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I  want  to  be  well!  This  is  what  patients  express  when
their  doctor  declares  them  to  be  ‘‘cured’’.  But  this is  not
typically  the  case  for  most  patients  who  have  been  suc-
cessfully  treated  for  a pituitary  disorder,  i.e., once  the
hormonal  dysfunction  has  been resolved,  particularly  if it is
a  patient  diagnosed  with  Cushing’s  syndrome,  acromegaly  or
hypopituitarism.  In the  case  of  hypercortisolism,  it  extends
to  all  Cushing’s  syndromes,  whether  of pituitary,  adrenal
or  ectopic  origin.1 Why? The  diagnostic  delay  of several
years  typical  of  most pituitary  disorders  determines  a  long
exposure  to  hormonal  dysfunction,  be  it  hypercortisolism,
excess  GH/IGF-I  or  lack  of  pituitary  hormones  (hypogo-
nadism,  hypothyroidism,  lack  of  cortisol  or  GH).  This  leads
to  the  onset  of  specific  multi-organ  morbidity  (skeletal,
muscular,  cardiovascular,  neuropsychological,  etc.),  which
often  improves,  but  does  not  normalise,  with  replace-
ment  therapy  for  the deficient  pituitary  axes.  In  their
day-to-day  lives,  patients  have a poor  perception  of their
health  and  experience  a deterioration  in their  quality  of
life.2

This  poor  quality  of life  has  become  particularly  evi-
dent  in  the  last  two  decades,  when,  thanks  to  advances
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in  neurosurgical  techniques  and  the availability  of  effec-
tive  medical  treatments,  it is  now  possible  to  control
most  pituitary  dysfunctions.  Furthermore,  the availabil-
ity  of  specific  questionnaires  that  address  the  dimensions
that  are  affected  by  the  various  diseases  has  informed
healthcare  professionals  of  realities  that are  frequently
ignored  at  clinical  visits,  but  are crucial  for  the patient.2

For instance,  constant  fatigability,  pain  or  limitations
doing  daily  tasks,  whether  professional,  social  or  family-
related,  stress  intolerance,  emotional  incontinence  or
memory  problems  that make  it difficult  to  continue  per-
forming  activities  that  require  high  executive  capacity.
All  of  this  would  explain  reduced  employment  and  more
sick  leave,  even  up  to  six  years  before  the diagnosis  of
hypercortisolism.1,3,4

It  is  expected  that  reducing  the diagnostic  delay,  and
therefore  exposure  to  hormonal  dysfunction,  would  have  a
favourable  impact  on  quality  of life  and  residual  morbidity.
However,  it is  very  likely  that  some  limitation  preceding  the
onset  of  the pituitary  problem  would  persist,  beyond  general
ageing  itself,  which  is  already  associated  with  osteoarthritis,
increased  cardiovascular  risk  and  memory  deficits.

How  can  we  help  these  patients  to  manage  their  percep-
tion  of  loss  of  quality  of  life?  It  is  important  that  they  have
realistic  information  about  their  disease,  available  treat-
ments  and  the disease  course  or  long-term  prognosis,  as
these  are  chronic  processes  with  long  survival  rates.  The
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availability  of  information  of  varying  degrees  of  reliability  on
the  Internet  today  means  many  patients  can  understand  the
reality  of  their  disease  better  than  they  could  a  few  decades
ago.  If  they  are  aware  of  what  can happen  and  of the proba-
ble  discomfort  or  limitations,  it  will be  easier  to  accept  and
adapt  to  the  new post-disease  reality.  But  the opinion  of the
expert  professional,  responding  to  any questions  that  may
come  up,  encouraging  the  patient  to  adapt to  the new  sit-
uation  with  hopefulness,  and  relativising  some aspects  that
are  difficult  to  interpret,  is  fundamental  for  the  patient  to
perceive  a  good  experience  in the treatment  received,  an
increasingly  important  aspect  when assessing  the  excellence
and  quality  of  healthcare  services.  In  fact PROMs  (patient-
reported  outcome  measures)  and  PREMs  (patient-reported
experience  measures)  are  increasingly  used  to  assess  the
quality  of  clinical  care.5,6

Markers  of poorer  quality  of  life  include  older  age at diag-
nosis,  lower  educational  level,  female  gender,  depression  at
diagnosis  or  chronic  pain,  including  headache.2 Two  recent
Scandinavian  epidemiological  studies  found  more  neuropsy-
chiatric  abnormalities,  worse  cognitive  function  and  poorer
long-term  quality  of life  in patients  with  Cushing’s  syn-
drome  than  in the  general  population,  which  only  partially
improved  after  treatment.1,3 There  is  greater  consump-
tion  of  psychotropic  drugs  (anxiolytics,  antidepressants  and
hypnotics)  and  opioid  analgesics  in the  five years  prior  to
diagnosis  compared  to  the  control  population,  which  per-
sists  in  the following  five  years;  this contrasts  with  the
consumption  of  drugs  for  hypertension  and  type 2 diabetes,
which  reduces  after  controlling  hypercortisolism.3 There-
fore,  following  the diagnosis  and treatment  of  Cushing’s
syndrome,  clinicians  should  pay  the  same  level of  atten-
tion  to  mental  health  as  to  hypertension  or  diabetes  to
improve  the  long-term  prognosis  and quality  of  life  of  their
patients.

An  empathic  environment,  which  encourages  perceived
difficulties  to  be  expressed  and  addressed,  has  been  shown
to  be  very  therapeutic  for those  affected.  Offering  an educa-
tional  programme  to  pituitary  patients  that  promotes  their
autonomy  and  self-care  improves  their  satisfaction  and  per-
ception  of  their  health,  and  encourages  the pursuit  of  new
goals,  such  as  increasing  knowledge,  sharing  experiences
and  improving  self-esteem.7 The  fact that  patients’  qual-
ity  of  life  did  not  improve  after the educational  programme
is probably  due  to  the  fact that  it was  offered  several
years  after  diagnosis,  emphasising  the  need  to  promote
self-efficacy  in the  year  following  diagnosis  and  treatment;
the  most  problematic  year.  Another  intervention  programme
aimed  at  both  patients  and  their  partners  that  addressed
psychosocial  dimensions,  such as  self-efficacy,  the  need  for
support,  perception  of  the disease,  approach  to  problems
and improving  quality  of  life,  succeeded  in improving  mood,
self-efficacy  and  vitality;  partners  reported  improvements
in  anxiety  and depressive  symptoms.8 In addition,  a  simi-
lar  programme  can help  maintain  an  acceptable  quality  of
life  by  reminding  patients  that  they  are  not  to  blame  if
they  do  not  meet  their  daily  goals  and  to  consider  more
realistic  expectations  at  work,  in  their  social  lives  and  at
home.9

As  experts  in  this disease,  it is  our  responsibility  to  make
the  administrative  and  legal  authorities  aware  of  the poten-
tial  persisting  consequences  for physical  and  mental  health
after  a pituitary  disorder.  A reduction  in working  hours,  inca-
pacity  for  work  or  early  retirement  may  be fully  justifiable
both  in the case  of jobs  with  a  large  physical  component,  due
to  fatigability  and  the  greater  risk  of  fractures,  and  in jobs
with  high  academic  or  professional  demand,  due to  reduced
memory  and  perceived  executive  ability.2,10
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