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BACKGROUND TO STRONGER TOGETHER 
The tragic deaths of Connor Sparrowhawk and Thomas Rawnsley while they were living in 
specialist MH hospitals touched the hearts of many and prompted Bringing Us Together 
(BUT) to take positive action.   
 
In 2015, BUT ran a survey of 88 families in 54 areas across England that revealed 
inconsistencies and lack of advice and support for people during crises, such as being 
sectioned. Nearly half the families said they were not given support during a crisis.   
 
BUT then collaborated with NHS England Learning Disability Engagement Team and the 
charity Respond to run their first family event. This aimed to listen to the experiences of 
parents with loved ones with learning difficulties, autism or both, who were at risk of 
admission to, currently living in, or been released from, Assessment and Treatment Units 
(ATUs) or specialist Mental Health (MH) hospitals.  This was the beginning of the ‘Stronger 
Together’ group of parents. BUT produced a report from the event that was shared widely 
with NHS England and other organisations across the country.  It was also featured in an 
article by the Guardian:  https://www.theguardian.com/society/2016/jul/27/where-next-
learning-disabled-people-units-winterbourne-view . 
 
Since then, BUT has been listening to Stronger Together families, bringing them together to 
share experiences and to identify actions that will help to make things better for them (and 
their loved ones).   BUT have raised awareness of the importance of family involvement and 
co-production in the design, implementation and evaluation of NHS England policies, 
Transforming Care Plans and Partnerships.  BUT and the Stronger Together families have 
strived for change and to reduce the admission and need for hospital beds while finding 
proactive ways to prevent the crisis happening in the first place. 
 
Since our first event, the Stronger Together family members have used their insight and 
lived experience to speak at national conferences, have produced and run workshops and 
seminars, have been part of focus groups in re-writing Care and Treatment Review (CTR) 
policy and guidance,  have produced their first publication for families on CTRs (in a planned 
series of ‘Survival Guides’), have send parent representatives onto the newly formed 
Children and Young People’s Operational Group, and have worked in partnership with NHS 
England on the Stop Over Medicating People with Learning Disabilities programme. 
 
BUT has supported the work of families through the 7Days of Action Campaign. We also run 
a closed Stronger Together Facebook group used regularly for consulting, engaging and 
updating more than 80 family members.  A section on the BUT website is also dedicated to 
Stronger Together.  To complement the Survival Guide series, BUT is also producing 
downloadable information sheets. 
 
 
 

 
 

https://www.theguardian.com/society/2016/jul/27/where-next-learning-disabled-people-units-winterbourne-view
https://www.theguardian.com/society/2016/jul/27/where-next-learning-disabled-people-units-winterbourne-view
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RATIONALE AND AIMS FOR ‘GETTING OUT’ 
In June 2017, BUT hosted a two-day Stronger Together event specifically targeted at families 
whose loved ones have come out of an ATU or specialist MH hospital and returned to life in 
the community. 
 The aims of the event were to: 

• Share the stories of families with lived experience of having a loved one in an in-patient 
setting 

• Find out what worked and what did not work in helping to get loved ones home  

• Report the key themes that emerged from the event to NHS England.  
 

HOW WE RAN THE EVENT 
To advertise the event, we sent out information through 
our networks across social media and other organisations 
we connect to. Due to the high levels of interest, we 
agreed we would prioritise places for those families with 
lived experience of coming out of an ATU / MH hospital.  

 
To develop trust before the event, each of the families 
were contacted several times via email and spoken to at 
length on the phone.  A volunteer parent co-ordinator 
with lived experience was recruited to liaise with parents 
and to ensure that clarification was given regarding why 
we were facilitating such an event, what the aims of the 
day were, and what we would and would not be doing.   
We wanted to make sure that parents expectations were 
realistic and that we could meet their needs. 

 

Facilitators  
Great care was taken to provide a safe environment thanks to skilled facilitators from a 
variety of professional backgrounds (e.g. providers, charities, NHSE) with experience in 
working with families who have loved ones in ATUs and MH hospitals. We also had an 
experienced parent graphic facilitator with us for the weekend, who is also an Expert by 
Experience on the Care and Treatment Reviews. 
 

Families 
Fourteen families (including couples, single parents – male and female) came from across 
the country for a one night residential event at Hotel La Tour, in Birmingham.  Significantly, 
we had bookings from five other families who had wanted to attend but had to cancel at the 
last minute because of family pressures and care issues.  
 

Those families who made it to the event also experienced challenges. They needed 
reasurance that the event would be feasible for them and, most importantly, would have an 
outcome. We therefore thank the parents who attended for surmounting the difficulties 
they face every day so they could make a difference for other families in similar situations.  
They told us that the difficulties they faced in attending this event included: 
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Being permanently ‘on call’ 

• Life follows you here – not easy to get away from things 

• All the planning went because of the terrorist event in London 

• Incident yesterday and was unsure of where my priorities lay – feeling guilty 

• Had to ask my son to return to the hospital where he is early and having to try to explain 
why  

 
Balancing other family commitments 

• Family commitments including elderly mum to care for 

• Child care of other siblings with needs  

• Organising support for my son and siblings 
 
Need for meticulous planning  

• Reminders and calendars way in advance needed 

• Difficulty in sorting out PAs 

• Organising care for my son  

• Ensure that all the meds were ready when I left 

• Sneaked away this morning and had to be very organised to leave 

• Very difficult - needed extra help to go, planning an overnight stay here is stressful  

• Lots of instructions left for PAs, partner and family 

• Very difficult – needed to ensure non-disabled daughter was home to help out 

• Make sure my son and everyone had a good day the day before I left to make it  
easier to go 
 

Emotional and practical impact on parents 

• Not going to hospital to visit son and feeling guilty 

• Emotional worry in leaving him and the risks when 
I am not there 

• Usually visit my son each weekend but not going to 
this time 

• Change in routine for me, catching the train on my 
own, losing family time, travelling here   

• Feels like respite coming away for a day and a 
night 

• Unable to leave for feeling guilty that wife would have to care for my son and she is 
already struggling with her own MH issues 
 

Conclusion 
These responses reveal that post-discharge support for people with autism and / or LD 
remains perilously fragile and overwhelmingly dependent on parent / carers’ constant 
presence and effort. They also give an indicative snapshot of the immense stress placed on 
the family and family life as a whole. They raise questions as to the sustainability of the 
post-discharge care and the consequent risk to readmission.  

 

‘Staying one night 
would have been 

a dream, 
 but no way!’ 

 

‘As a parent, I 
feel like I have a 

huge lump of 
guilt inside me’ 

 



“Getting Out” (June 2017) 

 

of  17 Stronger Together families Bringing Us Together 6 

Session Plans 
Day One 
Parents received small welcome presents to acknowledge their considerable efforts in 
getting to the event and to help them feel important and valued as contributors. Parents 
came together at the outset with an introduction, carefully agreed ground-rules and an 
explanation of the agenda of the day. Working in pairs with a facilitator, parents were then 
invited to consider the following questions: 

• Why their loved one went into the ATU? (briefly) 

• What happened in the Assessment and Treatment Unit?  

• What worked to help them come out? 

• What didn’t work? 

• Where they went to when they came out?  
The results of these discussions were recorded and fed back to the whole group. 
 
Day Two 
Once again, working in pairs, families were supported to consider the following: 

• ‘Top tips’ they might have for other families in similar situations. 

• What helped them, gave them hope and encouragement? 

 

WHAT OUR FAMILIES TOLD US 

Why did your loved one end up in an ATU? 

Lack of preventative community support  
The overwhelming message from families was that the crisis-
point their loved ones had reached was predictable and might 
have been prevented had there been support in the community.  They reported that, when 
they asked for help in the form of early intervention and proactive support, none was 
available.  Several said that they regretted having asked for that help, in the light of what 
happened consequently. Statements were echoed by many families and included: 

• It’s a system that is only geared for crisis 

• Short stay initially 

• Hope for a diagnosis leading to correct treatment/planning/services 

• Blame placed on parenting/environment 

• Medicating not treating 

• Mainstream hospital – lack of knowledge/experience 

• Trusting that the professionals were the experts in my child 

• Everything black and white led by services and yet true person centred is colour 

• Lack of funding available for proactive support 

• Lack of parent’s knowledge and information at the time 

• [My child was] going through puberty 

• My child’s anxiety was at high levels and [they also had] receptive language difficulties 

• Lack of autism and LD specific community support 

• Unwillingness of LA to set up bespoke package for adolescents 

• Lack of funding for proactive community support 

‘We were 
told to call 

999 if things 
got too bad.’ 
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• Lack of support from CAMHS. 

• Limited input by CAMHS 

• Crap support and no help as a child 

• Lots of triggers caused a crisis to happen – rise in anxiety 

•  [My loved one was] unknown to services. 

• Breakdown of support 
 
Lack of autism and/or LD expertise in the community 
Families also reported that their loved one’s autism, learning difficulties or both were not 
understood or supported. Comments included: 

• Psychiatrist was ‘old school’ and recommended a unit 

• Outdated practice / old school psychiatry / lack of autism expertise 

• Psychiatrist involved began medicating anti-psychotic drugs 

• Parents ignored 

•  Lack of understanding of diagnosis needs 

• Not knowing how to meet the needs in the community 

• Intransigent manager  

• Insane systems [with] little help with behaviour and anxiety. 

• Very inexperienced staff working with young person 

• Service provider [had a] “wobble” and could not cope 
 
Lack of crisis support 
Families spoke movingly about what their loved ones had endured, for example self-harm, 
running away from home, being ‘groomed’ and lashing out through anxiety and fear. They 
described their loved ones reaching crisis point and there being a catastrophic lack of 
support, including: 

•  [We were] told to go to Accident and Emergency.  

• Our child sat with a security guard in A&E for eight 
hours until the psychiatrist came to see him. He was 
sectioned and placed in an adult psychiatric intensive 
care unit.  

• We asked for a referral to a local hospital bed but were 
told no and had to go to an ATU. 

• Hospitalised for 3 weeks locally and then due to no 
specialism in the area ended up in an ATU away from 
home 

• My child was put in an adult PICU because there were no CAMHS beds 

• Tribunal ruled he should go to the unit at St Andrews even though the CTR recommended 
a bespoke package  

• Challenging behaviour linked to missed physical illness 

• Chucked around on a Section 2 

• Huge crisis and sectioned 

• Sectioned and emergency admission 

 

‘It happened so 
quickly and we 
were told that 
this was what 

our son needed’ 
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What were your expectations of the ATU?  
Parents spoke about recognising that their loved one needed specialist help. Although 
concerned by their loved one’s sectioning, some recalled being reassured that sectioning 
would be for a 12-week period, during which time their loved one would receive specialist 
assessment treatment and care.  
 
Autism- and Learning disability-specific assessment, treatment and care  

• That they would be person-centred and autism friendly 

• Told he would be assessed and treated 

• That he would get the right support 

• Short term stay and therapy and to come home 
asap  

• That he would get the right support 

• To find out why he had seemed to change so much 

• Treatment of anxiety and emotional regulation 

• Intense therapeutic input 

• In depth analysis of incidences by service provider 
 

Return to community life as soon as possible 

• I was told he would get therapy and it would be 
short term 

• A proper informal assessment so we could get him 
home quickly 

• Short term stay and therapy and to come home asap  

• Support close to home 

• Support to help him leave  
 
Good standards of care and practice 

• Like in his EHCP, I thought my son would be at the centre of his care 

• That he would NOT be traumatised by the experience 

• Help around issues caused by abuse – the self-injurious behaviour to stop 

• That they would keep him safe whilst he was assessed 

• Accountability – and responsibility (No accountability – when will they actually do the job 
they are paid to do) 

• Service level agreement 
 
Loved one would get better 

• Development and progress with intense support 

• That we would get our boy back 
 
Loved one would be valued and family included  

• That we’d be working in partnership with 
professionals 

• Observation of the problems we were describing  

‘I thought it 
would be like his 
EHCP. That he’d 
be at the centre 
of his care. That 
we’d be working 
in partnership 

with the 
professionals’ 

It was like 
being 

introduced to a 
world I didn’t 
know existed 
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• Being believed 

• That they would realise it was the support the problem not him 
 

What was the reality? 
Parents explained the shock they felt at the disconnect between their reasonable 
expectations and what actually happened to their loved one in an ATU. What happened 
post-admission, could not have been more removed from ‘the cavalry’ that they had 
desperately been hoping for. Parents spoke about an approach they felt was ‘heartless and 
dehumanising’, and were overwhelmingly concerned about over-medication. 
 
Lack of autism- and learning difficulty specific assessment, treatment or care  

• No support for his communication e.g. doing diaries 

• No symbols or any alternative communication support 

• Communicative and distressed behaviour seen as Challenging Behaviour and ignored as 
communicating his health needs 

• Professionals’ lack of information and knowledge 
 
Poor professional standards  

• Lessons not learned 

• Promises and nothing 

• A specific programme was promised with 
psychological input –nothing happened 

• Fuck All 

• No visible support 

• No therapies promised 

• Not following his strict gluten free diet 
 
‘Prison-mentality’  

• Rooms raided nothing dangerous in which was scary for him and no privacy 

• Locking up his things 

• No exercise 

• MH Act failed to support 

• Every Friday we would have to wait by the phone to see if he had behaved enough to 
come home for the weekend 

• Containment 
 
Over medication and over-use of restraint 

• Daily restraints 

• Regular restraints forcibly to inject anti-psychotic 
medication that he is no longer prescribed now 
he is out of an ATU 

• Self-injury behaviour resulted in physical 
restraint 

• Over-medicated (mentioned by five families) 
 

 ‘He comes home at 
weekends without 
drugs as he doesn’t 
need them with us’ 

 ‘The assessments 
that were done 
could have been 

done in the 
community’ 
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‘Heartless and de-humanising’ care 

• He had soiled clothes and underwear whenever we visited him 

• No food  

• Routinely missed meals  

• Adult unit and he was only 18yrs 

• Assaulted daily by peers 

• Abused by a staff member 
 
Excessively delayed discharge 

• 8 months of hell for him and us! 

• 15 months of catastrophic deterioration 

• Kept locked up for 9 years  

• No resolution – my son is still there 

• Stayed longer than was promised 

• Everything grinds to a halt once in 

• Loss of skills and 2 years of nothing 

• More anxiety and learned behaviour 

• Over medicated and developed epilepsy  
 
Catastrophic deterioration 
Rather than getting better, parents reported alarming deterioration in the loved ones’ 
physical and mental well-being, and across all their areas of functioning. The consequences 
were catastrophic.  

• Regularly missed meals and lost a huge amount of weight very quickly 

• Became more unsettled 

• Locked himself in his room and too scared to come out. After much fighting admitted to 
hospital – induced coma, swollen testicles, none of which were noticed  

• Over medicated and developed epilepsy  
 
Loved one isolated while parents marginalised 

• We were not believed – he was abused by staff 
member, little happened  

• A lot of the time I wanted him to stay longer but 
they only sent him back with 3 days’ medication 

• Mum unable to see child  

• Family not consulted so treatment was 
inappropriate 

• Lost the house he needed to get out 10 months into 
the process  

 
Negative impact on family 
The impact of their loved one’s prolonged stay in an ATU served to further isolate their 
loved one from the people who knew and loved them best. Families described: 

• Financial strain on us the family 

• Stress on relationships 

There was no 
hope in a 

situation that 
was damaging 

for my son. The 
only hope was to 

get him out. 

 ‘NHSE paid for a 
7/7 placement. 

However, he came 
home for 3 out of 
those 7 days, and 

there was no 
funding to pay for 
support at home. 
What happened to 

the funding for 
those 3 days?’  
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• Husband had to give up his job in our fight to get son home 

• They took our higher mobility off us and we had to give back the car 

• No DLA 

• Carers Allowance stops 

• If over 18yrs no expense 

• If under 16 years no expenses because he was not a looked after child 

• Own MH at risk and parents on medication themselves  
 

What helped you get your loved out? 
Families identified key elements that aided their loved one’s progression back home. These 
were: 

 

• Look after yourself  

• Find support  

• Focus and prioritise 

• Be proactive about Care and Treatment Reviews 

• Campaign 

• Think ‘outside the box’ 
 

 
Look after yourself tips and stay emotionally strong: 

• Follow your instinct and believe in yourself 

• Keep in touch with your young person 

• Weigh things up all the time 

• Having time to think about things, how far you have 
gone on your journey as a parent and time to reflect 
on it all which would help with confidence, and 
positivity 

• Find someone you can talk to (see below for suggestions) 
 

Find support from organisations that can help: 
Parents suggested (in alphabetical order) the following organisations: 

• Family led support group and campaign  https://www.facebook.com/ATUScandalUK/ 

• Challenging Behaviour Foundation http://www.challengingbehaviour.org.uk/ 

• Mencap https://www.mencap.org.uk/ 

• National Autistic Society http://www.autism.org.uk/ 

• Reach UK http://www.reachuk.org/ 

• Respond http://www.respond.org.uk/ 

• Stronger Together http://bringingustogether.org.uk/stronger-together/ 

• Think Local Act Personal https://www.thinklocalactpersonal.org.uk/ 

• Get a good solicitor -  for more information, see http://www.youknow.org.uk/ 
 

Focus on the important stuff and prioritise: 
Parents shared that sometimes the barriers to your loved 
one getting home might feel insurmountable. However, Trust your 

instincts. If you 
think something 
not right – it’s 

not right! 

Like the flight 
attendant 

says… Put your 
oxygen mask  

on first… 

http://www.challengingbehaviour.org.uk/
https://www.mencap.org.uk/
http://www.autism.org.uk/
http://www.reachuk.org/
http://bringingustogether.org.uk/stronger-together/
https://www.thinklocalactpersonal.org.uk/
http://www.youknow.org.uk/
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they found it helped if you take each day at a time and pick your battles. Try not to sweat 
the small stuff. Instead try to: 
 

Keep in touch with your loved one 

• Visit as much as possible 

• If visiting frequently is difficult, ask if you can secure Skype. 
 

Keep a record: 

• Use one note book/diary to record all phone calls, conversations and emails 

• Record phone calls  

• If you are worried about your loved one, take photos  
 
Be proactive about Care and Treatment Reviews: 

• Find out about the Care and Treatment Review and read through the Stronger Together 
Family Survival Guide: 
 http://bringingustogether.org.uk/wp-content/uploads/2017/08/CTR-Survival-Guide-
Aug-2017-1.pdf 

• Prepare as much as you can for the meeting 

• Make sure that the CTR is going to be person centred 
and find out if there is an advocate going 

• Ask questions on the family led support group as other 
parents may be able to answer your queries. 
https://www.facebook.com/ATUScandalUK/ 

• Encourage your loved one’s social worker to be as 
involved as possible 

• Ask for good behaviour support plan 

• Ask for review of medication 
 
Think outside the box: 

• Find out from your loved one’s social worker if your area have a local crisis team? Is there 
a safe place or an intensive support team? If so, get them involved as soon as possible. 

• Get housing involved and any specialists http://www.youknow.org.uk/ 

• Consider a personal health budget or personal budget to enable your loved one being at 
home or nearby in their own place 

• Distance to travel is less important than safe and appropriate care 
 

Plan for discharge before you have a confirmed date 

• Research: get to know providers and who might be the right one for your loved one 

• Consider building a low arousal room/safe space 

• Be involved in recruiting PAs 

• Get training for PAs and staff from Skills for Care [funding available] 
http://www.skillsforcare.org.uk/Home.aspx  

• Write down all the ‘important to’ and ‘important for information’ - information that only 
you know about http://bringingustogether.org.uk/tips-find-important-1ppin2015/ 

‘Develop a 
positive 

relationship 
with your 

loved one’s 
social worker’ 

http://bringingustogether.org.uk/wp-content/uploads/2017/08/CTR-Survival-Guide-Aug-2017-1.pdf
http://bringingustogether.org.uk/wp-content/uploads/2017/08/CTR-Survival-Guide-Aug-2017-1.pdf
http://www.youknow.org.uk/
http://www.skillsforcare.org.uk/Home.aspx
http://bringingustogether.org.uk/tips-find-important-1ppin2015/
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• Start a communication chart so that the new provider can understand your child’s 
communication needs. http://helensandersonassociates.co.uk/person-centred-
practice/person-centred-thinking-tools/communication-chart/ 

• Avoid re-admission by establishing an on-call support team. Speak to your loved one’s 
social worker or community Mental Health team about this. 
 

Campaigning 

• Use social media wisely 

• Get in touch with NHS England and local commissioners from CCG 

• Set up a public campaign page 

• Get to know your MP and local councillor 

• Consider contacting news broadcasters (e.g. Sky, ITV, BBC, Channel 4) and find out 
contacts from other parents 

 
CONCLUSIONS 
These family responses reveal the reality of the enormous burden of effort placed on 
parents and families to make Transforming Care a reality for their loved ones.  It is clear that 
parental resilience, resourcefulness and determination are key factors in making ‘Homes’ 
not ‘Hospitals’ a reality for people with learning difficulties, autism or both. Even after 
discharge plans and dates have been agreed, families must continue to battle for their child 
with disparate and disjointed services, contesting avoidable delays (such as social care 
budgets and housing shortages). Tragically, it appears that only those parents who are able 
to become ‘fighters’ for their loved ones (for example, those who have experience in getting 
appropriate services, are articulate and educated, have networks of support and are brave 
enough to go to the media) are the ones who manage to get their loved ones out of 
hospital.  BUT remains deeply concerned for people with autism and/or learning difficulties 
who are locked away but have no one with the capacity to campaign and battle for them.  
 
Inadequate community funding for person-centred support and care for people with autism 
and / or LD not only places an enormous financial burden on NHSE, but also has a 
devastating cost to people with autism and / or LD and their families. The post-traumatic 
stress faced by young people who are institutionalized and dehumanized is immense. In 
many cases, it is a huge step backwards in their lives, leaving them scarred forever.  
Supportive, resilient and loving parents suffer trauma and mental health problems because 
of the stress of having their loved one’s admitted into hospital settings.  Anxiety, distrust, 
relationship breakdown, depression, anger, resentment, lack of confidence and self-esteem, 
fear, blame, isolation are just some of the emotions felt by families up and down the 
country.   The cost to families is also financial. Many of the parents who were working have 
lost their jobs or have had to quit work and face financial hardship as a result of admission 
and visiting their loved ones far away. 

 
Perhaps most significantly, Stronger Together parent responses also reveal that ‘Getting 
Out’ is just the beginning, rather than a happy ending. Parents told us that ‘Staying Out’ is 
where the challenge remains, as the battle to secure appropriate care continues, even after 
discharge. Local crisis support remains patchy across the country, while some areas can 

http://helensandersonassociates.co.uk/person-centred-practice/person-centred-thinking-tools/communication-chart/
http://helensandersonassociates.co.uk/person-centred-practice/person-centred-thinking-tools/communication-chart/
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offer crisis support teams and ‘safe places’, others can provide nothing to manage or de-
escalate a crisis. Unless the needs of the young people and their families are met through 
health and social care once they are in their communities, more re-admissions, more 
damage to individuals, more stress on families and more expense for NHS England are 
inevitable.  

 
NEXT STEPS AND RECOMMENDATIONS 
• A focus group made up of parents and professionals working together to gather 

information for a family Survival Guide on Getting Out 

• Survey to go out to families and professionals unable 
to attend focus group to get more detail on what 
works, what did not work and what needs to go into 
the Survival Guide 

• Staying Out event for families during June 2018 to 
work on a Survival Guide for Staying Out 

• Work with colleagues in NHS England to do some 
joined up work with lead psychiatrists to overcome 
some of the many issues, barriers and attitudes 
amongst families and the Lead Clinician.   

• Work with the Lenehan Review and colleagues within NHS England for a joint event with 
commissioners and lead professionals and families. 

• Work with colleagues in Adult Social Care to raise awareness of the issues around 
Getting Out and preventing admissions happening in the first place. 

• Work with colleagues in NHSE to evaluate how people with autism and /or learning 
difficulties without family are currently supported, identify the areas in which it can be 
improved and how this can be done most effectively and consistently to improve 
sustainable discharge outcomes for this group. 

• Raise awareness with families across the country on Transforming Care and working in 
co-production on local issues. 

  

‘The best 
medicine for 
us parents is 

to come 
together and 
try to change 

things’ 
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APPENDIX 1: FEEDBACK FROM ATTENDEES  
Hope and solidarity   

• Thinking about the experience – there is hope! 

• Meeting lovely people 

• Keeping each other brave and resilient 

• It keeps me going 

• People are listening more to us 

• We know more than we than we think we know 

• I was moved  

• We are not alone 

• Sharing our knowledge 

• We share the same feelings including our anger 

• This event has made me stronger 

• We are all fighting for the same thing 

• I am just going to carry on fighting and know that I am now not going to do it on my own 

• Genuinely and collectively we can turn this around! 

• So good meeting so many like-minded people face to face 

• It is so special to be in a caring and supportive environment 

• Hearing the stories from one another gives me strength 

• We are heading in the right direction 

• It has given me the opportunity to be with others and to think about the future 

• Managing to laugh between the horrendous stories 

• I am determined they are not going to get away with it… 

• I have got fire in my belly now! 

• Before I used to leave home and go to Birmingham to see Josh.  Now I am leaving 
Birmingham to go home and see Josh! 

• Parents are the ones who will make the change 

• As a mum who is not where you are but could be in 5 years you inspire me.  Believe in 
yourself as it is the system not you 

• What a great meeting of wonderful strong inspirational people these past few days in 
Birmingham. We have all connected through these last few years because of our children 
and their journeys.  

• I'm proud and privileged to have you as my friends. See some of you in London next 
Tuesday.  Bringing us together, stronger together for our Children. 

• Awesome & Stronger Together & all the other Families I've had the honour to meet this 
weekend xx 

• Starting to feel like a tribe! 

• Bloody darn sure we are going to have ACTION 

• MAKE THE MOST OF NOW! 
 
 
 
 
 

Individuals 
here 

understand 
me and have 
inspired me! 
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Building networks of support   

• Meeting new people 

• Having the opportunity to speak to someone from NHS England 

• Made some great connections especially Sue North from NHS England. What a lovely 
lady she is. Thank you for inviting me xxx 

• There is actually support!  From one another! 

• Getting practical ideas and top tips from other parents 

• Catching up with those who support me via social media 

• Seeing some of the same faces as last year and 
welcoming the new brave families attending 

• We are going to continue to help individual families 

• Planning for Dame Christine Lenehan to come to Oxford 
to visit families and see what we are doing 

• Hoping that Christine will make the link with disabled adults and families 
 
Wider perspectives and mutual recognition 

• The parents’ bravery, dignity, energy and tenacity 

• In awe of the Bloody Awesome Parents here today 

• So many feisty, clever, articulate and strong parents in one place  

• we are taking steps in the right direction 

• The strength and being with so many amazing parents blows me away 

• Good facilitators 

• Such an honour to be part of it and meet you all! 
 

Simple thanks 

• Thank you for organising another amazing event! 

• I appreciate all the effort you all put in again. Thank 
you to all involved 

• Thank you so much for all the effort you put in today. I 
enjoyed today so much. 

• Thank you to the facilitators and Stronger Together 
team 

• All of you are amazing and I am fortunate to know you 
all 

• It is a privilege to be here 

• So nice to get together – it is lovely for me 
 
 
 
 
 
 
 
 
 

Thank you for 
another 

outstanding 
event! 

We are 
definitely 
‘Stronger 
Together’! 
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APPENDIX 2: ACKNOWLEDGEMENTS 
 
Bringing Us Together would like to thank: 
 

• the NHS England Learning Disability Engagement Team for funding the event, 
 

• Jo Whaley from the Learning Disability Engagement Team for her support,  
 

• Sue North for her support before, during and after the event; and 
 

• Dame Christine Lenehan and Mark Geraghty for attending the event 
 
 
A big thanks to the following people who gave their time to help us organise, facilitate and 
run the event: 
 

• Sam Sly 
 

• Dr Noelle Blackman 
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• Isabelle Garnett 
 

• Helen Swift 
 

• Bernadette Adams 
 

• Philippa Bragham 
 

• Rachel Lovell  
 
Most importantly, we would like to thank the Stronger Together families who took the time 
out of their busy and stressful lives to come along and share their stories. 
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