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Huntington’s Disease (HD)

HD iIs an inherited condition.

HD iIs neurodegenerative disease

of the basal ganglia.

A. Normal brain.
B. Patient with HD.




Clinical symptoms

[ Signs & Symptoms ]

p

Voluntary

1. Gait deficits
2. Postural instability

Involuntary

1.Dystonia
2.Chorea
3.athetosis

[ Behavioral ]

p

1. Depression
2. Irritability

3. Apathy

4. Anxiety

p

1. Impaired memory

2. Deficits in executive
function

3.Slowed thinking




Falls are a problem for people with HD

Falls in HD are implicated in admission to nursing homes
Wheelock et al, 2003

11 of 13 had a history of two or more falls Koller and Trimble,1990

58% reported 2 falls or more in the previous 12 months
Busse et al, 2008

40% reported at least one fall and a high proportion of falls (72.5%)
caused minor injuries in the observed 3 months
Grimbergen, 2008

Aetiology of falls is multifactorial




|ICF model and HD

Disease or disorder
HD (Basal ganglia

degeneration)
N\
y
Impairments Activity limitations Participation
 —  — restrictions
Decreased flexibility Walking difficulties
(2 to dystonia) — Decreased health

Muscle weakness l related quality of life
Impaired balance .
Bradykinaesia Increased risk of falls




Exercise in HD

Exercise can enhance functional performance in this population
Quinn & Rao, 2003

Physiotherapists frequently prescribe home based exercise
programs
Busse et al, 2008

A sustainable home use exercise resource for these people is
lacking




Development of a home use DVD for
people with HD

The study aimed to:
Develop a sustainable home use exercise DVD
resource for people with HD , which is acceptable for
— Health care professionals
— Users
— Carers




Research tasks

1. Characterisation of limitations in HD patients that
may impact on usabllity of an exercise DVD

2. Determining criteria for development of the DVD

3. Filming and production of the exercise DVD




Study Design and Methods

Qualitative design

Focus groups

2 focus groups

8 physiotherapists

Individual interviews

5 patients with HD

Audio recording

Transcription

Thematic analysis

Member checking




Key themes

Exercise is beneficial
for managing the symptoms related
to movement disorders

Barriers
Safety Motivation Lack of

Information




Criteria for development the DVD

The length




DVD filming and production

P
MOVE TO EXERCISE [

An exercise programme for people
with movement disorders

MOVE
TO EXERCISE

Developed by:
Maonica Busse PhD MECE Lo Quinn EdD PT,
B n Jones MS: MCOR, Matih e T G




User opinion

PT2 “ It is very good and it will be an excellent resource. | would
use this as a home exercise program to support each
Individual patient session on a group program”

HDS5 “ This is the first time since my diagnosis that | have used
any form of exercise apart from walking. | think the DVD is
very good. It is easy to understand and follow and easy to
navigate to a particular exercise”




What is next?

A home use DVD for people with HD

The study aim is to evaluate:
1. Feasiblility
2. Acceptabllity

3. Benefits of certain areas of a home use DVD in
people with early to mid stage HD




Study design

Symptomatic HD
(40)

Early intervention
(20)

Delayed intervention

o)

|

|

Home intervention
8 weeks

No intervention
8 weeks

l

|

First follow up
Assessment (with
additional process

evaluation)

First follow up
Assessment

i

A4

No intervention
8 weeks

Home intervention
8 weeks

l

Second follow up
Assessment

Second follow up

Assessment (with

additional process
evaluation)




Intervention

Home based exercise DVD as an

Flexibility exercises intervention —— Safety assurance
(Specific exercises tailored to HD)
\\ y
Strengthenlng Postural instructions
exercises
Balance exercises List of precautions

_ — Education&preparation
Managing possibility of poor
adherence
Carer involvement
Education&preparation Diary log
Home visits
Involving the carer Reminder stickers

Performing exercise of

preference Support (phone calls

and home Vvisits)




Primary outcome measure

[Etandare wfo Cane or Crutch ‘ml EI FAP

L0 L = oy
o [ R Bk =

|Sam|3|e Hormal ¥alues |

=) Step Time (zec] .58 .62 Distance [cm
=) Cycle Time (sec]  1.19 1.20 Ambulation Time (sec]  4.21
=) Step Length[cm| 43.47 | 45.38 Velocity (cm/zac]|  74.1
=)  Shide Length[zm] 98.14 | 89.29 Mean Mormalized Yelocty| .72
I H-H Baze Support [cm] 17.67 | 18.09 Mumber of Step 7
=} Single Support [XGC]  37.3 272 Cadence (Steps/Min]  99.8
= Double Support [XGC] 357 356 Step Time Differential (sec] .03
Swing [%GC]  27.3 372 Step Length Differential [cm) 1,90

Step/Extremity Ratiog 42 44
Toeln/Out(deg] 3.9 11.6

Y
r Stance [XGC| 727 62.8 Cucle Time Differertial (zec] .00




Secondary outcome measures

 Berg Balance Scale (BBS)

e Chair Sit to Stand Test

 Timed Up and Go (TUG)

« UHDRS motor scores

« SF 36

e Fall events

« Adherence to the exercise program




Falls diary

Week:

start date:

Fall
(see code
below)

Injuries
(describe)

Location of
fall

Reason for fall

Seeking
Medical
Attention
(Yes/No)

Monday

Tuesday

Wednesday

Thursday

Friday

Saturday

Sunday
CODES:

FALL: O = No fall, 1 = Near Fall, 2= Fall




Exercise diary




Study milestones
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