The educational journey
of individuals with
MPS IVA Morquio Disease

Sophie Thomas,' Alex Morrison.'

Introduction

= Morguio syndrome (MPS IVA) is an extremely
rare lysosomal storage disorder which
is caused by deficiency in the enzyme
N-acetylgalactosamine-G-sulfatase

= Individuals with Morguio experience progressive
skeletal and non-skeletal manifestations
(including respiratory disease and cardiac
disease), which can impact upon their functional

Methods

= Ninety-nine individuals with Morquic, identified by
the MPS Society, were invited to take part in the
survey via postal questionnaire in April and May
2014

= A specifically designed questionnaire was used to
assess the individual's educational attai and
need for support from primary through to further
education as well as their employment history.
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= The aim of this project was to determine
the educational and employment history of
individuals with Morquic.

Results
Primary school « Forty-six individuals completed the questionnaire (46%]). = Support with writing in primary schools included the use of typewriters/laptops/
(l‘i=45} «Th 1 ber of male and female ndents, aged 4 056 word processors (35%) and pencil grips (20%); typewriters/laptops were
ye:rr:[“n?::nnm;? maiea — = DESS commonly used in secondary schools as well (30%), although the use of pencil
grips had fallen (7%).
= The number of responses received varied at each educational stage (Figure 1); . o . X
: - - = In primary school 13% of individuals used wheelchairs, 20% used rise and fall
data lculated these valu less othel ified.
e were cated e~ et L S e chairs, 7% used scooters/buggies and 4% had walking frames.
= Th jority of individuals with Morquio attended mainst hools and
followed the Notionl Corrculum (Frare 21— oo « Wheelchair use (including rise and fall wheelchairs) was 40% in secondary school
and 10% used scooters.
Figure 2. Most individuals with Morg jad school = There was considerably less input from professionals in primary school with no
and foll j the N: il C I reports of occ ional th ist, physioth ist, special educational needs
Secnndary school T W Mainstream co-ordinator (SENCO) or educational psychologist involverment.
( 0) Il National Curriculum = In primary schools the most frequently seen professionals were advisory teachers
(hearing and physical disabilities) (Figure 4]
80
= The most frequently seen professionals in secondary school were: occupational
therapist, physiotherapist, SENCO and educational psychologist (Figure 5)
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Further/higher
education 20
(n=21)
o
Primary school Secondary school
= Sixty-one percent of individuals were issued with a statement of educational need
(SEN]) in primary school; the mean age at issue was 5.3 years (range 3-12 years).
= By secondary school 66% of individuals had a SEN; the majority of which had
been issued in primary school.
= Seventy percent of individuals needed additional help at primary school compared B Hydrotnesapy I3 Physical dsabiities |0 Ocoupational therapist [ Hearing advisory
Employment to 63% aI:esemndary school. lp at pri =~ teacher (B%) advisory teacher (17%) {27%) teacher (2%}
(n=16) O social worker (8%) [ Special school outreach [ Physiotherapsst (24%) [ Prysical disaniites
« The most common requirements at primary school were help moving arcundthe B :Eéﬁa'-‘;z}amﬁ ’mep:‘;m’r{a“] [ Speech a'ﬁq‘:;w - r"""?m""ml
- - - . e T Schoal latriciar therapist -amiy su|
school (37%), getting ready for physical education (PE) (35%) and with writing e a 8%} e worker (3%)
(26%). and courseling (6%) [ One-to-onesuppot [ paucational 0 Cther (2%)
« Similar needs were reported at secondary schook moving around school/carrying B RS o mﬁ;‘ﬁ:ﬂ@ %) (11%)

things (43%), personal care/dressing (40%), writing (27%), PE (20%) and one to

Figure 1. The number of responsas received
one support (17%).

for the educational and employment journey
of individuals with Morquio. = Fifty-four percent of individuals felt that the number of medical appointrnents

SR aluiEpacitE e e seci DOk vie nd Sadundct v ook Bk impacted on their primary education, versus 46% (13/28) on secondary education.

(Figure 3).
= Overall 91% reported their experience of primary school as positive, compared to

Figure 3. The range of specialised equipment used in primary 86% (24/28) positive for secondary school.

Figure 6. Employment history of individuals with Morquio and sacondary school = Eighty-five percent (23/27) of individuals were studying for, or had gained, GCSE
specatizt [ =2 qualifications. A further 11% had gained other secondary school qualifications and
seating/tabic [ 0 only 1individual had not taken exams at school.
Computer programmer/
software engineer suppart [ - = Twenty-one individuals were in or had completed further education, of which 47%
with wriceng, [ = were studying for or had gained honours or higher degrees (Masters and PhD)
mb;‘g =” = Only one individual had gone straight from secondary school to employment.
Civil . « Of the 16 individuals who had completed their education, 81%
Graphic g [l 4 e 16 individuals who had compl r ation, were currently
servant designer/ e =5 employed or had previously been employed.
""_Eb Hearng = Of those currently employed, or who had previously been employed the roles were
designer ae/locp [ 7 M Frimary school varied (Figure 6]
school
- e - On the whole, individusls felt that they were well supported by their employers
doo- Jiis . . . ) (Figure 7); workplace adaptations were in place and time off for medical
0 0 20 30 40 S50 &0 70 B0 90 W00 appointments/infusions was permitted.
Business *
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Figure 7. Ex| of the workplace in individuals with Morqui Conclusions
Higher -
P ; = The educational needs for most individuals with MPS VA were met
Social media information Positive work [ ——— by
project officer analyst environment -
| am treated like = Individuals received very little specialist input in primary school, but were well
Bid - - everyone else - - supported in secondary school
coordinator Icana p gg:k L VS | do not have to make = Although half of the individuals surveyed felt that medical appointments
m;"l"’w'y m"_"m’;‘]" ‘ — Y/ up time taken off for impactad on their education, most had gone onto further education and a high
I :)“; :“:‘L:"CIL pai?'nr in [ medical appointments proportion attended university and entered employment.
J \.x;/ J = Most individuals had a positive experience in the workplace.
References
i 1 Hendriksz C, et al 2015 Am J Med Genet A167A(T):11
They do their best I loved working and 2Hendriksz C, et al 2014. Orphanet J Rare Dis;8:32.
to accommeodate [ had many friends
my needs Acknowledgements
h . « Medical writing and editorial support was provided by Jacqueline Adam, PhD),
MPS Commercial.

« Debbie Cavell, MPS IVA Advocacy Officer at the MPS Society, for all of her
support and work with individuals and their families.

Society for Mucopolysaccharide Diseases
www.mpssociety.org.uk

r‘b‘
5



