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Lived Experience of Patients with Spinal Muscular Atrophy

Suwattana Kerdmuang*
Sakdikorn Suwancharoen** Nitjawan Weerawatthanodom***
Tipawan Tangwongkit*** Oangrisa Pinitchan***
Abstract

This qualitative phenomenological research aimed to examine lived experience of
patients with spinal muscular atrophy (SMA). Saturated ten informants were purposively
selected from patients who had been diagnosed with SMA and had been suffering from the
illness for more than 10 years. Data were collected using in-depth interviews and analyzed by
the Husserl framework of Colaizzi’s method. The findings indicated that the informants had a
mean age of 25.5 years (5.D.=1.96), the duration of SMA illness was 22.7 years (S.D.=4.08), and
the age at onset was 2.8 years (Median=1). The primary caregiver was the father/mother (60%)
and the proportions of the patient with SMA Type Il and Ill were equal (50%). The informants
defined the lived experience through 4 transitional phrases: 1) loss of control; 2) adjustment
to limitations; 3) transcending limitations; and 4) living with hope. The results provided an
understanding of experiences faced by the patients with SMA in terms of disease trajectories,
living life, and coping with transitional phrases of disease. The healthcare personnel could
support necessary infrastructures; arrange an appropriate environment; provide treatment,
and prevent complications by considering the flexibility of living along with the patient’s

suffering and overcoming the limit of oneself.
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Table 1 General information of patients with spinal muscular atrophy: SMA (n=10)

ID Age Sex  Ageat Duration Type of  Education Sibling Primary Occupation
(years onset of illness order caregiver
) (years) (years)
A 28 F 1 27 Type Il M3 1 mother writer
28 F 4 24 Type lll M6 1 father/ unemployed
mother
C 23 F 0 23 Type lll Bachelor’s only father/ unemployed
degree child mother
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ID Age Sex  Age at Duration Type of  Education Sibling Primary Occupation
(years onset of illness SMA order caregiver
) (years) (years)
D 23 F 0 23 Type Il Bachelor’s 1 hired care  unemployed
degree giver
E 25 F 4 21 Type lll M3 1 younger unemployed
sister
F 26 F 1 25 Type Il M3 only father/ unemployed
child mother
G 25 M 13 12 Type Il Bachelor’s 1 father/ graphic
degree mother design
H 28 F 3 25 Type lll M 6 1 father/ unemployed
mother
25 F 1 24 Type Il M3 Only father/ unemployed
child mother
J 24 F 1 23 Type Il Bachelor’s 1 relative unemployed
degree
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Table 2 Themes and subthemes of life experience of patients with spinal muscular

atrophy: SMA.
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