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CHAIR'S WELCOME
Dear FANDF Member
We have compiled this newsletter to record and
celebrate this year's FANDF Conference, held at
MOD's Main Building in London on 11th June.
We'd like to thank everyone who attended for
coming to London and hope you found the day
enjoyable and worthwhile.

We also thank SSAFA for helping us to coordinate
the access arrangements, travel and catering as well
as general administrative support.

If you weren't able to come to the Conference, for
whatever reason, the next few pages will give you an
idea of what went on and what the Conference was
about. If you weren't sure about coming, maybe this will
encourage you to attend the next Conference in 2020!

Although this issue of the Newsletter is mostly about
the Conference, we also introduce a (relatively) new
FANDF committee member, Hannah, who is also
taking a leading role in updating FANDF's media
profile, and Anna Vrahimi, whose new role at DCYP
will be of interest to families posted abroad with
school-aged children with SEND. Also, one of our
FANDF members has shared the story of his daughter,
Layla, who has had to endure very difficult health
issues and we wish them all the best for the future.

The Committee worked really hard to make this event
happen and I can't thank them enough. We are all
volunteers who have experience of many aspects of
additional needs and disability who give up their time
to help others who are going through similar issues. I
am certain that, like myself, the fact that we have "lived
experience" enables us to understand what many of
our FANDF members are going through. I often say
that people for whom life is going well and have not
had to fight for support, stability, medical care, housing
or education, are not likely to be members or come to
the Conference. It is an opportunity to express our
concerns to the MOD and other agencies so that others
may not need to go through the same processes.

Iza Gill
FANDF Chair

As well as the Committee, I want to thank the MOD
for hosting the Conference at Main Building and
coming to listen to families' concerns. Knowing that
your voice is heard is half of the battle and the policy
makers and those who support families benefit from
hearing first-hand accounts.
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Leader of Special Educational
Needs and Disability for
DCYP/MOD Schools
My name is Anna Vrahimi. I have
taken up the newly created role as
Leader of Special Educational
Needs and Disabilities for DCYP/
MOD Schools. Part of my role will
include ensuring that MOD
schools are guided by policies
and practices which offer the right
support for children with SEND,
ensuring that they can achieve

their very best. This includes
promoting best practice across
the settings and supporting
schools in doing so. High quality
provision and outcomes for SEND
children are hugely important.
Service children with SEND are a
group that need careful
monitoring, especially as they are
such a mobile and transient
group. I am also working with
local authorities in England to
support children with SEND as
they move from overseas MOD
schools back to England, ensuring
they understand the paperwork
and valuable time and access to
resources do not get overlooked.
I took up this post in January 2018,
having moved from an MOD
School in Dhekelia Cyprus. I was
an Assistant Headteacher for
SEND & Inclusion for six years and

an Acting Headteacher for a
period also. It was common for our
school to have a whole regimental
change where we would have over
200 children leave and another
200 children join at the same time.
For us getting SEND and transition
right was vital.
Prior to this I was a Deputy
Headteacher in a Wolverhampton
school where we had a high
number of social deprivation and
mobility. Our children spoke over
40 different languages from over
30 different countries. My
experience and passion has always
been supporting the most
vulnerable groups of children.
If you would like further
information, my contact details are:
anna.vrahimi@modschools.org

Why I joined FANDF
By Hannah Illingworth
My husband and I have three
children, Grace (12), Adam (10) and
Jacob (4). Adam had always had a
few quirks or ‘Adamisms’ as we call
them but we had always put it
down to him being a boy or a phase
he was going through. It was when
he started in Reception at a
fabulous Infant school in Catterick
Garrison that questions were raised
about the reasons behind his
Adamisms and so began our fight
to get him the help and support he
both needed and deserved.

parenting and the fact that I had
suffered with Post-Natal Depression
after he was born (I’d also had it
with our impeccably behaved
daughter). When we finally got
referred to Community Paediatric
Team because I refused to accept
the CAMHS ‘diagnosis’, we were
lucky to get a great Paediatrician
who quickly identified that there
was something else going on. Once
they diagnosed Adam as being
Autistic, however, we moved on to
the battles with schools and the
Local Authority and the general
fight to get any support we could.

Anyone who has a child with
additional needs will probably be
able to relate when I say that we
seem to constantly be battling for
our son. The first fight was with the
Child, Adolescent and Mental Health
Service who told us that Adam’s
behaviours were down to our

During the past few years, I have
met many lovely families who have
one or more members with
additional needs/disability and the
story is always the same, with life
being a constant battle. We are
fortunate that both my husband and
I are in a position to stand up and

make our feelings known but not
everyone feels able to do this and I
wanted to be able to help those
families. When I met Iza, the current
FANDF Chair, and she told me
about the FANDF Forum and its
aims to represent Forces Families
with additional needs, I knew it was
something I wanted to be involved
in. I have been a part of the Forum
for nearly 12 months now and the
highlight has definitely been the
Conference in June, hearing the
stories of other families and
meeting some inspirational people.
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FANDF
conference
The Day Before...
To make it easier for people to attend the
Conference and to encourage some to come to
London, the FANDF Committee organise a meal on
the evening before the Conference.
A few years ago, the Conference was moved to a
Monday so that people attending could arrive on the
Sunday, at their leisure, and meet other FANDF
families, as well as the Committee, before the event
itself, partly to socialise and also to "break the ice"
before a fairly serious day.
Accommodation is provided at the Union Jack Club,
where we meet on Sunday afternoon, and a dinner is
held in the Gascoigne Room, which we have all to
ourselves. This year around 60 people attended and
families came from all over the UK and even some
from Gibraltar and Cyprus.
We had a round of bingo to get tables interacting and
it turned out, as often happens, that people had a lot
in common.
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The Conference
The theme for this year's Conference was "Mythbusting". This enabled the presenters (DIO, CEAS.
MOD and DWP) to present various themes within
their area of expertise and explain what the various
departments were responsible for and able to help
with, and to dispel any myths and misunderstandings.
This idea grew from a recent regional event (Autumn
2017) in Colchester, where CEAS prepared a really
useful and interactive presentation on what they
could and could not do as a department. They ran it
like a pub quiz and divided the audience into teams.
This worked so well and promoted questions and
discussion to such an extent that we though it would

Preparing to go
into the
Conference

be a good way to present themes at the Conference
and to get discussions going in a similar way. Michelle,
our Vice Chair, thought of the title for the Conference
and it certainly encouraged questions and ideas to
be debated.
As usual, we had information stalls set up in the
atrium on the ground floor of Main Building, where a
buffet lunch was served, allowing people to mingle
and talk to stall-holders.

Alan Bowie
FANDF
Committee
Member and Master
of Ceremonies
for the day

Networking
with the
Army Families
Federation
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Our
presenters
MOD presenting on
'developing policy'

DIO
All requests for
adaptations must go
through the helpdesk in the first
instance, irrespective of the
type of accommodation.
It is the responsibility of the occupant to
provide the evidence required for
adaptations (e.g. Occupational
Therapist’s report).
In financial Year 2017/2018, the
budget for adaptations was £1M. In
the same period, there were 262
requests submitted with 20
of those being for
major works.

Helen Cowlan,
Children's Education
Advisory Service

CEAS
Has NO Jurisdiction
over MOD Schools but
works closely with them &
can help with transfer of
paperwork etc.
Cannot advise which best
schools are in an area but can
give factual information
such as a school’s
specialism.

Sue Howsen, Deputy Programme Manager at
Defence Infrastructure Organisation
Group Captain Mark Heffron,
Head of Welfare Policy, MOD
Head of
Welfare Policy
Families will not be
forced to take part in
the FAM Pilot.

MINISTER
OF STATE
FAM is not about
removing options but
increasing choice – SFA
will be retained for
those who need it
(including all adapted
quarters).

Department of
Work & Pensions
Disability Living Allowance is
awarded based on the help that the
child needs being significantly greater
in comparison to other children of a
similar age, and not the disability itself.
Mobility Allowance cannot be claimed for
children under 3 years old.
Those claiming Carer’s Allowance who are
under normal pension age get credits to
help fill gaps in their National
Insurance record so that their
ability to qualify for the State
Pension isn’t affected.
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Colin Morris,
Department
for Work and
Pensions

The Rt Hon Earl Howe

Time for
questions

And
answers

Helen Cowlan, Children's
Education Advisory Service

CEAS

Group Captain Mark Heffron,
Healf of Welfare Policy, MOD

Issues with
Continuity of
Education Allowance
should be addressed
with individual Unit
Admin offices in the
first instance.

And
informal chat
Head of
Welfare
Policy
Pre-screening for overseas
postings was poor in the
past but now all families
being posted overseas
MUST be pre-screened
before an assignment
order is issued.

And
even a
laugh!
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Conference overview
and feedback
The pre-conference evening invited those who have
a child or adult dependent with an additional need
and/or disability to attend a meal held at the Union
Jack Club. This was an opportunity for delegates to
meet others attending and a chance to meet the
FANDF Committee.
Guest speakers from Children’s Education Advisory
Service, Defence Infrastructure Organisation, MOD
talking on developing policy and Department of Work
and Pensions all ‘myth busted’ about their
retrospective areas of expertise.

Stall holders offered information during the lunch and
networking session.

−−
−−
−−
−−
−−
−−
−−

Contact
The Richardson Partnership for Care
Motability
The Warrior Programme
Department for Work and Pensions
Families Federations
SSAFA

51 attendees were interested professionals and
subject matter experts
66 were families and individuals with an additional
need/disability or had a dependent with an
additional need/disability.

52

The majority of those that attended the conference
where either Serving or the dependant of someone
serving in the Army.

members
attended a
pre-conference
meal

117

delegates
attended
MOD
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We asked those that attended to rate the following
statements.

some of you fed back what you were
able to take away from the
conference:

"empowered

with the
knowledge that
we have the
support
required"

"confidence
that I am not
alone, there are
other families
on the same
journey"

"more
knowledge
and
understanding
of the MOD
process"
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Lyla’s story
By Paul O’Donovan
Lyla’s illness dates back to 2013 when she was 18
months old and we were living in Germany. She was
being sick a lot, but doctors couldn’t get to the
bottom of what was causing it. They’d suspected
lots of different illnesses like cystic fibrosis and
even lactose intolerance. I think part of the
problem was that Lyla is such a fighter and it was
difficult to tell how much she was really suffering.
In March 2016 my job in the Armed Forces moved us
to Barnstaple, Devon. Lyla’s symptoms were gradually
getting worse; her eyes started to roll back when she
was ill, she had dizzy spells and was losing her
balance, but the doctors in Devon were even less
helpful. My wife, Kirsty, was dismissed as an ‘overprotective’ parent, and the final straw was when the
GP told us Lyla was ‘role-playing’ and acting up to get
attention. Kirsty finally had enough, and in
September, she took Lyla to A&E. Again, the doctors
couldn’t find any problems but just as they were
about to discharge Lyla, a locum doctor referred her
to Bristol Hospital for an MRI scan.
What came next was a huge blow. We were told that
Lyla had a brain tumour called a pilocytic astrocytoma.
Despite it being low-grade, when they found the
tumour, the doctors were in awe of the fact she was

even standing with a tumour that large. Telling our
other five kids about Lyla’s tumour was one of the most
difficult things I’ve had to do. Our oldest two, Reece
and Olivia, asked: “Is Lyla going to die?” which was
heart-breaking. What was even harder was putting on
a brave face and telling them not to worry, when on the
inside I was asking myself the same questions.
When Lyla’s surgery date came around, Kirsty and I
were already scared but when we were told that Lyla
wouldn’t come out of surgery the same child, it was
even more terrifying. No parent should have to go
through what we went through that night. Lyla came
out of theatre fifteen hours later and was taken to
intensive care to recover. Amazingly, the doctors had
managed to remove 99.9% of the tumour and we
were absolutely over the moon. It seemed our brave
little girl had beaten it.
It felt like we’d come out the other side; the tumour
had been removed and Lyla was getting stronger and
becoming herself again. However, things took a turn
for the worse when Lyla was at home on weekend
release and became extremely ill. We rushed her to
our nearest hospital in Barnstaple, with no idea what
to expect. Our poor little girl had been through so
much and just when we thought things were on the
up, we were dealt another blow, Lyla had meningitis.
We were absolutely devastated but luckily the
infection had been caught early. After a strong dose
of antibiotics and thanks to Lyla’s strong will, she was
well enough to be discharged from hospital in
November on her fourth birthday.
The months that followed were just perfect; Lyla was
getting better each day, our family was back together
again and we were all looking forward to a holiday at
Butlins for New Year. Sadly, we didn’t have the worryfree holiday we had planned. While we were away,
Kirsty and I noticed that something wasn’t right. The
fluid that had built up on Lyla’s head hadn’t gone
down at all as anticipated, it looked like she had a
balloon under her scalp. I took her back to hospital to
get checked over and at the start of January 2017 she
was fitted with an emergency shunt to relieve the
pressure. This seemed to do the trick and Lyla was like
a brand-new kid after that, she was so happy and, for
the first time in months, she was full of energy and
raring to go.
Lyla started school in the September 2017 and it was
so lovely for her to just be like a normal four-year-old.
Teachers told us that Lyla is really behind for her age,
and although she is just in Reception and enjoying
making friends and socialising, I do worry how much
her development has been stunted by constantly
being ill and in and out of hospital.
Unfortunately, by February 2018, Lyla’s health had
gone downhill again. She started having seizures
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that seemed to be triggered when she was upset or
distressed or even by sneezing. An MRI scan
showed that old scar tissue was fusing with a
ventricle and causing a fluid blockage in her brain.
The doctors gave her epilepsy medicine to control
the seizures and initially the drugs worked but one
of the side effects is that Lyla feels groggy and
disorientated. It’s a vicious cycle because in her
grogginess she gets upset and frustrated, which
then triggers more seizures.
Currently, Lyla is still having seizures and we’re in a
watch and wait situation. The doctors don’t want to
operate right now, but they’ve said the problem could
get worse as she grows. It’s been a cruel few years
watching Lyla go through all of this, but it’s not about
our pain – we just have to think of Lyla and the rest of
the kids. Lyla has been the bravest out of all of us, she

Supporting
the Families
By Hannah Illingworth, FANDF committee member
& Karen Ross, AFF Health and Additional Needs
Specialist
It is widely recognised that one of the best
mechanisms of support for families who have a
child(ren) with additional needs is other families in the
same situation and this is especially so for military
families who face frequent moves/deployments and/
or live long distances from their wider family.
Going to a Unit coffee morning is a great way to
meet new friends but when you have a child with
additional needs who finds it difficult to conform to
social ‘norms’, it can be difficult going to regular
coffee mornings where people don’t necessarily
understand your child’s needs. With this in mind, we
are pleased to see that a number of support groups
for families who have a member with additional
needs have been introduced at various Military bases
around the country, following the lead of the group in
Sandhurst that was formed around two years ago.
With some funding from ABF, The Soldiers’ Charity,
the Army Families Federation (AFF) has created the
groups to support and empower families who have
children with additional needs and/or disability,
whilst also helping to develop their understanding of
what support is needed and identify gaps in
provision based on the experiences of the families.

just keeps knocking doors down and defying
everything that gets thrown at her. Although,
sometimes I can’t help but think ‘how lucky can one
little girl be?’
At the moment, we don’t know what the future holds
but we hope that the doctors can operate and cure
her once and for all. This whole experience has
opened my eyes to how devastating brain tumours
are. We had no idea how many other families were
going through this battle and that’s why it’s so
important to raise awareness. The more people know
about the disease, the more funding can be allocated
for research into a cure. No child should have to suffer
like Lyla.
https://www.braintumourresearch.org/stories/
in-hope/in-hope-stories/lyla-o-donovan

their own. We relish the opportunity to speak to
families face-to-face in order to learn as much about
the current issues as we can. What can we offer? A
safe environment for families to come and share
their ideas and experiences and hear about the
latest information relevant to them.”
The funded groups are currently running in
Aldergrove, Colchester, Didcot, Dishforth (further
information is available on the AFF website https://
aff.org.uk/Events/) with additional unfunded
groups running during term time in:
−− Aldershot (1330 – 15:00, 2nd Thursday of the
month)
−− Sandhurst (10:00 - 11.30, 2nd Thursday of the
month)
−− Tidworth/Warminster (10:00 - 12:00, 3rd Friday
of the month)
If you would like to set up a group in your area
and need some help, please contact Karen Ross,
Email: additionalneeds@aff.org.uk

AFF Health & Additional Needs Specialist Karen
Ross explains: “We want to encourage families to
come and meet others facing similar challenges to
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WE WERE MADE WELCOME
By Michelle Earnshaw FANDF Vice Chair

Getting out and about with a family member who
has an additional need or disability can be
challenging but is essential for everyone’s mental
health and wellbeing. During the FANDF Conference
families were asked to share details of any
attractions they had been to visit where they were
made to feel welcome. Here’s a selection of the
places they have enjoyed visiting with their family
member who has an additional need or disability.
We hope to make this a regular feature of the
newsletter, so if you have a special place that you
enjoy visiting, which welcomes families with
additional needs of disabilities, do let us know and
we can share that with the FANDF members and
help families to enjoy getting out and about.

Croome Court, Worcestershire

Play as One, Dunfermline

This Inclusive Play Park in Pittencrieff Park enables
children of all abilities to play together. Finished in
vibrant, bright colours, its features include a sensory
and musical garden, an electronic outdoor play zone
that contains five different games, a wheelchair swing,
accessible roundabout and a multi-play structure.

Legoland, Windsor

This National Trust property is helping visitors with
autism and severe disabilities to unlock the sensory
wonders around them. They have developed a ‘Potter
and Ponder’ visual map which illustrates the walkways
around the park, highlighting sensory experiences
that everyone can enjoy, including spaces for
relaxation, listening and viewing. The map is intended
to enable everyone to enjoy their visit to Croome. The
‘Potter and Ponder’ map is available at the reception
and can also be downloaded at:
www.nationaltrust.org.uk/mag/croome
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Legoland offers a ‘Ride Access Pass’ as one of a number
of adjustments they are able to make to assist guests
with additional needs throughout their visit. The ‘Ride
Access Pass’ is a virtual queuing system accessible to
the user by a Wi-Fi enabled device. The Ride Access
Pass is available for guests, who due to the nature of
their diagnosed disability, do not understand the
concept of queuing; have difficulties with everyday
social interaction; have a limited capacity to follow
instruction, and may therefore become agitated or
distressed if they had to queue for a ride for an
extended period of time. See https://support.legoland.
co.uk/hc/en-us/articles/360000797492-What-is-theRide-Access-Pass- for more details.

Rushcliffe Country Park, Ruddington.

Set in the beautiful countryside about half a mile south of
Ruddington, Rushcliffe Country Park is an ideal place to
get away from it all. With a network of over 8 kilometres
of footpaths, grassland, conservation and landscaped
areas, the park is fun for all the family. If the weather is
good you can take your family and a picnic and
encourage your children to let off steam in the extensive
play area, which has around 20 pieces of modern
equipment for children up to the age of 12. The play area
includes a swing suitable for less able children (safety
equipment is available on request) and part of the
equipment is accessible to wheelchair users. The park is
accessible to wheelchair users via the car park entrance
or from Barleylands in Ruddington. The paths around the
lake are flat, with minor slopes around the rest of the
Country Park. There are toilets with disabled access.

Eden Project, Cornwall

Alpine Centre, Aldershot

The Alpine Snowsports Centre in Aldershot has an
ideal artificial surface for Skiing, Snowboarding and a
bit of fun with Donutting (or ringo’s and tubing as some
people call them) it’s a guaranteed fun day out. The
centre can accommodate those with additional needs
in all activities, or in specific sessions or at the regular
disability ski club and was the first disabled snowsports
club to be awarded national 'Snowmark' accreditation.
Tel: 01252 325889
https://activenation.org.uk/outdoor_venue/alpinesnowsports-aldershot/

The Eden Project aims to provide a great experience
for all ages, abilities and backgrounds. They were
crowned winner of the Inclusive Tourism Award by
Visit England in 2017. Working with the Sensory
Trust, they try hard to find creative approaches to
physical access and sharing information. They also
offer ‘relaxed’ versions of many of our family
activities, designed to welcome audience members
who may benefit from a more informal experience,
such as those with autism and sensory or
communication needs. The Eden Project offers a
scheme for people who experience mobility or
sensory impairments, with an excellent team of
volunteers to assist visitors around the project. There
is no charge for this service. In order to ensure that
there is a volunteer available please book at least
two weeks in advance by telephone on 01726 818558
or email lreid@edenproject.com. When on site a
member of staff is always close at hand to offer you
all/any assistance required.
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USEFUL CONTACTS
FANDF
www.ssafa.org.uk/fandf / Tel: 0207 463 9315
National Autistic Society
www.autism.org.uk / Tel: 0808 8004104
Carers UK
www.carersuk.org / Tel: 0808 808 7777
Children’s Education Advisory Service (CEAS)
DCYP-CEAS-Enquiries@mod.gov.uk / Tel: 01980 618 244
Disability Matters – e-learning to inform and inspire
A free e-learning resource for the UK workforce
www.disabilitymatters.org.uk/
“Entitled To”
Free and anonymous benefit checker
www.entitledto.co.uk
Forcesline
Force Line is completely independent of the military
chain of command, free and totally confidential; it
offers listening, information and signposting.
- From the UK: 0800 731 4880
- From Germany: 0800 1827 395
- From Cyprus: 800 91065
- From the Falkland Islands: #6111
- From anywhere in the world (call back):
(0)1980 630854
Domestic abuse: guidance and support for
the Armed Forces community
This webpage can be found on the gov.uk website:
https://www.gov.uk/government/collections/
domestic-abuse-guidance-and-support-for-thearmed-forces-community. It offers information and
guidance for those affected by or dealing with cases
of domestic abuse in the Armed Forces community.
This site is for male or female victims, perpetrators
who are looking to change their behaviour, military or
civilian practitioners, chain of command or concerned
family and friends.
LOCAL SUPPORT GROUPS, OTHER INFORMATION
& RESOURCES
RAF Benson, Oxfordshire
Support Group for spouses or dependants with an
additional need or disability, contact joannahoskin@
hotmail.co.uk for more information
HMS Neptune
Special Needs Support Group – Families Centre,
Churchill Square, Churchill Estate. Tel: 01436 679526

East Berkshire
Support and advice for physically disabled children and
additional needs education. Tel: 01753 830346
RMAS (Sandhurst) Additional Needs Support Group
A support group for parents who have a family
member with additional needs and/or disability has
been set up on the Royal Military academy Sandhurst
(RMAS.) The group meet every second Thursday of the
month from 10.00-11.30 at the Wishstream Community
Centre, RMAS. For more information call Karen Ross on
07552 861 983
Aldershot Additional Needs Support Group
An AFF/SSAFA/FANDF-run support group for parents
who have a family member with additional needs/
disability in the Aldershot area, which meets on the
second Thursday of the month in term time at Maurice
Toye House, Aldershot GU11 1PL from 13.30-15.00pm.
Please contact Karen Ross on 07552 861 983 or on
additionalneeds@aff.org.uk for more information.
Salisbury Plain Additional Needs Support Group
A group set up by AFF/AWS and FANDF to support
any parents who have a family member with additional
needs/disability in the Salisbury Plain area. Meetings
are held on the third Friday of the month and alternate
between Tidworth and Warminster from 10.00-12.00.
Please contact Karen Ross on 07552 861 983 or on
additionalneeds@aff.org.uk for more information.
If you also have a group please let us know so we can
add it to our list. If you want a group 'on camp' why not
get in touch with your local SSAFA Social Worker,
Army Welfare Service Worker or NPFS Representative,
or why not start one yourself? If any group requires
help with setting up then please get in contact with us.
The directory is managed and maintained by the
FANDF committee, facilitated by SSAFA however, it is
your responsibility to check the information and to
find out if the club, activity or service is of a high
standard and able to safely meet your needs.
Inclusion in this directory is not an endorsement and
we can take no responsibility for the quality of
service provided by the organisation listed. Whilst
every effort has been made to ensure the accuracy
of information, SSAFA or the FANDF cannot accept
responsibility for any errors or omissions.
CONTACT US
SSAFA Additional Needs and Disability Advisor
Frances Robinson
Tel: 020 7463 9315 / Email: ANDA@ssafa.org.uk
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