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Physiotherapy for Hypermobility Trial
(PHyT):
The Intervention Package

Prof Shea Palmer
Prafestor of Musculochsletal Behahilgatian
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Agenda

10:30-11:15 Hypermohility & physiotharapy
11:15.11;45 Practical: dagrosiz & assessment
11:45-12:30 Developmert of the physiotherapy
package & guiding principles

LUNCH
115-2:15  The phyiatheragy packape

BREAK
230300  Practical: posture & movement cortml
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Hypermobility & Physiotherapy
(45 min)
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Overview

= Definition, diagnosis, prevalence of 1HS

* Impact and management of IHS

* Systematic review of exercise for joint
hypormobility peee o« 21

* UK-wide survey of phwsiotherapy practice

(Paimett 47 i, o ¥ eparatiin]

Joint Hypermaobility Syndrome (JHS)

" heritable disorder of the connective tissues
characterised by hypermaobility, often affecting
midtiple joints, and muscwoskeletol poins in the
absence of systemic inflammatory joint disease
such as rheumatoid arthritis™
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Revised Criteria {Brighton 1928)
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{5) Marfanoid hablitus

+ Tall

+ Slim

+ Arm span:height »1.03

* Upper segment:lower
segment < 0,89

1 (5) Marfanold habitus

+ Arachnodactily [“spider
fingers')

'+ High arch palate

¥ 1 (6} Skin striae

F |

{7] Eye signs
* Antimongolod slant

) Drooping eyelids

Marfan ' Ehlers-Danlos
Serne glatatior D, vasller #92 Bped
= oogim lere
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Joint Hypermaobility Syndrome
Otterpersd

Cirte-ppena; fractre
Osteogenecsis
Imperfecta

itapted From Grabarme (2007}

P tOmatic JH Gmeson

Prevalence of JHS

* Difficult to estimate due to:
- Differen diagnostic erimeriafeut-affs
= Generalised loint Laxity |GIL) versus JHS
* More commen in children, females and some
ethnic groups (e.g. Asian, African and Middle
Eastern populations)

* Approx 5% women and 0.6% men have
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Prevalence of GIL

* QL in 6,022 children {mean age 13.8 years)

ek wk @l LR}
—Beighton = 4 = 19.2% [27.5% girks, 10.6% baoys)
=Beighton = 6 = 4.2% [7.0% girls, 1.3% bays)

Pain Generation

« Excessive movement —+ | stress on joint
surfaces, ligaments and other structures —»
[oint paln jsengmen 206

+ Pain — muscle inhibition — atrophy and
reduced joint CoNtrol (ke s temerd 211

* Mechanoreceptor damage (foess s —» »
pmprinceptinn (sl 7 o 45 Fatope et

_* Inability to acknowied extremejmnuange
- stretching- W:ﬁa’hn .

-

Vicious cycle of pain

Fatkagrnd Froetry Baillin el it SLrmmny | JO0

Impact of JHS

= Anecdotaly, many istues (Grateme 203 anicty, ftness,
galt, pain, propriooeption, (ol, strength

= |mpalred galt, pain, proprioception, Ool, ROM, strength
whentilled in cheidren farme ot ol 2668 2011 2015

* Fallgue, anuiety and cepression = + soclal fundtion ereer
wl J0L0)

* True impact of 145 in adults to be establahed. Ongoing
work at U'WE Bristol includes:
o bt e fodus gr oupe willh patlenty
= Developmert af an dutcomn meauare
= P ssudent chip erees gating impainment, sctivity snd
 manticipationn =S healing conird
__ = Syviematic rmvisw af (e impect of H—

=

Management of JHS

* Acute management:

—Taping, bracing or Splinthog (e and lemord 2001

= Mon-sterokdal anti-inflammatony drugs mmpsen 2008
* Long term management:

= Education [to Increase knowledge and
understanding] Ml 10, uss 2000

= Thempeutic exerclse (to enhanoe musche strength

Therapeutic exercise

* Control of pesture and movement
is key — movement ‘quality”

+ Small number of research studies
on the etfectiveness of exercise

+ Systematic review conducted to
underpin research jwee « o min

p— — ————
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Systematic Review of Exercise for IHS

{Faimer wtd 2019

Aim;: "To establish the effectiveness of
therapeutic exercise for the management of 1HS”
= Scoping identified small number of studies so

did not prescribe exercise type or outcomes
« 9 online databases, snowballing, hand search
* Conducted in November 2012

= CASP quality apprajsal - individual appralsal

ET'DUP discussion, COI'ISEHSUS —
-‘.'tl

Studies included

* 1 randomised controlled trial in adults (Sahin
et al 2008 — knee specific, n=70)

+ 1 randomised comparative trial in children
[Kemp et al 2010- ‘whole body’, n=57)

+ 2 cohort studies in adults [Barton and Bird
1996 - 'whole body’, n=25; Ferrell et al 2004 —
knee specific, n=18)

e s
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Findings

= Patients who esercised improved aver time

* Lange stancardised effect soe: 0,75 (palnat rest) 10 1.72
[pan on moverment ) [ NSAI0s for OA knee pain ~0030]

= Generalsed enercae no better 199 [olm-specfic exerc e
{Kemp et al 20000

* Mo corwineing evidence that knee exerciaes better thas
control [Sahin ot &' 2008) = Ao dinect StAtATCal COMPAr0a

* Nochear causeoffect relationships demonstrated

* Mo adwerse effects reported

* Methodological quality lacking (aarticularly statistical

| POWES AN BOEG AL LODLID] [Phervent] lan)
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UK-Wide Physiotherapy Survey

[Palrrver et . i preparanon)

= Aan: “Toidentfy ‘unual” physiotherapy proctice in ferma of the
diognosd, mnopement ond assesunent of adults with 1S
across fhe DK™

Survey desigied on basis of previous M sureys - 5 drals
Partidpant information; sevvice desoription; diogmos

AT 11 T Interventions; assessment
N0 paper coples to mndomly selected NHS Truss
{Emgland =168, Scetland =17, Walss=10, Northern lrefand=G6]
= Oline yersion developed [woasw surveymon ey coom)

L
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Findings

* N=64 responses

* Assesament s60min (28%); Treatment £30min
|955); Treatment <6 (813%); Treatment <4
maonths (73%)

+ Brighton criteria not used much (31%) - reliance
on Beighton score, pain and family history

+ Aims of treatment and interventions used seem
well aligned = focus on education, exercise and
self management

jeen P TENE (S Ot A maimaim-of treatment .. but

~pain is most often assessed - obvious Mismateh

Overall Summary

* Brighton criteria used for JHS diagnosis (main
criteria are joint laxity + pain)
* JHS likely to have a significant impact

+ Beliefs, behaviours and exercise likely to be
key to effective management — reflected In
current physiotherapy practice

* More ewdcnm mquired fnrth-n effects of

L -
- c’:emse ——
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Practical: diagnosis & assessment
(30 min)

Development of the physiotherapy
package & guiding principles
(45 min)

Overview

* What patients and clinicians say about
physiotherapy for JHS

* Guiding principles

* Development of the physiotherapy package

What patients and clinicians say
about physiotherapy for JHS

What patients and clinicians say about
physiotherapy
* NIHR HTA funded study
* Focus groups with patients (x4, n=25, 3 men)
and cliniclans {x3, n=16, 3 men)
* Bath, Bournemouth, Bristol, Hertfordshire

* Explored perspectives on physiotherapy —
exercise, education, advice, support......

_* Al was touse findings to help design
_intervention and supporting materials.

Patient findings - negative *

= Delay in being diagnosed — then ladk of mformation
*  Prodderms socesling et wniting ligs

Mlvysios ladk understanding - IHS ungeedichalile, pain moves
Linabbe to treat [oints nod gpecified on relemal

= Oy & treatrmenis = frustrating, show progress

= DaMerem plessos - oonBcting ifomrrmation, mis comiminy
= Need help managing Mare-ups’

* Foous onacute and not long-term problems

T aroun oy onm posne vuthen L wlicle Body

«_ Curtain cubicles - lack of privacy
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Patient findings - negative *

Hotime 1o aderess guestions/onncerns = process drven
Patlents don't know what ‘normal’ movermend s
Sessions very shot

Given ‘rancom mercses’ 1hal made pEin worse

Dilgn"t know what exeroises were for

Dign know how 10 Drogress eesoses

To‘d 10 give uD runaing/aliotment = things they enjoyed
MNeed mon superyision for euercises

Exerciacs dign’t fit In with [ifestyie {e.g. at schoal)

= Difficut

vﬂ%{lﬁeﬁm for @k of Brogress—

-

Patient findings - positive v

= Private physio — able to see when want

= Range of techniques and exercises

= Variety of axercises

* 'Hands on’ approach to demonstrate exercises

* Group exercises

= Pilates and ‘core’ strength rather than specific
musde exercises

. J-lvdml:herapv .md sauna ‘‘‘‘‘ —

“:‘

Patient findings - positive v’

+ Quality of movement Impartant, not repetitions
* Pacing

+ it hurts don't do it’ — best advice

* One hour sessions

* Ergonomics advice = OT

+ Specialist physiotherapy good

b Spaggpg! treatments - pmgress can be slow
. * _Info on footwear - .

-
=

Patients want...

* Understanding and reassurance

= Cantinulty of care

= Physios to understand IHS and impact on life
= Physlos to understand the pain with JHS

* Physios to ‘expect the unexpected’

* An ‘all body approach’

* To be treated as an individual

* Physios to listen - people with JHS know a lot

o DEttomeE-facssed treatment.rather than number
~of sessions

| _1._-‘

Patients want...

* Exercises that Tit in with [{estyle

* Advice onfatigue

* Advice on how to cope emotionally

* To be ‘hands-on’ when demonstrating exercises
= Arange of exencises to keep it inferesting

* What exercises o do on a good ¢ bad day

* To know what the'r ‘bad habits" ane

* Information about pacing

= Tosee s physlo every 6 monthafyear

s TR S T e 1o Yo asanndiid |

-,

Patients want...

* Information
* Advice on day to day activities
* What Is the future?
* Be understanding
* Provide support and motivation
* Make feel at ease, it's not your fault, empower
* Tallor activities that are important to you
* Supervised exercise
e R TR O M upst—

=~
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Clinician findings

|nterestingly, wery simila® o patienls...

= IH5 patients are a challenge”
Trewl o individoals
Whole body approach
Aadvice, education. posture, self management
Heed to ‘educate the masses”
Pyychological/mental hea'th Sawes imipdrtant
Pacing
Realistic goah

YR RITIS PO e

s s a

-

Clinician findings

= Teaching self management
* Staying active - "as active as they can be'
* Teach how to move
= Listen, collect information about whole body
Symptom medification tests
= Difficult managing expectations
= Treatment time-consuming = difficult to fit into 6
B
» Do not fit acute model

Clinician findings

* Some patients reluctant to exercise due to fear of
movemant

= Exercise doesn't work for all = get demotivated if
doesn't help

+ Teach pasithon, pasture, neutral joint pasition

= Myafascial release can be useful

* Fatigue management important

 Heat and ice, dealing with a ‘flare-up’

' Exercises that fit into dally life

Summary

+ People with JHS and clinlcians with a special
interest in JHS agree on many things

* Some very clear messages to guide
development of the intervention...

* ... but need to be realistic about resources

Guiding principles

Guiding principles

o Resodrce ‘emvelope’ (11, %6 3enin sess'ons, 4 months)
* Eavy to implement across the LK
= Flexibility to tailor to individuw patients
* nclude:
= Powure aedd moverment quakivy
— Cowitive mhd plvysical petivity (o ndude pogresson )
= Goal stting and padng
= Db with set-backs
et SRR airtipsocil sues {Yaking control')
e = Long-term managemens: and Sayiigecive.._
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Bandura’s Self-Efficacy Theory
Badurs 1977

Al i 10 Seviea 1kt sl confidence 1o Rcieme
amass arivly el se ¥ managre

Bandura's Self-Efficacy Theory

ERyrdyry 1HTT]

rrma of bkl oSy bkt

Development of the
physiotherapy package

-

Process of development

Baied an prévious knée OA intersention, adapted fmam
ESCAPE-knee pain pastey s o xon

Made specific to JHS and added additional lssues raised by
locus groups

Developed with patient research partners and ‘clinical’
mernbers of the research team (cinical pwychology,
physiatherapy and rhewrmatology]

Piloted with B pathents [in two NHS Trusts) and evaluated |&
patiens, 4 physiatherapists) - feedback generally wery
pasitive

Minar amendments (e g Ad with mare space for nobes:
e SRR TriEmers toencaucage fleshiling added
somwr additional figures)

LUNCH
(45 min)

The physiotherapy package
{1 hour)
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Assessment

* Do not intend to be prescriptive, but....

* Posture and quality of movement likely to be
moare useful than joint-specific or joint-by-
joint assessment:

= Siting and starding pastura
= Reaching
— it

= ZEgacHe patient rEp0T

- |

Assessment

* |dentify areas requining specific posture and
movement re-education

= |dentify "tight” muscle groups requiring
lengthening

+ Identify potentially unhelpful beliefs

* All can be individually addressed as part of the
intervention

Advice Session

Based on ARUK and HMSA booklets
Should include:
= What Is by permobility (ARUK, p5)
= Hiow 's hyperrmoblity diagnosed [ARUK, ol
= Drugs (ARLK, p11-13) = but advise to consult GP
= Sell-help and daly Hving (ARUE, p14)
+ Ao discuss anything else that patients
specifically ask about...
. bt use information from the booklets rather
| *~"—'I.’h3n‘E!v1‘§arE:rﬁﬁThTﬂh ‘orexperience [as much as

AIMS, BENEFITS OF PHYSICAL ACTIVITY,
POSTURE, MOVEMENT QUALITY, PAIN RELIEF

| 10N [~ inj:

= Alms—outline aims of the programme and check
understanding that the ultimate aim & to
enhance self management

* |deal f patients do 'homework’ but impertant not
to feel guilty if can't

* Qutline potential benefits of exercise for JHS,
difficulties and recommaendations [* take home
semBssage s thatany increasa in physical activity is
snndil

o o

AIMS, BENEFITS OF PHYSICAL ACTIVITY,
POSTURE, MOVEMENT QUALITY, PAIN RELIEF

* Demonstrate and discuss postune and
movemant quality (based on findings from
assessment)

* Give some exercises [from booklet)

* Discuss pain reliet

= * Discuss homework and agree spﬂclng of
5css|nns

& '.1

MEDICATION, SLEEP HYGIENE, GOAL SETTING

DISCUSSION [~15min]:

+ Review reflection from last session and discuss
any issues from reading for this session
[medication, sleep hygiene and setting goals)

+ Discuss short and long-term goals — what they
are, how they might go about achieving them

. DISLLISS r_.it.lc of d'lange and where thn:ﬂ,l are
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MEDICATION, SLEEP HYGIENE, GOAL SETTING

ERACTICAL (~15mini:

* Review exercises and discuss/problem-salve
how to integrate into daily activity

* Introduce new exercises/progression (if
appropriate)

* Discuss homework, particularly planning and

Aqugqu_mntin_glpmsical activity action plan

PACING OF ACTIVITY

DISCUSSION [~15min]:

* Review reflection from last session and discuss
any issues from reading for this session
(pating of activity)

+ Discuss pacing in some detall

* Discuss/problem-solve physical activity action

___plan and activity diary (from last session)

PACING OF ACTIVITY

PRACTICAL {(~15min):

* Review exercises and discuss/problem-solve
how to integrate into daily activity

* Introduce new exercises/progression (if
appropriate)

* Discuss homework, particularly integrating
pacing into day-to-day activity

DEALING WITH SET-BACKS
DISCLSSION (~15min]:

* Review refiection from last session and discuss
any issues from reading for this session
[dealing with set-backs)

* Discuss dealing with set-backs in some detail

* Discuss/problem-solve physical activity action
plan and J activity diary and padng (from

prewuus s Ses5I0NS] —
DEALING WITH SET-BACKS TAKING CONTROL
PRACTICAL (~15min]: DISCUSSION [~15min):

* Review exercises and discuss/problem-solve
how to integrate into daily activity

* Introduce new exercises/progression (if
appropriate)

* Discuss homewaork, particularly personal plan

tordealing with set-backs

eplanvand activity diany-pacing and dealing with

* Review reflection from last session and discuss
any issues from reading for this session (taking
control)

* Discuss importance of discussing issues with
friends, family, colleagues and GP who can refer
to psychological therapies (if appropriate)

* Discuss/problem-solve physical activity action

set-backs [from previous sessions)
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TAKING CONTROL

PRACTICAL (~15min]:

* Review exercises and discuss/problem-salve
how to integrate into daily activity

* Introduce new exercises/progression |if
appropriate)

* Discuss homework, particularly personal plan
“:forjal_:jl_-lng_ control

-

LONG TERM MANAGEMENT, STAYING ACTIVE

DISCUSSION [~15minj:

* Review reflection from last session and discuss
any issues from reading for this session (long
term management, staying active]

= Discuss plans for remaining active and dealing
with relapses in physical activity

* Discuss/problem-solve physical activity action

o plansand activity diary. pacing, dealing with set-
backs and taking contred {from previous sessions)

LONG TERM MANAGEMENT, STAYING ACTIVE

PRACTICAL [~15min):

* Review exercises and discuss/problem-solve how
to integrate into dally activity

* Introduce new exercises/progression [if
appropriate)

* Discuss plans for remaining active in the long
term

. Re_—_l;grg_te lfl‘_l?i_rl_;:l_a_intﬂ from programimea
[+ WEH them pood lick.

BREAK
(15 min)

Practical: posture & movement
control
{30 min}
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The feasibility RCT
(30 min)
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Stage 3 — feasibility RCT

= Screaning, assessment and consent process

+ Advice session

* Randomisathon after advice session (Principal
Investipator on site) — online [quickest) or
telephone

* Inform patient of allocation and book treatment
if randomised to receive physiotherapy

+ Chief Investigator to send questionnaires at4 and

L
QUi tive resaareher 1o arrange intarviews

2]

Screening Referrals

Principal Investigator on site screens referrals for
likety JHS
Send study information packs [record details of
who is sent information = proforma)
Reply slips returned to Department (send
reminder after 2 weeks if no reply)
Book for study assessment/advice session

= Sand questionnaires (returned to Chief
R ——

Exclusion Criteria

«  Fallure Ba mert the nduiion eriteria

+ Ofher krown minouloskeletsl pathol gy cousig pain, parkiolary
Fultiple o pieoariheitn Bnd inlamrasy mcde kel
diessE i oy riwum e anbins {fibromyalgla snd Ehles
Danlns Synonom e | Repermability type] ars pot = b vied 5
Eazhion miis)

+ (eher sevices pathology inchidirg malgnincy

« Consifions alfecting abilily 16 exercive e g vncseirolied
ot v acular e e,

«  Recerd phyviotherspy for (85 (edibin the let year];

+  Brp-gaivtang ugnificeny pryrhological dvines or grchiee
o fthors

— £ o v gHng priprhological treatmen, wch
as Cognitive Bebavicunal Therapy, e

Assessment, Consent & Advice Session
(1hr 20min}

+ Explain study (SOP)

+ Check inclusion/exclusion criteria [proforma)

+ Take informed consent

+ Conduct full physiotherapy assessment

= Delver advice session. 1ssue ARUK and HMSA
booklets

+_Randomisation.— .

Treatment

* lssue patient handbook

« Deliver 6 sessions over 4 months (from date of
consent)

* Shea to send questionnaires at 4 and 7
months

* Qualitative researcher to arrange Interviews
with patients and physios

|

Training of additional therapists

+ Each team [NBT & RNHRD) to train at least
one other therapist to deliver the intervention

+ Preferably should then deliver the
intervention (but not absolutely necessary)

* Qualitative interviewer will interview trainers
and trainees
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