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•  The	  number	  of	  older	  adults	  (>65	  years)	  is	  expected	  to	  rise	  by	  101%	  by	  2030,	  a	  rate	  
of	  2.3%	  yearly.	  However,	  the	  number	  of	  family	  members	  available	  to	  provide	  care	  
for	  them	  is	  expected	  to	  increase	  by	  only	  25%,	  a	  rate	  of	  only	  0.8%	  per	  year	  (Mack	  &	  
Thompson,	  2001).	  

•  Unpaid	  caregivers	  provide	  an	  esLmated	  90%	  of	  long-‐term	  care	  (IOM,	  2008).	  	  

	  	  	  	  -‐	  For	  people	  living	  with	  Alzheimer’s	  disease	  almost	  75%	  of	  home	  care	  is	  provided	  
by	  family/friends.	  	  

•  Family	  caregivers	  represent	  the	  largest	  source	  of	  long-‐term	  care	  for	  older	  adults	  
and	  as	  people	  live	  longer	  the	  need	  for	  family	  caregivers	  is	  even	  greater.	  	  	  
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•  If	  one	  were	  wriLng	  an	  adverLsement	  for	  a	  family	  caregiver,	  
it	  might	  say	  things	  like,	  willing	  to	  work	  long	  hours	  WITHOUT	  
pay,	  no	  vacaLon,	  unqualified	  applicants	  chosen	  at	  random.	  	  	  

•  Family	  members	  oYen	  are	  unprepared	  for	  the	  challenges	  of	  
being	  a	  family	  caregiver.	  Generally,	  during	  the	  early	  life	  of	  
many	  families	  there	  may	  be	  episodes	  of	  acute	  illness	  where	  
there	  is	  a	  short-‐	  term	  need	  for	  families	  to	  help	  and	  they	  
do….however	  this	  is	  very	  different	  from	  the	  long	  trajectory	  
of	  chronic	  illness.	  	  

	  	  
	  



•  The	  path	  of	  Chronic	  Illness	  can	  be	  challenging	  for	  caregivers	  because	  it	  can	  be	  
unpredictable,	  slow	  and	  progressive,	  associated	  with	  repeat	  hospitalizaLons	  and	  
procedures,	  and	  self-‐management	  of	  symptoms.	  	  

•  Alzheimer’s	  disease,	  Stroke,	  and	  heart	  failure	  and	  are	  major	  health	  problems	  in	  
the	  US	  and	  expected	  to	  increase	  significantly	  in	  the	  coming	  years	  as	  the	  populaLon	  
ages.	  	  	  

•  The	  trajectory	  of	  Alzheimer’s	  is	  long,	  from	  10-‐15	  years	  or	  more,	  recovery	  from	  
stroke	  is	  oYen	  slow	  and	  heart	  Failure	  is	  the	  most	  common	  diagnosis	  for	  
hospitalizaLon	  for	  those	  65	  y/o	  and	  older.	  	  

•  While	  the	  specific	  disease	  may	  guide	  some	  of	  the	  caregiving.	  	  There	  are	  oYen	  
common	  life	  decisions	  that	  need	  to	  be	  made	  related	  to	  limitaLons	  older	  adults	  
experience.	  
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•  Family	  caregivers	  provide	  an	  array	  of	  services	  for	  their	  older	  adult	  family	  
members,	  assisLng	  them	  with	  medical,	  physical,	  emoLonal,	  and	  cogniLve/
communicaLon	  needs.	  	  

•  Many	  task	  may	  be	  invisible	  to	  others	  	  
•  Task	  include	  -‐	  Medical/nursing	  treatments	  (medicaLons,	  skin	  care,	  dressings)	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Personal	  Care	  (bathing,	  toileLng,	  geang	  dressed,	  feeding)	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  AddiLonal	  household	  task	  (laundry,	  cooking,	  cleaning,	  yard	  work,	  home	  
repairs)	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Assistance	  with	  walking,	  geang	  in	  and	  out	  of	  bed,	  exercises	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  EmoLonal	  support,	  “being	  there”	  
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Watching	  for	  and	  reporLng	  symptoms,	  watching	  how	  he/she	  is	  doing,	  

and	  monitoring	  progress	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Providing	  transportaLon	  or	  “company”	  (driving,	  riding	  along	  going	  to	  
appointments,	  running	  errands)	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Structuring/planning	  acLviLes	  (recreaLon,	  rest,	  meals,	  things	  for	  him/
her	  to	  do)	  

	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  -‐	  Managing	  behavior	  problems	  (moodiness,	  irritability,	  confusion,	  
memory	  loss)	  
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•  Depression	  is	  one	  of	  the	  most	  common	  negaLve	  effects	  of	  caregiving. 
•  In workforce, caregiving has been called the silent killer of productivity 
“Caring	  for	  a	  sick	  child	  is	  an	  acceptable	  reason	  to	  be	  off	  (from	  work),	  caring	  for	  a	  
sick	  older	  rela:ve	  is	  not	  given	  the	  same	  priority.”  The	  MetLife	  Study	  of	  Sons	  at	  Work,	  2003.	  
MetLife	  The effect of caregiving for employers is huge related to lost productivity, hiring replacements 
for employees who quit due to caregiving responsibilities, work lost from employees being absent or 
partially absent. 

•  Caregiver	  out-‐of-‐pocket	  expenses	  are,	  on	  average,	  $2,400	  per	  year	  to	  help	  care	  recipients	  and	  a	  loss	  in	  wages	  
and	  other	  work	  related	  benefits	  are	  due	  to	  changes	  in	  work	  pagerns	  	  (AARP,	  2007).	  	  

•  Female	  caregivers	  fare	  worse	  than	  their	  male	  counterparts	  on	  the	  negaLve	  effects	  
of	  caregiving	  (Pinquart	  &	  Sorensen,	  2006).	  	  
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•  The	  challenges	  of	  caregiving	  become	  more	  difficult	  to	  resolve	  when	  caregivers	  face	  
personal	  health	  issues,	  resulLng	  in	  increased	  depression	  	  

	  	  	  	  and	  lower	  quality	  of	  life	  	  

•  Role	  strain	  and	  role	  overload	  are	  associated	  with	  caregivers	  who	  work,	  however,	  
some	  caregivers	  use	  employment	  as	  an	  escape.	  

•  Caregivers	  oYen	  feel	  trapped	  in	  their	  role	  and	  don’t	  have	  Lme	  for	  themselves	  
which	  may	  result	  in	  negaLve	  aatudes	  towards	  caregiving.	  

•  The	  stress	  level	  of	  caregivers	  increases	  in	  proporLon	  to	  the	  physical	  needs	  of	  the	  
care	  recipient	  	  

•  The	  greater	  the	  intensity	  of	  caregiving	  the	  greater	  the	  stress	  
•  Having	  a	  support	  system	  (ie.	  family	  members	  and	  friends	  to	  assist	  with	  caregiving	  

task,	  community	  resources)	  can	  ease	  the	  strain	  of	  caregiving	  	  
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•  We	  should	  be	  clear	  and	  acknowledge	  that	  there	  are	  benefits	  to	  caring	  for	  an	  older	  
family	  member.	  	  	  

•  A	  caregiver	  who	  cared	  for	  her	  mother	  in	  law	  with	  Alzheimer’s	  disease	  and	  had	  
teenage	  sons	  and	  a	  2	  year	  old	  talked	  about	  the	  stress	  of	  being	  pulled	  between	  the	  
mother-‐in-‐law	  and	  child.	  However,	  she	  said	  she	  didn’t	  think	  her	  sons	  would	  have	  
learned	  as	  much	  about	  paLence	  and	  compassion	  if	  her	  mother-‐in-‐law	  weren’t	  
living	  with	  them.	  

•  The	  Lme	  that	  caregivers	  spend	  is	  oYen	  a	  priceless	  giY	  of	  love.	  	  There	  are	  families	  
where	  providing	  care	  is	  handled	  and	  not	  perceived	  as	  stressful	  for	  the	  caregiver.	  	  
However,	  even	  in	  the	  best	  of	  circumstances,	  family	  members	  oYen	  find	  the	  stress	  
associated	  with	  caring	  for	  a	  family	  member	  overwhelming.	  	  	  

•  Healthcare	  providers	  can	  assist	  caregivers	  by	  idenLfying	  the	  benefits	  and	  rewards	  
of	  caregiving	  and	  coaching	  them	  about	  how	  to	  conduct	  a	  mindful	  life	  review.	  	  
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•  In	  families	  some	  members	  may	  not	  understand	  the	  illness	  and	  what	  it	  means.	  	  This	  
may	  be	  especially	  true	  of	  family	  members	  who	  live	  at	  	  

	  	  	  	  a	  distance.	  	  If	  one	  member	  assumes	  most	  of	  the	  caregiving	  responsibility	  and	  do	  it	  
well,	  other	  family	  members	  may	  not	  think	  there	  is	  a	  need	  
	  	  	  	  for	  assistance	  to	  help	  the	  caregiver.	  	  
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•  Regardless	  of	  the	  illness,	  there	  are	  common	  issues	  that	  oYen	  need	  to	  be	  
addressed.	  Family	  members	  and	  caregivers	  need	  to	  have	  these	  
conversaLons	  early	  on	  with	  the	  care	  recipient.	  Having	  these	  conversaLons	  
are	  difficult	  and	  uncomfortable	  for	  some	  family	  members.	  	  	  SomeLmes	  in	  
the	  need	  to	  assist	  and	  help	  the	  older	  adult,	  family	  caregivers	  may	  not	  think	  
through	  all	  the	  consequences	  of	  some	  of	  these	  decisions.	  Some	  
consideraLons	  that	  need	  to	  be	  given	  to	  these	  major	  life	  decisions	  are	  
addressed	  later.	  	  



•  As	  an	  older	  adult	  becomes	  less	  able	  to	  perform	  acLviLes	  of	  daily	  living	  either	  due	  
to	  physical	  or	  mental	  impairments,	  the	  	  

	  	  	  	  issue	  of	  whether	  the	  older	  adult	  should	  remain	  in	  his/her	  home	  is	  oYen	  a	  concern.	  
Depending	  on	  how	  disabled	  the	  older	  adult	  is,	  family	  	  	  	  

	  	  	  	  members/caregivers	  may	  be	  able	  to	  arrange	  for	  in	  home	  services.	  This	  assistance	  
can	  be	  helpful,	  but	  can	  be	  costly.	  

•  SomeLmes	  family	  members	  want	  the	  older	  adult	  to	  move	  in	  with	  them.	  However,	  
they	  need	  to	  recognize	  that	  they	  may	  be	  moving	  

	  	  	  	  the	  older	  adult	  out	  of	  their	  support	  network	  and	  have	  ligle	  to	  do	  to	  occupy	  their	  
day.	  	  Also,	  having	  the	  older	  adult	  live	  in	  their	  home	  may	  	  

	  	  	  	  present	  challenges	  with	  making	  it	  work	  for	  everyone	  involved.	  	  

•  Other	  seangs	  may	  provide	  opLons,	  but	  may	  be	  costly.	  	  For	  example	  assisted	  living	  
costs	  can	  vary	  greatly	  depending	  on	  services	  needed.	  For	  example,	  	  the	  Assisted	  
Living	  	  may	  or	  may	  not	  be	  able	  to	  provide	  transportaLon	  to	  medical	  appointments,	  
they	  may	  or	  may	  not	  be	  equipped	  to	  care	  for	  those	  with	  moderate	  cogniLve	  
impairment.	  	  	  
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•  These	  resources	  may	  be	  helpful	  to	  health	  care	  providers	  and	  families.	  	  
•  The	  three	  booklets	  form	  the	  NaLonal	  Highway	  Traffic	  Safety	  AdministraLon	  may	  

be	  helpful	  for	  families	  and	  caregivers.	  The	  one	  on	  How	  to	  Understand	  and	  
Influence	  Older	  Drivers	  can	  help	  caregivers	  start	  the	  conversaLon	  with	  older	  
adults,	  what	  to	  observe,	  and	  how	  to	  develop	  a	  plan	  of	  acLon.	  The	  booklet	  even	  
points	  out	  that	  families	  can	  be	  wrong	  as	  it	  isn’t	  the	  age	  of	  the	  driver,	  but	  driving	  
performance	  that	  is	  important.	  

•  This	  site	  also	  has	  several	  specific	  booklets	  about	  driving	  and	  medicaLons	  along	  
with	  a	  “Drive	  Well	  Toolkit”	  that	  may	  be	  helpful	  to	  Health	  care	  providers.	  
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•  Approximately	  ¼	  of	  families	  of	  persons	  with	  CHF	  had	  spent	  all	  of	  their	  life	  
savings	  during	  the	  course	  of	  the	  illness.	  Families	  have	  different	  comfort	  
levels	  about	  discussing	  money	  and	  finances	  in	  general.	  However,	  it	  is	  
important	  for	  families	  to	  know	  if	  older	  adults	  have	  adequate	  resources	  for	  
their	  needs.	  For	  example,	  one	  woman	  who	  was	  not	  taking	  her	  medicaLon	  
for	  osteoporosis	  said	  it	  was	  too	  expensive	  and	  her	  son	  had	  done	  so	  much	  
for	  her	  she	  did	  not	  want	  to	  have	  to	  ask	  for	  anything	  else.	  

	  

•  As	  the	  NY	  Lmes	  arLcle	  points	  out	  that	  an	  unexpected	  death	  may	  make	  it	  
difficult	  for	  adult	  children	  to	  resolve	  an	  estate	  when	  there	  is	  not	  a	  will	  and	  
they	  do	  not	  know	  where	  important	  papers	  are.	  	  
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•  The	  resources	  provide	  definiLons	  and	  informaLon	  	  about	  advance	  
direcLves	  —	  living	  wills	  and	  healthcare	  powers	  of	  agorney,	  including	  
frequently	  asked	  quesLons.	  	  

•  The	  resources	  also	  provide	  Lps	  on	  how	  to	  begin	  the	  conversaLon	  about	  
end	  of	  life	  decision	  making.	  	  
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•  These	  evidence	  based	  tools	  can	  assist	  providers	  in	  idenLfying	  caregivers	  
experiencing	  stress/burden	  related	  to	  their	  caregiving	  roles.	  	  
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•  These	  are	  some	  addiLonal	  Lps	  for	  supporLng	  	  family	  caregivers.	  	  
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