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LETTERS TO THE EDITOR

Long-term tracheostomy ventilation L)
in Portugal: Survey based on home
care providers

There is a growing number of patients needing long-
term tracheostomy ventilation (LTV) worldwide and due to
their complexity this poses a huge burden on the health-
care system.' Better knowledge of the epidemiology is
critical to health-care system planning and appropriate
resourcing.

In 1996, in Portugal, 21 patients were under LTV at
home.? Five years later, data from the EuroVent survey?
confirm the existence of 18 patients under LTV (61% of
which were patients with Neuromuscular Disorders-NMD)
from a pool of 801 patients under Home Mechani-
cal Ventilation (HMV), showing a prevalence of LTV of
0.17:100,000.

To understand the current situation, all patients being
managed by Portuguese home care companies with tra-
cheostomy ventilation were identified. Data collected
included age (adult versus pediatric), community care set-
ting, diagnosis, type of tracheostomy tube, ventilatory
dependency and use of Mechanical In-Exsufflation (MI-E).

A total of 84 patients were identified on 1/11/18, a 5-
fold increase since 2001, with a prevalence of 0.86: 100,000
(pediatric prevalence of: 1.9:100,000 versus adult preva-
lence of 0.69:100,000).

There was an adult and male preponderance (69% and
60.6% respectively), according to region: 30 adults and 20
children were located in the North (59.5% of total), 3 adults
and 2 children in the Center (6% of total) and 16 adults and
13 children in the South (34.5%).

The most common reason for LTV was NMD (44%); diag-
nosis was unknown for 25%. The majority of patients were
being cared for at home (69%) as opposed to in insti-
tutional care (31%). There were 7 adults and 7 children
institutionalized in the North, 1 child institutionalized in
the center, 8 adults and 3 children institutionalized in the
south.

Specific diagnoses were: ALS 20 (23.8%) Muscular dystro-
phies/Myopathies 9 (10.7%) Spinal Muscular Atrophy 5 (5.9%)
COPD 4 (4.7%) Spinal cord injury 3 (3.6%), Guillain-Barré Syn-
drome 3 (3.6%) Cerebral Paralysis 3 (3.6%), Ondine Syndrome
3 (3.6%), Stroke 3 (3.6%) and heterogeneous disorders 10
(11.9%). The majority of cases had a cuffed tracheostomy

tube (55.7%), 63% used MI-E and 66.1% had 24 h ventilator
dependency.

Although this survey may have some limitations, it shows
there are a significant number of patients on LTV in Por-
tugal, predominantly adults with neuromuscular disorders
and high ventilatory dependency and mainly concentrated
in the North of Portugal. The existence of a significant
number of institutionalized patients makes it important
to identify reasons for maintaining the patients in this
setting. Moreover there should be an evaluation of the
degree of burden on caregivers when patients are treated
at home.

Due to the complex care requirements and costs of a
homecare package a specific registry should be set up for
this patient population and a well defined inter-professional
transition plan should be negotiated.
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