  the  Carerôs  Allowance  

benefit  alone,  at £46.95  per  week  (2006/7  rates),  

means  a  loss  of  income  of  £2,441  per  year.  It  also  

means  missing  out  on  pension  contributions.  Many  

older  carers  may  become  entitled  to  Pension  Credit  

every  year  but  do not  know   it is  available.  It  was  

estimated  last  year  that  nearly  3,700  carers  over  the  

age  of  60  in  Northern  Ireland  are  missing  out  on  the  

Pension  Credit  to  which  they  are  entitled.   The  extra  

benefit  of  Carers  Addition  is  also  going  unclaimed  by  

an  estimated  2,800  carers,  meaning  that  in  total,  carers  

in  Northern  Ireland  are  missing  out  on  almost  £4  

million  in unclaimed benefits.  

 

 

 

Carers  Northern  Ireland  is  calling  on  Government  to: 

 

¶ Improve  its  information  and  awareness  

campaigns  to  reach  new  carers   and  to  find  

óhiddenô  carers.  There  is  a  high  turnover  of  

carers  and  therefore  a  need  to  repeat  these  

messages. 

¶ Find  an  easier  way  for  carers  to  access  their  

entitlements 

¶ Allocate  more  resources    to  care  services,  

recognising  the  vital  importance  of  carersô  

ability  to  work,  the  right  to  enjoy  both  good  

health  and  quality  of  life. 

 

Helen  Ferguson,  Director  of  Carers  Northern  Ireland,  

says: 

 

ñIf  carers  do  not get  the  financial  and  practical  

support  they need,  they  suffer  from  poor  quality  of  

life,  cutting  back  on  the  essentials  they  need to  get  

by,  and  paying   a  heavy  price  in  terms  of  their  

own  health  and  wellbeing.  Too  many  people  still do  

not  know  what  a  carer is,  yet  in  Northern  Ireland  

alone  they  save  the  economy  £1.9  billion  each   

year.ò 

 

ñReaching  new  carers is  a  difficult  task.  Many  people  

simply  accept  the  role  as  part  and  parcel  of  family  

life,  or  have  it  come  upon  them  gradually.  They  do  

not  take  the  crucial  step  of  recognising  themselves  as  

a  carer,  and  therefore  finding  out  what  help  is  

available.  It  is  critical  that  new  carers  have  access  to  

both  practical  advice  and  help  through  the  complicated  

benefits  system  in  that  all-important  year.ò 

 

óCarers  in  Northern  Irelandô also  has  a  free  

information  pack  for  carers:  óLooking  After  

Someoneð a  guide  to  carers   rights  and  benefitsô.   

Carers  in  Northern  Ireland  need  easier  and  faster  access  to  help.   
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On  Wednesday  27th  June  óBrainwaves  N.I.ô  received  a  donation  from  Belfast  Royal  Academy  which  

was  one  of  the  largest  presented  to  our  group  since  its  inception  in  1994. A  cheque  was  handed  over  

to  chairperson  Tommy  Brannigan  by  Victoria  Sefton,  a  student  at  BRA. 

 

The  boys  and girls  took  part  in  a  sponsored  walk  on  Thursday,  April  19th.  The  course,  on  the  Cave  

Hill,  was  five  miles  long.  This  was  the  34th  annual  sponsored  walk.  Thankfully  the  weather  on  the  

day  was  great  and  the  longer  route  was  followed.   

 

Each  year  four  charities  benefit  from  the   hard  graft  put  in  by  those  taking  part.  This  is  a  one-off  

event  each  year  but  numerous  charities  are  also  supported  on  a  more  regular  basis  by  the  Academy  

throughout  the  year.  Belfast  Royal   Academy  has  a  great  tradition  when  it  comes  to charity  work  and  

this  is  evidenced  by  the  impressive  list  of  charities  given  this  support.   

 

It  is  to  the  credit  of  the  staff  and  pupils,  and  a  reflection  on  the  effort  and  dedication  shown  by  them,  

that  this  year  four  charities  were  each  presented  with  a  cheque  for  £3,051;  Brainwaves  N.I.,  Christian  

Aid,  Wheelchair  Foundation  and  Tearfund.  It  goes  without   saying  that  this  donation  will  allow  our  

charity  to  do  a  tremendous  amount  of  good  for  the  brain  tumour  community  of  Northern  Ireland.      

 

To  Mr  McCoy  from  BRA  our  own  personal  thanks.  He  kept  us  informed  as  to  what  was  happening  as  

well  as  playing  a  significant  part  in  organising  the  walk  and  the  presentation.  

 

To  the  Principal,  Mr  W.S.F.  Young,  our  thanks  also  for  making  us  feel so  very  welcome. 

 

Victoria  Sefton  presents  Tommy  

Brannigan  with  a  cheque  for  £3,051 
Pupils,  charity  representatives  

and  Mr W.S.F. Young   

Pupils  from  Belfast  Royal  Academy  on   their  sponsored  walk  across  Cave  Hill 


