SMS COMMUNITY SURVEY 2026

Supporting SMS families for a positive future

@ SMS FOUNDATION UK



SURVEY THEMES

e About the Respondents

e Caregiver Wellbeing

e Behavioural Experiences in SMS

e Physical and Mental Health

e SMS Foundation UK Services

e Education and SEND Support
 Transition to Adult Services

e Adult Living and Support

e Open Feedback and Community Voice



ABOUT THE RESPONDENTS

How many took part Gender Location

70 Other

60 e United States
Responses Zg « Republic of Ireland
30 Portugal
Current age of individual with SMS 20 Alaska
10 Finland

The Netherlands

Female

0
62% England Scotland Wales  Other

0-4
5-10

11-16 Type of diagnosis
35

85%

17 -24 30
25 - 29 25

20
30 -39 15
40 - 49 10
50 - 59

10%
5%
5 10 15 20 25 A -

Mutation or small change Don't know Microdeletion

Age of individual with SMS when diagnosed




CARER EXPERIENCES

5 6 0/0 What are biggest pressures affecting carer mental health and

Who is providing care?
emotional wellbeing

parent/carers reported that.... In paid employment

and provide most of
Other

14% the care
@ Challenging behaviours Lack of sleep @ Feeling isolated

2 9 0/0 @ Limited access to support services Lack of understanding from others @ Financial stress

Someone Else NOt emplOYEd and 100% 94%

Provides Care .
19% provide most of 80%

care needs )
60% 592% 49%

43%
0 40% 0
i . 30%
ey are primary Carer 0
o7% . . 20%
Retired and provide -

most of care needs 0%

. . . What would reduce feelings of
Do you ever feel isolated or alone in your role as a parent/carer of someone with SMS? isolation? % of overall respondents

@ Often @ Sometimes @ Rarely @ Never Prefer not to say 60% rn:lreer:::;rdei:?s it

5 6 0/0 Respite care

4 6 0/0 Peer support groups




44%

Regular feelings of
stress and/or
anxiety

29%

Regular feelings
of loneliness or
isolation

CARER EXPERIENCES

22%

Strain or breakdown
in family
relationships

90-50%

Even split in access
to respite and short
breaks services

95%

Of respondents reported experiencing stress, isolation, or strain
linked to their caring role

Many carers are providing intensive long-term support
without reqular breaks or sustainable support
structures



or explosive behaviours

No
15%

1in5

Families reported
police involvement
linked to behavioural
incidents

Occasionally
Frequently
Never

Very Frequently

Prefer not to say

Have required medical
treatment following
behavioural incidents

Use of physical restraint

Do not have a social
worker to support needs

EXPERIENCES WITH BEHAVIOURS

Experience physically aggressive

Access to professional support
% of overall respondents

@ Paediatrician

@ Speech and Language Therapist
Community Learning Disability Nurse

@ Psychiatrist

@ Occupational Therapist

@ Psychologist

94%

44% 409,
. 33%  33%




EXPERIENCES WITH BEHAVIOURS

Families living with SMS are often managing highly complex behavioural needs with limited specialist support

Police have been involved during behavioral episodes countless times. Resulted in involuntary psychiatric hospital 2-3 times.
Officers were mostly empathetic/supportive despite being unaware of SMS...

Restraint is stopping her from self harm, head banging, punching her own face and body, blocking her punches basically...

Our son gets violent frequently and lashes out impulsively. Separation is a trigger so most mornings at school involve him kicking
hitting and spitting at the teacher and classroom assistant...




PHYSICAL & MENTAL HEALTH NEEDS

Physical health challenges experienced by individuals with SMS

Sleep disorder

Obesity

ENT /Audiology disorders
Gastrointestinal conditions
Eye and vision issues
Musculoskeletal disorders
Skin conditions
Respiratory conditions
Epilepsy

Other

Diabetes

Cardiovascular disease
Kidney disease

9 in 10 individuals with SMS

92% reported sleep
disorders or disrupted
sleep patterns in the
person with SMS

Selected obesity and ENT/Audiology
disorders in joint second place

G 57%

Selected gastrointestinal conditions
(including constipation and reflux) in third
place.

GO 54




PHYSICAL & MENTAL HEALTH NEEDS

Developmental and mental health challenges experienced

by individuals with SMS
89%

32%

l 29/0

12%

12%

9%

Families identified systemic barriers to effective support

Long waiting times 29%
Lack of understanding of LD 26%
Services were not suitable for needs 23%
No clear pathway to access support 21%
No major barriers experienced
Other

Referral not accepted/thresholds too high

& aggression)

with SMS

: o 060 0 0
9in10 IRIRIRIRIR Almost 89% reported they experience
individuals g 9 ‘o ‘o behaviours that challenge (self harm




ACCESS TO HEALTH SERVICES
0

No respondents

Lack of awareness of SMS among
healthcare professionals is extremely
common

Occasionally
19%

Most of the time
51%

Regularly
30%

» 81%

Regularly or most of the time experience a lack of
awareness about SMS

D 64%

Struggle to access the healthcare support and
services they need

said they never
experienced a
lack of awareness
of SMS in
healthcare
settings

Positive experiences were linked to
coordinated, informed, person-centred care

Respondents described excellent experiences
where:

 professionals took time to learn about SMS
e services communicated effectively
 long-term relationships were established
 and care was proactive and coordinated

Responses suggest that outcomes improve
significantly when services are:

informed

collaborative

flexible

and adapted to the needs of people with SMS




ACCESS TO FOUNDATION SERVICES

Peer support is highly valued Top information and support needs The most commonly used services

e ; and resources are
within the SMS community 1. Guidance around adults living 70%

with SMS

8 in 10 parent/carers 2. Guidance on SMS challenging 68% Website information _

said peer-to-peer :
behaviours Attended in-person events

support is important lﬁ“ﬁ‘
. . o
to them 3.Health and medical advice 65% ol e
SMS Caregivers booklet

In-person events are a major Informal and peer-led support Direct/group messaging 135
source of connection and support channels are heavily used

for families This suggests many families benefit from:
More than half of respondents had attended: Email advice 24%
real-time support Telephone advice
 conferences shared experiences
o activity days emotional reassurance None of the above
« Or community get-togethers advice from others living with SMS

Online events/webinars 27%




EDUCATION EXPERIENCES

Most young people attend a Parent/carers felt schools “ The teacher recognised that she would

specialist educational were able to meet needs at uncontrollably fall asleep around 2pm every day..
setting least some of the time now, even at 14 and in high school, it's written into

her IEP to allow for a nap if she needs it during the

ey day. This has made all the difference in school.
2%

Mainstream

state school Some of the time

26.9% 25% School care is centred around the child which is

really important for us.

We started the process of going to tribunal...
Most of the time Suddenly a space was found at the specialist school
SEND specalist schoo 108 we had been trying to get him into for close to 4
o4 years.

: The school are very accommodating with his needs,
Formal educational support

) allowing him to sleep every day after lunch if he wants
plans play a central role in _1 00% "
supporting pupils with SMS '




TRANSITION TO ADULT SERVICES

Many young people with SMS continue to require specialist Some young people

educational provision during transition to adulthood appear to have very
limited structured
support after leaving

ecialist college or provision School sixth form education
44%
Among those no longer in
education:

500/ receive no regular
O support or provision

Further Education (FE) college
12%

Experiences Of transition @ Felt somewhat supported @ Felt not very supported @ Not at all supported
support were mixed, with

many families feeling 38% 31% 8%
insufficiently supported

Lack of suitable
placements and unmet
needs are key barriers

50%

No suitable placement available

25%

Support needs could not be met



















