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Background and Rationale

Rarity and Lack of research
There are approximately 300 individuals with various forms of spinocerebellar ataxia in Denmark.
The rarity of ataxia has resulted in limited focus, leaving a need for more research.

Impact on Health
Ataxia can lead to shorter life expectancy and reduced quality of life.
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® Importance of Quality-of-Life Data
% é Knowledge about the quality of life of various patient groups is essential for resource prioritization.

The measure used, both nationally and internationally, is quality-adjusted life years (QALY) measured
by EQ-5D-5L.
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Loneliness as a Key Issue
Loneliness is a particular issue, as many experience social exclusion.
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Aim

This project has two aims

The primary aim of the study is to estimate the quality of life of a representative study
population of Danish patients with ataxia and HSP. Quality of life will be assessed using
EQ-5D-5L questionnaires, which will be distributed by the Ataxia and HSP Association.

The second aim is to explore and describe loneliness Iin this representative study
population of Danish patients and to analyze the association between loneliness and
quality of life. Loneliness will be assess using the UCLA-questionnaire.
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Design and Methods

Data collection

Data will be collected through a survey.

The questionnaires will be distributed via the Ataxia and HSP Association in Denmark.

Questionnaire content

Background information about the patient (gender, age, marital status, region, which disease they have (ataxia/HSP), and, if
known, their genetic mutation)

The EQ-5D-5L questionnaire

* A generic instrument developed to assess health-related quality of life.
 Measures quality of life across five domains.

The UCLA Three-ltem Loneliness Scale
« Avalidated and established tool for measuring loneliness

Analysis

Descriptive analysis: Based on various demographic characteristics, along with a comparison to the general population.
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Why is EQ-5D-5L important?

Knowledge of patients’ quality-of-life measued
with the EQ-5D-5L instrument is used through
out Europe for prioritization of new treatments:

* To estimate ‘value for money’ of new
treatments

* Health Tecnology Assessment (HTA) including a
cost-utility analysis (i.e. cost-per-QALY-analysis)

e To estimate ‘burden of disease’

* Depending on the country, this may impact
"Willingness-to-pay”
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e  EuroQol-5 Dimensions — 5 Levels

e All combinations of answers can ARG
be translated to a number
between -1 and 1 (QALY-weight)
Perfect .
health
Death=0 —+
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What is the UCLA?

1. How often do you feel that you lack companicnship? UCLA 3-ltem Loneliness Scale

Hardly ewver 1
Some of the time 2
Often 3

2. How aften do you feel left out?

The scores for each individual question can be added together to give you a possible range of scores from

310 3. Researchers in the past have grouped people who score 3 -5 as “not lonely” and people wi
! ore : | . ple with the
Hardly ever 1 score 6 — 9 as “lonely” 1
some of the time 2 h
Least ionely 3 | : : - '  Most lonely
COften 3

3. How aoften do you feel isclated from others?

Hardly ever 1
Some of the time 2
Often 3
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Summing up

The quality of life of patients with ataxia and HSP is sparsely covered in the
international literature and has not been studied in Denmark.

The project will bring more knowledge about

quality-of-life in patients with ataxia and HSP measured by the EQ-5D-5L
instrument (QALY-weights)

loneliness in patients with ataxia and HSP measured by the UCLA instrument

correlation between EQ-5D-5L and specific issues of loneliness faced by this
patient population

Knowledge of EQ-5D-5L in patients with ataxia and HSP can be used in national
decision-making and prioritization)
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