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INTRODUCTION

review aims to characterise all currently

available experimental or established
methods, including instruments, by which either
visual function or quality of life is measured in
patients with nystagmus.

Review question / Objective This scoping

Population: All patients with nystagmus regardless
of underlying aetiology. There is no set age limit
provided there was compliance with investigations.

Concept: Domains of Visual Function (e.g.
binocular visual acuity) or Quality of Life in
Nystagmus. Specific methods (e.g. Snellen Chart)
by which these domains are measured.

Context: Any measurement, change or therapeutic
intervention posed to affect the visual function or
quality of life in patients with nystagmus.

Background Nystagmus is characterised by
involuntary oscillations of the eyes, involving a
slow component, that disrupts steady fixation (1). It
is typically classified into physiological and
pathological, with the latter being further sub-
divided into early-onset (childhood) nystagmus and
acquired nystagmus.

Early-onset (childhood) nystagmus typically
presents between 4 to 6 months. It is often
idiopathic though may be secondary to other
ocular conditions including those causing sensory
deprivation e.g. albinism and retinal disorder (2).
Early-onset nystagmus typically doesn’t present
with oscillopsia, however, can affect visual
function. Patients often have a ‘null zone’ where
oscillations are minimised and foveation periods
facilitate their best visual acuity (3).

Acquired nystagmus is typically characterised into
peripheral (vestibular) and central (central nervous
system) causes. These can be transient or
persistent depending on the underling pathology.
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Most patients report oscillopsia, the perception of
vision ‘jumping’ during nystagmus oscillations,
which can significantly affect a patient’s quality of
life (4).

In addition to an effect on visual acuity, patients
may have difficulties with letter crowding,
additional time needed to see (slow-to-see
phenomenon), and variable vision especially in
periodic alternating nystagmus (5). Further patients
with early-onset nystagmus may develop torticollis
due to an anomalous null zone, strabismus, and
amblyopia (6).
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Rationale Given the varied effect that nystagmus
can have on a person’s vision, quality of life and its
resultant complications, it is unclear which patient
outcomes should be prioritised when developing
therapies for patients with nystagmus. Additionally,
Almagren et al. previously highlighted the need for
alternative measures to visual acuity in nystagmus
due to these confounders (5). Therefore, we aim to
review the published literature to ascertain which
outcomes are currently assessed, the methods by
which they are measured and develop a core
outcome set. Given the varied effect that
nystagmus can have on a person’s vision, quality
of life and its resultant complications, it is unclear
which patient outcomes should be prioritised when
developing therapies for patients with nystagmus.

We aim to review the published literature to
ascertain which outcomes are currently assessed
and the methods by which they are measured.

METHODS

Strategy of data synthesis A preliminary data
search of relevant articles through Scopus and
Google Scholar informed the development of the
search query. The term “nystagmus” will be limited
to the article title given the preliminary data search
and resultant breath of the published literature.

Given the potential extent of visual and quality of
life outcomes, we utilised the following key terms
to ensure all relevant studies were identified: vis*
(vision, visual), measur* (measuring, measurement),
therapy and treatment.

This resulted in the generation of the following
search query: (TITLE (nystagmus) AND TITLE-ABS-
KEY (vis®) OR TITLE-ABS-KEY (treatment) OR
TITLE-ABS-KEY (therapy) OR TITLE-ABS-KEY
(measur®) AND (LIMIT-TO (LANGUAGE, "English"))).

The search query was run through Scopus,
Medline and Embase to ensure a thorough analysis
of the known literature. Date of article publication
will not be restricted. The grey literature will be
assessed through reviewing systematic reviews,
checking reference lists and inclusion of
conference proceedings.

All papers will be exported into Rayyan Systematic
Review Software for removal of duplicates and to
facilitate a traceable record between reviewers.

Eligibility criteria The following types of studies
will be included: case reports, case series,
conference papers/abstracts, letters to the editor
and original research papers (cohort studies, case
control and randomised control trials).

Exclusion criteria will include animal studies, book
chapter, systematic reviews and case series that
do not explicitly define outcomes within their
methodology.

Studies will be restricted to the English language.

Source of evidence screening and selection
Title and abstract screen will be performed by one
researcher with any uncertainty clarified by a
second researcher.

Full text screen and data extraction of all studies
meeting the inclusion criteria will be performed by
two independent researchers.

Disagreements between researchers will be
primarily resolved through discussion, however, a
third reviewer is available for consultation.
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Data management Data Extraction for each
paper will result in the following:

1. Bibliographical information

2. Scope (use setting, measurement/change/
intervention)

3. Domain(s) of visual function or quality of life (e.g.
monocular visual acuity) and a working definition of
the domain.

4. Outcome measurement instrument(s) utilised for
each domain.

The outcome measures and instruments generated
by the scoping review will be summarised and a
candidate list will be generated.

Language restriction English.
Country(ies) involved United Kingdom.

Keywords Nystagmus; vision; visual function;
quality of life; core outcome set.
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