Introduction Methods

The educational journey - Hunter disease (MPS Il is the only known - Seventy-ane indwiduals with MPS Il residentin

¥-linked MPS disorder’ the UK were identified by the MPS Society and
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Of l n d lv' d u a ls w' t h :cir:rrnim_lar;n of gly\':osal:'ua':;gmll;:a;s in the body = A specifically designed questionnaire was used

and an array of clinical manifestations, including to assess the individual's diagnoses, treatment,

- skeletal and cardiac abnormalities.! educational attainment and need for support
M PS l I H §) ntel' Dl sease Traditionall, individuals were dlassified as‘milg o™ PAimary through to further education.

or 'severe’, based on the absence or presence = Interviews took place in December 2015 and
of central nervous system (CNS) involverment; it January 2016

in the United Kingdom® e e eSS o it cinc

range somewhere between the two extremes, now

classified as atten o = only are presented here.
. P ) = Results for the diagnosis and treatment section
= Around two-thirds of individuals are estimated N
H 1 H 1 = ; of the survey are presented in Poster 165.
Sophie Thomas,' Alex Morrison. 1o have the severe phanotype (. progressive
CNS involvemnent); these individuals experience
1 H H H leaming difficulties and neurological decline.
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= The aim of this project was to determine the
H H H cognitive variability in patients with MPS Il in
(MPS Society), Buckinghamshire, UK et i P
their needs and support requirements in an
educational setting.
Results
= Forty-one individuals agreed to take part in the study (58%), ranging in agefrom 1 = The most commeonly used specialist equipment in primary schools were chairs,
to 36 years (mean 12.3 years) pencil grips and laptops/iPads (all 15%).
froetressesseiiseisiesiiniisiiiii i a Of the 41 individuals surveyed, 54% (n=22) reported CNS involvement; 37% (n=15) = In secondary school, hearing and radio aids (26%), specialist chairs (21%) and
Figura 1. Primary and secondary education. - reported no CNS involvernent; and 4 individuals (10%) did not know whether there laptops/iPads (15%) were commonly used.
0. : was CNS involvernent or not. - A breakdown of professional input for individuals in the primary and secondary
= Areview of all respondents data indicated all but 3 had some level of CNS setting is shown in Figures 4 and 5 respectively.
and W Mainziream ¢ involvement; 49% (n=20) had severe progressive CNS ITWOIVBMIBNE  «reersse st
Educational : 4, Professional i i S Pluf ssional i i
804 77 I spcal etz = One patient, aged 1 at questionnaire completion, was too young to have attended ;g:::w sv:ho:l nputin Flgurn y nputin
nursey/primary school and is excluded from this analysis. ax

: = Most individuals started their education in a mainstream school (Figure 1); one
third of individuals (n=13) moved primary schools as their learning needs were not
being met; individuals moved school at a mean age of B8 years.

: = Three quarters of the individuals who maoved primary schools were originally in a
mainstreamn school (n=10] (Figure 1); of these, 8 moved to a special educational
needs school (SEN); 1individual moved to a mixed school, 1 did not answer.

= All individuals who moved from a primary SEN school (n=3) moved to an
alternative SEN school.

i = Individuals with central nervous system (CNS) involvement were more likely to

: move school than those without (55% vs 7%).
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o« Ni dividuals had ded or were attending secondary school (Figure T; 1
lndwﬂ.lal moved from a secondary SEN school to mainstream secondary school IO Occupational therapst [ Faediatrician (2%) I3 Ocoupational therapist [ SENCO (30%)
atage 12 (15%) 0 School rurse (1%} (14%) I3 Frtucational
o therapist (16%) mologist therapst (16%) hologist (14%)
= Statements of educational need or educational healthcare plans (EHPs) were el :';tbn and lanpuage g oetnd ol g :'gfn and lanpuage umugg (5%)
issued to 73% of individuals in primary school (mean age 4.9 years). theraptst (24%) nmha],;t (1%) theraptst (18%) O Opthalmologst (2%)
= The reasons for issuing statements or EHPs in primary school were leaming needs g f;mm’ ni;ﬁ:"[:“%";m
(15%), physical needs (5%) or both (52%]). pychologst (16%) g schoal SENCI), spesial educational st cocrdinator
oo
- Fewer individuals (68%) had B EE Sy eaermevim yiercnnon i menter ()
Esktseee bt ad oSy shill ElliSySes) = Sixty three percent of individuals felt that their support needs had changed from
= The reasons for issuing statements or EHPs in secondary school were leaming primary to secondary education; with reasons cited as a decline in mobility/more
needs (7%), physical needs (15%) or both (53%) help to move around larger schools (31%), difficulty understanding work (57%), and
« More individual education plans (73% vs 42%) and fiexible teaching (57% vs 40%)  deteriorating health/surgery (15%]
were available in secondary compared to primary schools. - Of the 13 individuals aged 16 or aver, 53% had obtained GCSE or equivalent

= Flexibility included alternatives to physical education (PE) lessons (26%), support qualifications.
lessons, and options to drop a GCSE in mainstream schools; and totally individual Ten individuals were attending or had attended further education including 6th
lesson plans in SEN schools. A . .
form, college and university; all received some degree of support throughout their
= A breakdown of the support provided in primary and secondary schools is shown further educ,atm a breakdown of which is shown in Figure 6
in Figures 2 and 3, respectively .
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I 1:1 support (209%)
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|3 Prysical/mestical support (33%)
[ Saribe (209%)

[ Extra time to complete

exams/assignments (7%)
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Outdoor Volunteer = Support requirements and the need for a flaxdble approach appear to change
clothing shop from primary to sacondary school due to disease progression, the demands of
Strategy and moving around a larger school and the difficulty of the school work.

analysis Sports shop = Half of the MPS Il sufferers surveyed who had completed their education had
gained further education qualifications and found employment in the voluntary
or paid sectors.
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