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Nurses' Perspectives on Experience
of Collagen Disease Patients

Izumi At suko, RN, MSN

Abstract

The present study aimed to describe' the experiences considered to be unique to collagen dis-
ease patients from the perspective of nurses and the characteristic experiences of each stage of the
disease, and to consider the points of commonality and difference with the experience of the patients
themselves. Semistructured interviews were conducted on three nurses who had experience nurs-
ing collagen disease patients.

The nurses said that collagen disease patients in general have the feeling that while their dis-
ease is not fatal, it is something they will have to live with for their entire lives, and that they had
experienced their disease affecting all parts of their lives. In addition, they were depicted as always
having heavy anxiety or big anxiety from the repeated flare-ups and remissions.

The period of exacerbating symptoms and reactivation was depicted as a period of passivity and
stagnation in which the patients can't think of anything and simply endure the symptoms.

The period during which patients are recovering from the period of exacerbated symptoms was
depicted as a time when they feel their outlook is brighter, but at the same wonder what will happen
next and are anxious about returning to their normal lives, and have a positive anxiety while seeking
for something.

The period of recovery was depicted as one in which the patients feel physical lightness that
makes them think their disease is nothing special, while also harboring anxiety about a recurrence.

Based on the present findings, the experience of patients as seen by nurses was of a disease that
will be with one for life, an image that was common with the image of patients themselves as shown
in an earlier study. In addition, the nurses felt that patients thought their disease was difficult and
something they had to work to maintain their resolve. The nurses also felt that there were few occa-
sions for them to be consulted. The previous study showed that patients felt that they cannot explain
the disease well because it is difficult one, and that since they look healthy, they sense that people
do not understand their situation. These differences in opinion suggest the need for nurses to have a
better understanding of patients and to offer them a more supportive voice.
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