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Meeting the challenges
Our mission is:

n to provide life-long support for all people in Sussex 
affected by spina bifida, hydrocephalus and related 
conditions, enabling them to achieve their potential

n to promote understanding and respect for those 
with these conditions

n to create opportunities amongst wider 
communities by offering some services to those with 
other physical, sensory or learning disabilities.

Through our range of services, we achieve this by:

Offering life-long support for health, wellbeing and life 
opportunities, with a focus on increasing emotional resilience 
and quality of life.

Combating social isolation through building social and 
independent living skills, providing inclusive opportunities for 
peer support and networking both digitally and in-person.

Supporting development and learning for children, 
young people and adults to meet the challenges of living 
independently, to develop skills for employment and to cope 
with change.

Building awareness and understanding in our community, 
through events, fundraising activities and networking.

Providing information, expert advice and advocacy for 
those with the conditions, their families and carers.

Responding to need, both for individuals and as a 
consequence of societal change.

Moving forward, in the uncertain times brought on by 
coronavirus, our mission is unchanged. Many of the 
challenges are magni�ed. We have had to adapt the delivery 
of our services and continue to review and develop all we do 
in response to identi�ed need.

What is Spina Bifida?
Spina Bifida occurs very early in pregnancy, and is 
a defect in the development of the spine when one 
or more vertebrae fail to close properly, leaving a 
gap. The spinal cord and nerves can be damaged, 
resulting in total paralysis below the defect. Many 
with the condition rely on the use of a wheelchair, or 
have severe mobility problems. Most will have serious 
bladder or bowel conditions. Although spina bifida is 
itself a physical disability, a high proportion of people 
with the condition will also have hydrocephalus.

What is Hydrocephalus?
Hydrocephalus is an excess of cerebro-spinal fluid 
in the head, often, but not necessarily, present at 
birth. Excessive swelling can cause accelerated 
growth of a baby’s head and damage to the brain. 
Hydrocephalus can also be acquired later in life 
through trauma of one form or another, or through 
still unknown causes in people over age 50 (normal 
pressure hydrocephalus). The symptoms are often 
not recognised as requiring special treatment, 
especially if there is no, or only little, physical 
impairment. Known as the “hidden disability”, the 
condition typically gives rise directly to lack of 
motivation, concentration and spatial awareness, 
poor short-term memory, learning disabilities, 
problems of co-ordination and social difficulties. 
Later in life it can be associated with, and often 
mistaken for, dementia. Babies are still being born 
with both conditions, though recently those with 
hydrocephalus alone are in the majority.
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How did we do?
Dealing with the unexpected and finding new ways to give support

2020 began with all our face-to-face 
services in full swing. The January 
meeting of our Local Support Group 
for Hastings & Rother included a 
session of Sand Art for the children 
and in Worthing we tried out a new 
venue to enable craft activities there 
too. As we came out of the winter 
months, social activities out in the 
community were well underway. But 
by the end of March the pandemic 
put paid to all of this, as well as 
home visits from our Advisers and 
attendance at Saspire, our work 
experience centre for disabled adults.
 
Our immediate concerns were 
for our service users and how we 
could best support them. We also 
had to consider �nancial security. 
All community fundraising had to 
stop and it was impossible to know 
how other income streams would 
be affected. We retained a skeleton 
staff to “hold the fort” and carry 
out a detailed needs assessment 
amongst our service users, whilst 
others were furloughed. As you 
can read in more detail over the 
page, the needs assessment led 
to the development of our Engage 
programme, online support services 
which quickly grew to provide an 
activity every day of the week!

Staff returned from furlough eager 
to support as many people as 
possible, to enable them to master 
the technology and participate in 
our sessions on Zoom.  We have 
been delighted with the success 
of these digital activities and, more 
importantly, they were making a 

difference to those who took part. 
There were even sessions on 
Christmas Day and at New Year to 
help combat the loneliness that can 
so often be felt by those who are 
isolated at these times. 

By the end of the year it was still 
impossible to know when we would 
be able to plan a return to face-to-
face services. But we knew, when 
the time came, the digital inclusion 
activities should continue, albeit 
with a reduced number of sessions 
overall. One of the advantages for 
staff of the online activities was 
being able to regularly check-in with 
service users and pick up on any 
issues requiring support. Our Virtual 
Advisers drop-in session will remain 
as a weekly opportunity for offering 
advice, support and information 
sharing, where concerns can be 
safely raised.

Our warmest thanks go to all who 
helped sustain us, in whatever way, 
through this unprecedented year.

Rom Sanglaji,  
Chief Executive, SASBAH

Positive feedback:

‘ Sasbah will do one to one 
training with you. It’s lovely 
meeting and making so 
many new friends - thank 
you everyone for making 
this possible xx ’
‘ It keeps my spirits up.’
‘ I’ve enjoyed all on offer, 
it’s a godsend ’

During the COVID-19 
pandemic, isolation, 
disconnect, disrupted 
routines and 
diminished services 
have greatly impacted 
the lives and mental 
well-being of people 
with disabilities. 
 
Small Charities Coalition



How we responded to the  coronavirus pandemic...
SASBAH has over 55 years’ experience in supporting and developing the health, 
wellbeing and life opportunities of people with spina bifida, hydrocephalus and other 
related conditions. We don’t take a ‘one size fits all’ approach. We consider each 
case individually, offering high quality options to meet our service users’ needs.

2020 saw unexpected challenges, causing the suspension, 
from March, of our face-to-face services. But the 
pandemic also provided the impetus to re-think ways of 
delivering support. By the end of May we had conducted 
a needs assessment with 250 service users and a further 
100 family members. This is a summary of our �ndings, 
illustrating how people were feeling and their experiences 
at that time:

n Feelings of isolation, depression and loneliness

n Fear of going out again, with concerns about social 
distancing and the language being used, not helped by 
confusion over mixed messages from government

n Poor sleep patterns

n Missing social interaction but not everyone had the skills, 
equipment or con�dence to join in online opportunities

n Lack of online shopping delivery slots in some areas, 
potentially leading to poor diet

n Issues with Personal Assistants and not getting the care 
they need, with unknown return to work dates and the 
inability to recruit new PAs

n Health issues exacerbated by not being able to see 
professionals and the impact of cancelled non-emergency 
treatments

n Fractured relationships caused by lock down. 

Our response was to introduce our Engage programme, 
designed to combat isolation, support positive mental 
health and wellbeing and to provide information and 
signposting. This was primarily delivered through a wide 
range of activities on Zoom. Our monthly E newsletter, 
website and Facebook page were used to raise awareness 
of the sessions on offer, which included weekly quizzes, 
bingo, Art Class, exercise suitable for wheelchair users 
and the opportunity to chill out together listening to music. 
Additional monthly groups focussed on wellbeing, craft, 
hobbies, games for all abilities and support for families.
Support was provided to help people access these digital 

inclusion activities, which ran alongside those elements of 
our existing services which were still able to function under 
lockdown:

• ADVISER SERVICE - our Advisers’ support and 
encouragement helped increase people’s con�dence and, 
through informed choices, enabled them to gain some 
control over their lives amidst the uncertainties of the 
pandemic. Support for bene�ts was clearly still very much 
needed and telephone assessments became the new way 
forward. Through a comprehensive understanding of the 
health conditions we continued to offer expert advice, 
advocacy and information on bene�ts, relationships, 
adaptations, care provision, education, housing, personal 
�nances and any other matters affecting everyday life. 
Our channels of communication became email, telephone 
and our new digital activities, which included two weekly 
sessions, Virtual Advisers and Coffee & Chat. These 
provided the opportunity for an informal chat and to raise 
any matters of concern with an Adviser, helping us to 
ensure all service users were within a safe environment 
and highlighting where offering support to family / carers 
could make a difference.

• BOURNE FREE - our disabilities social group, moved 
online. From meeting fortnightly in Eastbourne with group 
activities including sports, art and crafts, games and 
music, to weekly digital sessions. The focus of this group 
remained having fun, making friends and enjoying social 
time together, to help build self-con�dence and combat 
social isolation. Bourne Free’s online activities included 
Karaoke, games nights, and fortnightly Swoove – Sing It, 
Whoop It, Move It, Swoove It – led by a trained Swoove 
Fitness instructor.

• SASBAH CLINIC - In partnership with the NHS, a 
preventative health care clinic was run at Chailey Clinical 
Services until March and then moved online to provide 
virtual appointments giving adults with spina bi�da and 
hydrocephalus access to a regular health check. This 
support is accessed by GP referral. When the service 
moved online, eliminating any potential transport 
dif�culties, we saw an increase in the take up of these 
appointments. In future we hope to see both options 
offered. 
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How we responded to the  coronavirus pandemic...

In total 231 online support activities were delivered in 
2020, providing the impetus for digital engagement and 
upskilling and enabling access to other services too. 
Telephone contact was maintained with many of those who 
lacked the skills, equipment or con�dence to join in these 
digital opportunities. Looking forward, we plan to offer 
some of these sessions alongside a return to in person 
activities. 
The pandemic prevented any residential breaks from 
taking place in 2020 and forced the closure of Saspire, 
our work experience centre, which provided a stimulating 
and fully supported environment for disabled adults to 
gain personal, social and work-based skills. It stopped our 
social activities in the community and our local support 
groups, but we have learnt a great deal about using digital 
means to help people engage with one another and have 
been delighted to see numerous friendships spring up 
between those who wouldn’t otherwise have met one 
another. We remain committed to bringing back our face-
to-face services as soon as coronavirus restrictions allow 
us to do so safely.

www.sasbah.org.uk
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Art and making friends
Debbie’s Story 
“Art has been the thing that has 
kept my sanity. Now I paint in the 
middle of the night when I can’t 
sleep.”

Even before lockdown Debbie 
was socially isolated. To fully 
appreciate the reasons for this, and 
the extent of that isolation, it helps 
to hear Debbie’s story. It began in 
1971 when Debbie was born with 
hydrocephalus. Her parents were 
told she wouldn’t walk or talk. At 8 
weeks she had a shunt �tted but still, 
as a baby, Debbie had a large head, 
so distinctive of hydrocephalus. 

Debbie did talk and, from two and a 
half, began to walk, but sadly went 
on to do so with some dif�culty. 
Ligaments in Debbie’s spine 
calci�ed, causing her neck to fuse, 
and during surgery she had a stroke. 
As a young child she found hospitals 
terrifying and wouldn’t mention 
that she had a headache, even 
though that could indicate a life-
threatening problem with her shunt. 
Despite all of this, and with a lack of 

understanding of the symptoms of 
hydrocephalus, Debbie assumed that 
her dif�culties were “just me”.

In a mainstream school, with 
no additional support, Debbie’s 
poor short-term memory would 
leave her struggling and she was 
left to develop her own coping 
mechanisms. Debbie sums up 
her school years as “having no 
expectations of achievement, no 
ambitions and no friends”. 

At 23, Debbie’s shunt failed, leading 
to early onset of the menopause, 
depression, hospitalisation and, 
ultimately, to being sectioned. 
Over the years she has endured a 
catalogue of serious medical issues, 
all impacting on her quality of life. 
But remarkably Debbie remains a 
positive person, keen for her story 
to have a positive message and to 
help understanding of those with life 
changing conditions.
 
Perhaps the happiest time in 
Debbie’s life was with her husband, 
Mark. She moved to Sussex from 
Yorkshire to be with him and for 
the �rst 2 years, whilst he could 
drive, their lives weren’t subject to 
the limitations to come. Mark had 
MS and, as his health deteriorated, 
Debbie’s role became that of carer. 
Her own health became secondary 
and there was no time for social 
activities. Sadly, just before the �rst 
lockdown, Mark died. 

By this time Debbie’s mobility had 
deteriorated. At 35 she had started 
using a walker, but now this was only 
safe indoors. A road mobility scooter 
gave Debbie limited opportunities 
around her local area but with no 
feeling in her hands and constant 
neck pain, Debbie lacked the 
strength needed in her upper body 
to be able to transfer, so using a 
wheelchair or taking taxis weren’t 
viable options. Going into lockdown 
this added to Debbie’s isolation as 

Debbie with her brother, Mark, who is 
three and a half years older, and now a 
Captain in the Royal Marines.

Debbie’s picture of Dudley

her health deteriorated further. The 
impact of being totally alone brought 
limitations on practical, �nancial and 
emotional levels. She had carers 
twice a day but as the pandemic hit, 
no other social interaction, unless 
you count Dudley, her beloved and 
handsome cat. 

SASBAH staff were in touch with 
Debbie, aware of her bereavement, 
and introduced her to the new digital 
sessions on Zoom. Debbie says:
 
“I was a first timer on Zoom. I had 
never used it before and it was 
scary. But I am so glad I have done 
it and joined in with lots of the 
different activities and groups. I 
have met lovely people and feel so 
included; less isolated. It really has 
made a difference to my life.”

The greatest impact for Debbie, 
besides the online support to help 
her cope during the pandemic and 
making so many new friends, was 
the weekly Art Group. It gave her a 
focus for her spare time, a fun hobby 
she could share with others online 
and, she says, kept her sane. Debbie 
continues to draw and paint and 
attends more of SASBAH’s Zoom 
activities than anyone else.



The Money Page 
2020 was a challenging and 
unpredictable year for all. 
Most unusually for SASBAH, 
our annual accounts show 
a surplus. This is primarily 
because of reduced 
expenditure, for two reasons. 
Firstly, as a result of the 
pandemic, we were unable to 
spend restricted funds which 
had been given for residential 
breaks and other face-to-face 
activities. These monies are 
carried forward into 2021 for 
expenditure when the activities 
are able to go ahead. 

Secondly, some members 
of staff were furloughed for 
a couple of months, whilst 
others carried out a needs 
assessment with our service 
users and put together plans for 
online support. Job Retention 
Scheme monies, together 
with other COVID emergency 
grants, ensured we were 
able to make the necessary 
changes, bring staff back into 
work and provide the much-
needed digital activities. These 
vital, COVID related funds 
are re�ected in the increased 
percentage of funding received 
from the public sector and also 
in the sustained level of funding 
received from trusts and 
foundations.

www.sasbah.org.uk
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Our finances in 2020
Income £267,344

Expenditure £201,002

Whilst face-to-face activities 
could not take place, operating 
costs were reduced and a 
whole new means of service 
delivery was developed, 
providing SASBAH with greater 
resilience for the future whilst 
still providing effective services 
to combat social isolation.

Our full accounts, which are 
available on request or to 
download from our website, 
have been independently 
examined and veri�ed by 
our accountants, Ashdown 
Hurrey, and include details of 
the grants received from trusts 
and foundations.



www.sasbah.org.uk

We couldn’t do it without you

How you can help

Contact us

Like all smaller charities we owe so much to those whose support enables us to maintain and develop our services. 
When Hilary, one of our trustees, offered to provide an online Art Group as part of our new Engage programme, 
we secured funding to provide art supplies for all participants – to get them started. The group soon moved from 
monthly to weekly, it was so popular, giving a constructive solution to lockdown boredom with huge bene�ts for 
positive mental health. The Art Group continues to thrive in 2021 thanks to Hilary’s commitment and imagination!

SASBAH needs volunteers – with their support we can achieve so much more. We are always looking for dynamic 
people to join our Board of Trustees. If you could bring enthusiasm and commitment to helping us reach our 
ambitious goals, we would like to hear from you. Please do contact us using the details below.

SASBAH

5/6 Swanwood Park, Gun Hill, Heath�eld, East Sussex TN21 0LL

Tel: 01825 873045    Email: of�ce@sasbah.org.uk

www.facebook.com/SASBAHOf�ce     www.justgiving.com/sasbah

www.sasbah.org.uk         
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