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1 ‘Intellectual Disabilities’ is the term for ‘learning disabilities’ in the USA. As ‘learning disabilities’ means 
something different in the USA, I have stuck with the term ‘intellectual disabilities’ to avoid confusion. 
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Intellectual disabili.es2 and Trauma-Informed Care 

“…the difficulty with this whole trauma informed piece is what we're really trying to change is the 
interac9ons between people. It’s difficult to measure... but it really ma>ers” (Dr John Keesler). 

 
Execu,ve Summary 
The purpose of the Fellowship was to discover the most effec)ve trauma-informed approaches for 
care services suppor)ng children and young people with severe intellectual disabili)es, par)cularly 
those who self-injure or present as distressed. I am a self-injury specialist, and the founder of Unique 
Connec)ons, which exists to improve the lives of people with intellectual disabili)es who self-injure. 
We are invested into shifing the focus in the care sector towards trauma-informed and rela)onally-
informed prac)ce.  

People with intellectual disabili)es are four or five )mes more likely to experience trauma than the 
general popula)on. Some studies suggest that those suppor)ng people with intellectual disabili)es - 
Direct Support Professionals - may have higher rates of trauma, both from external experiences, and 
from experiencing trauma in their work. All this is some)mes occurring within organisa)ons which 
are systemically trauma)sed. Thus, in some contexts, there may be trauma)sed individuals being 
cared for by trauma)sed staff within trauma)sed organisa)ons. 

Trauma-informed care (TIC) is an organisa)onal approach that recognises the impact of trauma on a 
person, as well as the way in which trauma can affect groups and communi)es (OHID, 2022). TIC 
helps organisa)ons understand the centrality of safe prac)ces and how these can be translated into 
individualised care that helps a person to be and feel safer. It embeds core principles into prac)ce 
and culture, including trust, empowerment, collabora)on, choice, cultural considera)on and safety 
(OHID, 2022). TIC was first piloted in the USA, and is much more established prac)ce, with some 
states s)pula)ng that care-giving organisa)ons cannot operate unless they have embedded TIC 
organisa)onally.  

Through the Churchill Fellowship, I spent five weeks travelling the East Coast of the USA, visi)ng a 
range of specialists: trauma ins)tutes; TIC and intellectual disability researchers; service providers; 
and other related experts. 

This report presents overviews of three TIC organisa)onal change ins)tutes, and the START 
programme; together, these provide a comprehensive picture as to how TIC is embedded into care-
giving organisa)ons. Following this, I present the learnings from visi)ng various organisa)ons who 
were implemen)ng TIC in prac)ce in various forms, and the insights I gained from them. 

The report concludes by applying these learnings into the UK context, and making some 
recommenda)ons. It considers the cultural differences between the USA and UK, and the current 
state of children’s social care in the UK, including its strengths. It makes three core 
recommenda)ons:  

1. A tailored TIC-inspired model for change should be created specifically for the care sector 
suppor)ng children with intellectual disabili)es in the UK.  

2. The TIC-inspired model should be dual-focused:  

 
2 ‘Intellectual Disabilities’ is the term for ‘learning disabilities’ in the USA. As ‘learning disabilities’ means 
something different in the USA, I have stuck with the term ‘intellectual disabilities’ to avoid confusion. 
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- the first focus should be on one individual in crisis, as a way of evidencing impact and 
outworking prac)cal applica)ons with DSPs. 

- The second focus should be on strategically embedding TIC-informed principles into the 
organisa)on’s systems and processes.  

3. The model should reflect and uphold the UK priori)es for building children’s social care on 
the principles of love and belonging. 
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1. Introduc,on 
1.1 Purpose of the Fellowship:  

 

This report begins by outlining the presen)ng problem which inspired my Churchill Fellowship. 
Sec)on one talks through the impact of trauma on people with intellectual disabili)es and the 
individuals and organisa)ons suppor)ng them. It outlines how Trauma-Informed Care (TIC) seeks to 
address this. It also considers the current state of the sector in the UK, which sheds light on both the 
necessity and challenges of introducing TIC in a meaningful and tailored way.  

        

 

In Sec)ons two-five, I present the learnings from the opportunity afforded me to meet with 
numerous individuals and organisa)ons with exper)se in TIC and intellectual disabili)es. I conclude 
by considering how we might apply this to the UK context, and I make recommenda)ons for next 
steps.   

To discover the most effec/ve trauma-informed approaches for care 

services1 suppor/ng children and young people with severe 
intellectual disabili/es, par/cularly those who self-injure or present as 
distressed 

Simone Davis, director 
from the Signal Centers’ 
Adult Services, shows 
me around the center, 
and talks me through 
their principles of care. 

Photo credit: Signal Centers 
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1.2. Personal Background: 

 

 

 

Dr Beverley Samways pictured in conversa)on at Signal Centers, Cha_anooga. 
Photo credit: Signal Centers, Cha4anooga 

 
I have 22 years of professional and research experience with young people with severe intellectual 
disabili)es, sensory loss and au)sm. My ESRC-funded PhD explored the emo)onal lives of three 
teenagers with severe intellectual disabili)es who self-injured.  

1.3 What is Trauma? 
Understanding trauma helps explain why trauma-informed care is necessary.  

Trauma is not an event, but how a person experiences an event or events – specifically event(s) that 
an individual experiences as harmful or life-threatening.  

Experiences that induce stress, anxiety or fear are an ordinary part of a human life. Fear triggers the 
amygdala to dominate the brain’s responses, relega)ng high level problem-solving capacity in favour 
of rapid, intui)ve and physical responses that equip the body for a fight, flight, freeze or flop 
response. Fear responses recruit the whole of a person: physiologically, mentally and emo)onally. 
Typically, these fear-inducing events are recoverable – with the person being able over )me (whether 
minutes or days) to ‘recover’ and revert to feeling safe-enough in the world again.  

I am the founder of the consultancy Unique Connec)ons, 
which exists to improve the lives of children and adults with 
intellectual disabili)es who self-injure. We work with 
specialist schools and care organisa)ons to find tailored 
rela)onal, trauma-informed and emo)onally literate ways 
forward with people presen)ng with entrenched self-injury 
and related concerns. As an organisa)on, we seek to 
influence policy and prac)ce more broadly, shifing the focus 
towards trauma-informed and rela)onally-informed prac)ce.  
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However, repeated or rou)ne fear-inducing experiences, or an extreme fear-inducing experience, can 
cause the brain to reset (Perry, 2006) so that the person func)ons in a perpetual fight, flight, freeze  
state.  

       
Photo by Patrick Fore on Unsplash 

Cri)cally, because a trauma)sed state is adap)ve not biologically or gene)cally wired, there is 
poten)al for recovery; but it requires both environmental and interpersonal interven)ons. Recovery 
is unlikely to occur spontaneously, i.e. )me does not necessarily heal trauma. 
 

1.4 Trauma and Intellectual DisabiliDes 
People with intellectual disabili)es are four or five )mes more likely to experience trauma than the 
general popula)on (Beail et al., 2021). Influencing factors include a heightened risk of experiencing 
abuse, experiencing losses through mul)ple transi)ons between services, s)gma-related 
experiences, and being more likely to leave the family home as a child. A_achment, a key resilience 

factor, is ofen slower and much more likely to be 
disrupted (Fletcher et al., 2016).  

People with intellectual disabili)es can find it more 
difficult to process a trauma)c event, due to lower 
resilience factors. For example, lower understanding or 
less spoken communica)on can make it more difficult 
to process stressful events; some individuals will have 
less peer support, and there are increased risks for 
developing associated mental health difficul)es. In 
addi)on, young people with au)sm are likely to have a 
more enduring stress response to a stressful or 
trauma)c event (Keesler, 2020).  

To compound this, if a person has intellectual 
disabili)es or au)sm, their response to trauma is more 
likely to be overlooked or ascribed to a person’s 
disability or condi)on (diagnos)c overshadow).  

 

 

Case illustra+on 

A young person Unique 
Connec)ons worked with 
had a preoccupa)on with 
having something in his 
mouth, and would ofen 
cram his mouth full. This 
was ascribed to sensory 
needs, which may have 
been a factor. His history of 
neglect prior to coming into 
care, and a more recent 
experience of visi)ng a 
family member with a 
mouth injury were not 
ini)ally considered as 
possible contribu)ng 
factors.  

 

People with intellectual disabili2es are more 
likely to experience a trauma2c event, less likely 
to be able to process it, and more likely to have 

the impact of the event overlooked or 
pathologised. 

This is what it means to be ‘trauma)sed’. It 
is not primarily or exclusively an 
‘emo)onal’ state – but a neurological, 
biological, psychological and social state 
(OHID, 2022) affec)ng how a person 
experiences and interacts with themselves 
and the world around them. In essence, a 
trauma+sed person no longer feels safe in 
the world nor in their own body and mind. 
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1.5 The care sector: history and current UK context 
Some children and adults with intellectual disabili)es are cared for in respite, residen)al schools, 
children’s homes and care homes.  The government reports that children with mild, severe or 
profound intellectual disabili)es represent 9.2% of looked-afer children (around 8,000). The care 
sector has weathered a great deal in the last few years, and has been impacted at three levels: 
organisa)onally, direct-care, and the shadow of history.  

1.5.1 Organisa9ons 
I had the privilege of mee)ng Larry Shallenberger from Sarah Reed care organisa)on in Pennsylvania. 
In our conversa)on recorded on YouTube here, he ar)culates the journey of the last few years for the 
care sector. He describes how care-giving organisa)ons have navigated the Covid-19 pandemic, 
reckoned with the implica)ons of the social jus)ce movement, and been impacted by global 
insecuri)es and the cost of living crises; these back-to-back events have led many organisa)ons to 
become trauma)sed.  

Individuals become trauma)sed when their fear-inducing experiences overwhelm their internal 
resources to respond. In parallel, many organisa)ons have found the dual pressures of the internal 
work of suppor)ng trauma)sed individuals (which they may or may not recognise that they do), and 
the external strains and pressures of the events of the last few years have overwhelmed their 
resources. They have adapted to systemically operate and organise around fight, flight and freeze 
mechanisms. This can present in a mul)plicity of ways, but might include: chao)c or irra)onal 
decision-making and processes; communica)on systems collapsing; defended or blaming narra)ves 
emerging; strained rela)onships between departments and external stakeholders; and a sense of 
overwhelm and exhaus)on that leads to disengagement or large-scale resigna)ons.  

 

 

 

1.5.2 Direct Care Professionals (DSPs) 

 
                                                                                                                                  Photo by kevin turcios on Unsplash 

Post-Covid-19 there was a ’great resigna)on’: mul)ple-experienced and seasoned professionals who 
simply quit their jobs or took early re)rement. This has impacted the care sector profoundly: a great 
deal of resilient, experienced and seasoned staff are no longer in the sector. Those lef in the sector 
have weathered a poten)ally collec)vely-trauma)sing event.  

Those who have since joined the sector, are significantly less experienced and knowledgeable, and 
are ofen being has)ly trained and inducted to make up the shornall. We already had a workforce 
with higher rates of trauma than average, this is likely to have only increased post-pandemic. Thus, 
there are signs that Direct Support Professionals may have higher rates of trauma, both from 
external experiences, and from experiencing trauma in their work.          

Organisa+ons suppor+ng people who are trauma+sed can experience a ‘parallel 
process’ and begin to present with the signs of trauma as an organisa+on.  

Prior to the pandemic, Keesler (2019) reported in his study 
of Adverse Childhood Experiences (ACEs) with Direct 
Support Professionals (DSP)1’s that, on average, DSPs 
scored twice the rate of ACEs than the general popula)on. 
In the same year, it was found that 35% of DSPs had 
witnessed a trauma)sing event in work (Strand, et al, 
2004). Thus, care staff (DSPs) are more likely to have had a 
poten)ally-trauma)sing event as a child, and more likely 
to experience trauma in their job. 
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1.5.3. The history of caring for people with intellectual disabili9es 
To compound the difficul)es, our services for people with intellectual disabili)es and au)sm stand in 
the shadow of a long history of ins)tu)onalising people with disabili)es. Whilst the ins)tu)ons 
themselves are now closed in the UK, the shadow of this history con)nues to loom large in the 
sector. Control and containment are s)ll apparently in the DNA of how we care for people with 
intellectual disabili)es and, when under extreme stress, the sector reverts to type (a parallel process 
of how we as individuals ofen revert to control and authoritarian strategies when overwhelmed by 
stress).  

This is exemplified in the daily incarcera)on of around 2,000 people with intellectual disabili)es in 
mental health units on any given day in the UK. The legacy of our sector creates well-worn tracks that 
are easily reverted to in )mes of high stress.  

The sector all too ofen responds to trauma)sed people with intellectual disabili)es through 
containment and control. At Unique Connec)ons, we witness this keenly in the differen)ated way 
that people with intellectual disabili)es who hurt themselves are talked about, understood and 
treated in comparison to those without intellectual disabili)es (Samways et al., 2022).  

In short, there is a growing sense that TIC is necessary for the care sector, par)cularly for services 
providing 52-week care to those with intellectual disabili)es.  

1.5.4. The sector in summary: 
The sector providing services for people with intellectual 
disabili)es in the UK has to reckon with its current 
reality:  

- It provides services for people with much higher 
rates of trauma than the general popula)on 

- within a historical context of containment and 
control that it is s)ll trying to shake off. 

- The current direct support staff providing care 
are broadly less experienced and resilient and 
are more likely to be trauma)sed themselves. 

- All this is some)mes occurring within 
organisa)ons which are systemically 
trauma)sed. 

Thus, in some instances we have trauma)sed individuals 
being cared for by trauma)sed staff within trauma)sed 
organisa)ons, in the shadow of a trauma)c history. 

As we face this difficult reality – we have to hold 
on to the key truth about trauma:  

!"#$%&'()*'&+,-'.%

%
1.6. What is Trauma-Informed Care (TIC)? 
Trauma-informed care is an organisa+onal approach that recognises the impact of trauma on a 
person, as well as the way in which trauma can affect groups and communi+es (OHID, 2022).  

Trauma-informed care helps organisa)ons understand the centrality of safe prac)ces and how these 
can be translated into individualised care that helps a person to be and feel safer. TIC embeds core 

Case illustra+on 

‘I come to work every 
day feeling hopeful, 
determined to be 
posi)ve, but as soon as 
I get through the door I 
can’t think straight. All 
the systems are broken 
and the 
communica)on lines 
are down. It’s 
completely 
overwhelming. I don’t 
think I can take it 
anymore.’ 

DSP working in a trauma-
organised social care se6ng. 
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principles into prac)ce and culture, including trust, empowerment, collabora)on, choice, cultural 
considera)on and safety (OHID, 2022).  

It seeks to equip teams and systems to ‘see beyond an individual’s presen)ng behaviours’ (OHID, 
2022) and diagnosis and ask ‘what has happened to this person?’ and ‘what does this person need?’ 
– rather than ‘what is wrong with them?’ TIC also helps organisa)ons iden)fy how to avoid re-
trauma)sing prac)ces, and supports them to create environments and cultures that set a context for 
suppor)ng individuals to move towards healing from trauma)sa)on. 

Trauma-informed principles and prac)ce are rapidly being introduced into the educa)on sector in 
the UK, primarily through the work of Trauma Informed Schools; this is beginning to find trac)on in 
SEN schools, but is much slower. Similarly, there are some efforts being expended to introduce TIC 
into the care sector, par)cularly the mental health sector (Restraint Reduc)on Network, 2023; 
Na)onal Trauma Transforma)on Programme, 2023), but there are barriers to implementa)on in the 
care sector, par)cularly in the sector suppor)ng those with intellectual disabili)es; this is making 
progress slow and difficult.  

There are par)cular complexi)es to 
implemen)ng TIC in services suppor)ng 
people with severe intellectual disabili)es 
and au)sm. Many of those receiving 
support have li_le or no spoken 
communica)on, so cannot easily 
communicate what has happened to 
them or how they feel about it. In 
addi)on, it is accepted best prac)ce to 
support with behavioural rather than 
therapeu)c responses to distressed 
presenta)ons. So there is very li_le space 
for the hard work of TIC in these services, 
despite it being sorely needed at every 
level. 

A full discussion of the why, how and 
what of TIC in services suppor)ng people 
with intellectual disabili)es with Dr John 
Keesler is available here.  

2. Overview of the trip 
The Fellowship allowed me to visit a range of specialists: trauma ins)tutes; TIC and intellectual 
disability researchers; service providers; and other related experts. The wide range of conversa)ons I 
was able to engage in helped me to both crystalise the difficul)es in implemen)ng TIC in the sector, 
and learn about a variety of ways forward.  

 

 

 

 

 

 

The trip in numbers: 

- 13 States  
- 3000 miles within the US 
- 7 Service providers  
- 5 Universi)es 
- 5 Trauma ins)tutes / specialist trauma providers 

‘We’ve bought in TIC on a few occasions 
and it’s great – un)l the ques)ons are 

asked about how we apply this with non-
speaking young people, then there’s a 

lack of answers’.  
(Principal of an SEN school) 

 

‘We’ve tried different TIC trainers every 
year for five years, we can’t find anyone 
who can help us do this with our young 
people’ . 

(Responsible Individual for children’s homes for 
young people with IDD-MH) 
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I was able to visit a wide range of services and ins)tutes and engage with people with a range of 
exper)se. A full list of people and organisa)ons visited can be found in the appendix. For instance, I 
visited community care providers in Indiana, Buffalo and Cha_anooga, spent three days in the 
specialist hospital Kennedy Krieger, mee)ng with a host of medical professionals, and met with a 
number of trauma ins)tutes. Each place I visited or person I spent )me with contributed some of 
their thinking and experience to be_er-understanding the narra)ve, needs, what is currently working 
– and not – in the US, and how we might translate this into the UK.  

There are some key figures which this report does not directly reference – but I am grateful for the 
ways in which they gave me their )me, connected me with others I benefi_ed from mee)ng, and 
influenced my thinking more widely. In par)cular, my gra)tude is extended to Becca Brendal MD of 
Harvard Medical School Center for Bioethics; William Sullivan MD of Kennedy Ins)tute of Ethics at 
Georgetown University; Dave Buck of Cha_anooga Au)sm Centre; John Campo and team at Kennedy 
Krieger, and par)cularly Dr Louis Hagopian, Marcos Grados, Dr Marian Ofonedu and Dan Hoover. 3 

      

This report does not a_empt to describe or dis)l each organisa)on’s or individual’s par)cular 
contribu)on to the sector (hyperlinks are embedded for further inquiry into each organisa)on / 
expert). Rather, I will report in rela)on to the mission and purpose of the trip, answering the 
ques)on: how can we embed TIC into care services suppor9ng children and young people with severe 
intellectual disabili9es in the UK? 

The topics of conversa)on were broadly similar from one space or individual to another: 

- That there were higher rates of trauma within the popula)on diagnosed with Intellectual and 
Developmental Disabili)es (IDD)4 than in the general popula)on. 

- This is harder to iden)fy and more likely to lead to ‘diagnos)c overshadow’ (ascribing a 
person’s trauma-presenta)on to their known diagnosis). 

- That if trauma is recognised in someone with IDD, it is not clear what can be done to help. 
- There is significant insecurity in the workforce, and high staff turnover.  
- That there are higher levels of trauma)sa)on in the workforce, which may be a product of 

having weathered Covid-19, that the direct care staff are typically recruited from 

 
!  Unless otherwise stated, all photos are my own. 
4 IDD is the US equivalent term for severe learning disabilities and profound and multiple learning disabilities. 

LeB: Rebecca Brendal MD, Harvard; right: William Sullivan MD, Kennedy InsLtute of Ethics. 
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marginalised demographics more suscep)ble to trauma)c events, and/or a product of the 
work itself.  
 

3. Programmes which help organisa,ons embed TIC 
I connected with three trauma ins)tutes and the START programme, all of which have programmes 
and experience that have helped care-giving organisa)ons suppor)ng people with IDD embed TIC. I 
have summarised these programmes below, as together they provide excellent frameworks for what 
TIC is, and how it is implemented within an organisa)on.  

3.1 The InsDtute of Trauma and Trauma-informed Care (University at Buffalo School of Social 
Work). 

 

 

3.1.1. The programme 
Their programme is anchored in the Five Guiding Values/ Principles of TIC (Harris and Fallot, 2001) 
integrated with considera)ons of diversity, equity, inclusion, and accessibility. The five 
values/principles are: 

1. Safety 
2. Trustworthiness 
3. Choice 
4. Collabora)on 
5. Empowerment 

 

It presents 10 Key Development Areas – in which change is broken down into Three Stages: Pre-
implementa+on, Implementa+on and Sustainability. 

1. Leading and Communica+ng: establishing leadership buy-in, investment and consistent 
message from leadership & a commi_ee/team to lead the change process. 

2. Building a Trauma-Informed Workplace: ensuring HR prac)ces including hiring and 
induc)on are trauma-informed and trauma-sensi)ve. 

3. Training the Workforce: building a realis)c and sustainable plan for ongoing trauma-
informed educa)on and training at all levels. 

4. Addressing the Impact of the Work: increasing workforce awareness of how to 
prevent/manage secondary trauma)c stress, vicarious trauma, and compassion fa)gue. 
Implemen)ng systems to support vicarious resilience and post-trauma)c growth. 

5. Establishing a Safe Environment: ensuring that the physical space, environment, atmosphere 
and culture are trauma-informed and trauma-sensi)ve. 

6. Screening for Trauma: deciding whether to screen for trauma and/or adversity, what tools 
and follow up is needed. 

ITTIC have wri_en their TIC organisa)onal change programme 
and manual and have implemented it with dozens of 

organisa)ons, including those suppor)ng people with IDD. 
They typically contract with an organisa)on for one to three 

years for trauma-informed organisa)onal change.  

Logo credit: Ins>tute on Trauma and Trauma-Informed Care!
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7. Trea+ng Trauma: having on-site trauma-specific treatment or accessible referral places. 
8. Collabora+ng with others: crea)ng mechanisms with partner organisa)ons to 

collabora)vely ensure trauma-informed networks, communi)es and systems. 
9. Reviewing Policies and Procedures: confirming that all policies and procedures are wri_en 

and conducted in a trauma-informed and trauma-sensi)ve manner. 
10. Evalua+ng and Monitoring Progress: establishing mechanisms for evalua)ng and monitoring 

trauma-informed organisa)onal change and its impact on the organisa)on and its outcomes. 
 

These Key Development Areas incorporate the guidance provided by the 10 Domains of 
Considera+on from SAMHSA (2014): 

1. Governance and Leadership 
2. Policy 
3. Physical Environment 
4. Engagement and Involvement 
5. Cross-Sector Collabora)on 
6. Screening, Assessment, Treatment Services 
7. Training and Workforce Development 
8. Progress Monitoring and Quality Assurance 
9. Financing 
10. Evalua)on 

 

The model can be pictured thus:  

 
Picture credit: ITTIC 
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In prac)ce, they support the organisa)on to implement the model through a range of training, 
coaching and consultancy prac)ces. Contract workplans are tailored to the specific needs of the 
organisa)on. For instance, they may contract to an organisa)on for 10 hours a month: two for 
teaching, two hours consulta)on, two hours observing prac)ce and two hours of flex. They feel TIC 
implementa)on is as much about being present and modelling the principles, as formal training.  

 
Photo credit: Prof Susan Green. 

My thanks to  Prof Susan Green and Dr Sam Koury (pictured above) for their 9me, openness and 
encouragement during my visit to ITTIC. 

3.2. TraumaDc Stress InsDtute Model 
 

  
 
Logo credit: TSI website 

 
 
TSI works both with individual organisa)ons and mul)ple organisa)ons at one )me using a learning 
collabora)on method for dissemina)on of innova)on. Organisa)ons are placed in a learning 
collabora)ve of between three and five  organisa)ons. This gives them a community to both 
encourage and hold each other accountable. A high level of commitment from senior leadership, a 
whole-system engagement with core training and bespoke plans for rolling out TIC implementa)on 
are required.  
 
It starts with leadership training, which facilitates the crea)on of a tailored plan for implemen)ng TIC 
principles organisa)onally. Throughout the process, evalua)on is key to see where and how change 
is being effec)ve, to leverage the strengths of the organisa)on and to inform adapta)ons. 
 

The Trauma)c Stress Ins)tute (TSI) 
offers a whole-systems change 
model to TIC over 18-24 months; it 
seeks to transform every sec)on of 
the organisa)on. In 2019, they 
developed an adapted programme 
for IDD organisa)ons and systems. 1 
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                            Picture credit: TSI website 

 
They provide their trauma training: Risking Connec)on, a two-day training, specifically adapted for 
IDD organiza)ons, offered to 100% of the workforce. This training provides a common language and 
a framework for understanding that rela)onships are the primary agent of change – so it asks 
organisa)ons to consider how they are promo)ng connec)ons both interpersonally and community-
wide. It acknowledges that caring for trauma)sed people poses risks to staff, including vicarious 
trauma and compassion fa)gue. Risking Connec)ons is also delivered as a train the trainer model, so 
that organisa)ons can con)nue to embed and renew this training.  
 
Risking connec)ons – revised for IDD is taught over two days, providing staff  with:  
 

¥ A philosophy and lens for understanding the impact of adversity and trauma 
¥ Common language and a trauma framework or map to understand the impact of trauma on 

people’s behaviour. 
¥ Background about the groundbreaking ACE study 
¥ Knowledge about the power of rela)onships as the agent of change for people that have 

suffered trauma. 
¥ Awareness about compassion fa)gue and what organisa)ons and individuals can do to 

address it. 
¥ Informa)on about the importance of self-awareness and no)cing one’s reac)ons to 

individual people served.   
 
My gra9tude for Dr Steve Brown for his 9me in talking through both TSI’s model, but also some of the 
intricacies and complexi9es of helping organisa9ons implement it. 
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3.3. Sanctuary Model.  
The Sanctuary Model is arguably the best-established tool for embedding trauma-informed care 
systems-wide into an organisa)on, offering a ‘blueprint for clinical and organisa)onal change, 
which… promotes safety and recovery from adversity through the ac)ve crea)on of a trauma-
responsive community’ (ANDRUS, 2023). It was established collabora)vely at ANDRUS more than 
twenty years ago, in work led by Sandra Bloom. It has more than 200 cer)fied organisa)ons 
worldwide (including a handful in the UK).  

The model requires a three-year commitment from an organisa)on to recalibrate its culture, 
processes, philosophy and systems to align with TIC and the Sanctuary Model. It is the longest and 
most comprehensive model to implement, and its claims are similarly comprehensive – improved 
outcomes for clients, improved staff reten)on and sa)sfac)on, and decreased violence. (TSI and 
ITTIC typically focus on reducing re-trauma)sa)on). 

3.3.1. The programme  
 Sanctuary Model implementa)on is grounded in four pillars:  

3.3.1.1. Pillar One: Underpinning theore9cal philosophies  
- Understanding the effect of trauma, and that many behaviours are adap)ve responses to a loss of 
safety.  

- Parallel Process – that organisa)ons operate in parallel ways to humans, mirroring the same 
responses and defenses when under threat or experiencing a loss of safety. 

- A philosophy for crea)ng safe environments through embedding the Seven Commitments 

3.3.1.2. Pillar two: SELF – Safety, Emo9on, Loss, Future. 
Trauma-informed shared language and problem-solving strategies, represented by the SELF 
framework. The SELF framework offers a shared language to mul)-disciplinary teams, and a 
mechanism for planning, conversing and decision-making in complex organisa)ons. 
 
 
 

                        Safety  
                  

          Future            Emo)ons  

                        Loss 

 

(Source: The Sanctuary Ins@tute, 2011).  

3.3.1.3. Pillar three: The seven Sanctuary commitments  
These offer a par)cular way of prac)cing as an organisa)on.  

1. Commitment to nonviolence – safety skills are built and modeled by the organisa)on 
2. Commitment to emo)onal intelligence – learning and modeling emo)onal-regula)on and 

management 
3. Commitment to Inquiry and Social Learning 
4. Commitment to Democracy – self-control, self-discipline and healthy authority 

SELF is a non-linear framework. Situa)ons or problems 
can be started from any of the four factors, to prompt 
discussion and find solu)ons for ways forward. Ofen it 
helps to start with future and work back from there, 
considering concerns and poten)al interven)ons 
related to safety, emo)ons and loss.  
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5. Commitment to open communica)on – learning boundaries, overcoming barriers, reduc)on 
of defensive prac)ces. 

6. Commitment to Social Responsibility – healthy a_achments and social skills 
7. Commitment to Growth and Change – restoring hope, meaning and purpose (ANDRUS, 

2023) 

3.3.1.4. Pillar four: The Tool Kit 
Sanctuary also provides a range of tools that an organisa)on can embed into their daily prac)ce. 
These are opera)onal tools which reflect and embed the commitments. For instance, red flag 
reviews are held in response to cri)cal incidents, and can be called by any member of the 
community, including clients.  

Community mee)ngs are held between all members of the community once a day (clients, staff, 
leaders, etc.), during which each person is asked: ‘what are you feeling? What goal do you have for 
today? Who can you ask for help?’ These ques)ons, asked quite quickly in a way that discourages 
deep introversion, help a team increase their awareness of each other’s feelings, learn to focus on 
the future and increase interdependency. 

Sanctuary seeks to support each organisa)on inten)onally and systema)cally embed TIC, not just 
into prac)ce, but into their policies, systems, philosophy, vision, culture and interpersonal 
rela)onships.  

 
Source: Inquiry Calls Presenta@on provided by The Sanctuary Ins@tute, 2024 

3.3.1.5. Implementa9on:  
The organisa)on is assigned a faculty member to assist them, who, in addi)on to delivering training 
and train-the-trainer, offers 15 days and 15 phone calls for addi)onal consultancy. 

Year One - engaging: intensive training and consulta)on, and establishment of core team to lead the 
change. It includes on-site needs assessment, involving interviews with leadership, staff and clients, 
iden)fying strengths and target areas for interven)on. A small team will a_end Sanctuary’s five-day 
training, to learn the model and how to begin implemen)ng it. They will form the organisa)on’s 
Sanctuary Steering Commi_ee. In addi)on, a larger core team will be established, whose role it is to 
apply the understanding to prac)ce and policy.  

Year Two - embedding: using a set of standards for embedding a trauma-responsive culture and 
expanding the available tools. This includes adap)ng policies and prac)ces to align with Sanctuary; 
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opera)onalizing the seven Sanctuary Commitments, with more focus on evalua)ng prac)ce and 
culture.  

Year Three - evalua)ng: self-evalua)on and formal external evalua)on for accredita)on against the 
Sanctuary Implementa)on Standards.  

Full details of the theory backing the model, and implementa)on are available here: h_ps://journals-
sagepub-com.bris.idm.oclc.org/doi/10.1606/1044-3894.4287 

 

My gra9tude to Maxine Reddy (pictured above) for mee9ng with me, providing me with key 
informa9on and looking out for me during the Network Days Conference.  
(Source: Sanctuary Network Days) 

 
3.4.START: Systemic, TherapeuDc, Assessment, Resources and Treatment 
START is not a TIC organisa)onal change model, but has some cross over and par)cular relevance to 
this enquiry. Their mission is to improve the lives of people with intellectual and developmental 
disabili)es (IDD) and mental health needs (IDD-MH) and their systems of support, through program 
implementa)on, research, evalua)on, training and professional development. It is an evidence-
based, community crisis preven)on and interven)on service model for individuals aged six and older 
with IDD-MH.  

START was developed by Dr Joni Beasley and Dr Robert Sovner in Massachuse_s in 1988. In 2010, Dr 
Beasley founded the Center for Start Services, which is now directed by Dr Karen Wiegle. START 
offers regional services in 11 states, with a total of 32 states having START partnerships in some 
capacity. Their most recent impact report notes that, in 2023, they responded to 2780 crisis calls, 
with 81% of individuals remaining in community (as oppose to hospitalisa)on). They served 3579 
people with IDD-MH, with 72% having a reduc)on in mental health symptoms. 

3.4.1. START programme 
People with IDD-MH are referred into the START Program, ofen when they are in crisis – they might 
be at risk of being admi_ed into hospital or experiencing a mental health crisis. Other referrals come 
prior to known stressors or difficult events, such as before a key transi)on. Interven)on, whilst 
tailored to each client, typically follows this pa_ern: 
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- Extensive evalua)on. Ini)al open conversa)on with stakeholders, followed by planned 

assessments and evalua)ons to gather clear data and inform what interven)on is needed. 
They adopt a strengths-based (rather than deficit-based) model and establish the person’s 
interests and skills, what brings them joy or helps them regulate. The individual is engaged 
through this process. They start with an assump)on of trauma as baseline for the individual 
(but not necessarily the system). 

- START produces a cross-systems provisional crisis plan, which is shared widely. This is short 
enough to comprehend and digest quickly. 

- A full medical / biological review is undertaken. A psychiatrist does a medicine review and 
clarifies diagnosis. (They find that some people have a plethora of diagnoses that can be 
consolidated under one umbrella.) They also check that pain is not a source of the crisis, and 
review the person’s overall health and diet.   

- They consult with the relevant mul)-disciplinary (MD) professionals. New Hampshire (NH) 
START has a large MD team (including psychologists, psychiatrists, neurologists, OTs, etc.) 
that they can refer 12 adults and 12 children to annually for a comprehensive review.  

- A comprehensive evalua)on of the services and systems of care around the individual is 
conducted, with a focus on building capacity (see sec)on 4.2.1). 

- The necessary work with the individual is established, focusing on building execu)ve 
func)oning and emo)onal regula)on.  

- Linkage work is established to build capacity into the individual’s wider systems of support 
(see 4.2.3). 

- In the first 40-50 days of engagement with the individual and system, a full cross-systems 
crisis plan is agreed and disseminated.  

- START usually stays engaged with the individual and the system for between 14-18 months. 
Once the individual and the system is stable, they can be discharged, but referral back in for 
support remains open to them.  
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Source: Na>onal Centre for START services, University of New Hampshire 

3.4.2.2. Resource centres 
Some of the START programmes also run resource centres; (I met with the resource centre team in 
New Hampshire).  

People on the START program can come to the resource centre for four to five days if it’s a planned 
visit, and 30 days if it’s a crisis admission. The days are very well structured, with planned ac)vi)es 
from 8am – 8pm, many of them designed to build resilience: DBT skills, posi)ve psychology ac)vi)es 
and toolkits for coping. 
 
The START centres employ the PERMA model for embedding posi)ve psychology across the services. 
PERMA = posi)ve,  engagement, rela)onships, meaning and achievement. They apply these five 
principles every day: e.g. Monday starts with a posi)ve comment, Friday they discuss achievement, 
etc. This is a way to embed posi)ve psychology into the day-to-day culture. (This is reminiscent of the 
check-ins that Sanctuary use). 

3.4.2.1. Building capacity: training and support to teams around the individual 
START have some core training programmes designed for direct support professionals (DSPs) and for 
care coordinators or equivalent. For DSPs, they run six sessions across six weeks, covering:  

- Posi)ve psychology principles, including strengths-based approaches (strength-spoung); 
family & person-centred prac)ce; cultural & linguis)c competency; trauma-Informed care; 
biopsychosocial, wellness-based approaches. 

- An overview of IDD and ASD, including the BioPsychoSocial vulnerabili)es of IDD (execu)ve 
func)oning, communica)on, sensory needs). 

- Iden)fying signs of MH; overview of common diagnoses – anxiety, depression, and trauma; 
exploring the connec)ons between vulnerability of IDD and MH 
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- Trauma and emo)onal regula)on. 
- Posi)ve iden)ty development; trauma-informed care in ac)on; promo)ng wellness through 

PERMA+ (a model for embedding posi)ve psychology across services). 
- Emo)on recogni)on and regula)on (including how staff will recognise and manage their own 

emo)ons), and universal experiences of overload; relaxa)on and stress reduc)on; crea)ve 
expression.  

To care coordinators they offer similar content, but with a focus on leadership, working with families, 
including the individual in decisions, leadership and advocacy, race, class and jus)ce, and systemic 
engagement.  

 3.4.2.3. Linkage work 
START spends a lot of resource on linkage, and encourage their partnering organisa)ons to do the 
same. The New Hampshire resource centre described gathering a database of 1,000 linkages – 
establishing connec)ons with every service and community group which might touch on the lives of 
people with IDD-MH: dental surgeries, health care clinics, GPs, emergency services, community 
group, faith groups, etc. They use these linkages to access help for the individuals they support, but 
also to stay connected where they are needed.  
 
This has meant on occasions that a person with IDD-MH has presented at A&E or the police sta)on, 
and START has immediately been contacted. They have built trust with the services, which means 
they are some)mes first to know about admission to mental health services, and can start a 
conversa)on about discharge from the first day of admission, with the offer of a step-down service if 
required. This builds rigour into the system.  
 
3.4.2.4.Addi9onal support structures 
START run the Na)onal Online Training Series (NOTS), a monthly online presenta)on of an 
anonymised case study from one of the START services, followed by live Q&A highligh)ng a par)cular 
concern, such as polypharmacy or sensory overload, etc. 

They have an annual conference where they upskill key team members from across START na)onally.  
 
START has a lot of its training as asynchronis)c resources, which they offer to teams they’re working 
with. They understand training as a way of understanding the immediate system - so they're not 
averse to going in and training ini)ally, to build understanding, but they would want to follow up with 
reflec)ve prac)ce to see whether it's bedding in. They would also do pre and post-evalua)on of 
knowledge assessment and post-sa)sfac)on training and evalua)on. 
 
3.4.2.5. Data capture 
Key to START’s success is that it is an evidence-informed service.  The Na)onal Center for START 
Services holds a na)onal database which serves as a repository for all programs na)onwide, 
capturing pre-evalua)on, mid-evalua)on, post-evalua)on and more. Whilst some of this can be 
gleaned through surveys, etc., the ini)al evalua)ve work for a new programme is always in-person, 
so that they can rigorously evaluate the strengths and capacity needs of the service.  
 
They stressed the need to evidence efficacy, and tend to focus on making an economic argument for 
their services, rather than the moral argument. Thus, data provides an evidence-base for treatment, 
but is also fed back into their programmes - evidence-informed treatment – so that the data informs 
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the review and improvement of their programmes. Most par)cularly, research is conducted to 
improve care and includes the perspec)ves and experiences of self-advocates and families. 
 

 
Source: Na>onal Centre for START services, University of New Hampshire 

     
    Photo source: LeK – my own; Right – Dave Buck.  

My thanks to Dr Joni Beasley (pictured lef) for hos)ng my visit, and connec)ng me with so many key 
people in the US. My gra)tude also goes to Bob Scholz and Karen Weigle for the )me they gave me 
and the insights they shared (Karen pictured right with Dave Buck from Cha_anooga Au)sm Center). 
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4. TIC in ac,on. 
The above organisa)ons all do consultancy or interven)on work with care-giving organisa)ons. 
However, it was important to also connect with organisa)ons who were directly providing services to 
people with ID. A_ending the Sanctuary conference allowed me to connect with a number of leaders 
from care-giving organisa)ons and hear about their process of embedding TIC organisa)onal change. 
I was also able to visit a complex service provider in New York state, Stone Belt in Bloomington, and 
Thrive Orange County in Indiana, which have or are implemen)ng TIC. In addi)on, I visited Orange 
Grove Centre and Signal Centres in Cha_anooga. Whilst these organisa)ons were not formally 
implemen)ng TIC, I share below the insights they shared that felt like pieces of the puzzle. 

4.1. Specialist service provider in New York state 
I had the privilege of visi)ng a service provider that offered a wide array of complex provisions, 
including an intensive treatment programmes for young people with IDD-MH, homes for adults with 
IDD, and  individualised residen)al alterna)ve homes for life.  

The organisa)on were Sanctuary-cer)fied for several years, but then a change of senior management 
led to a change of ethos and de-cer)fica)on. Wan)ng to re-cer)fy as trauma-informed, they 
approached the Trauma)c Stress Ins)tute, and found that their IDD-specific TIC organisa)onal 
change model was a good fit. They have aimed for 100% of their employees trauma-trained (from 
admin, to finance, to direct support, to CEO), but are probably achieving around 75%.  

I had the privilege of mee)ng with the CEO, who talked me through their journey, highligh)ng the 
culture change TIC implementa)on had achieved – that they were a kinder, more compassionate and 
more open organisa)on at every level. Her ar)cula)on of the impact of TIC was inspiring and 
hopeful. I asked how this was transla)ng at DSP level, and she encouraged me to ask during my visit 
to their Residen)al Treatment Facility for teenagers with interpersonal, emo)onal, psychiatric, social, 
family or educa)onal issues, and adjoining Intensive Treatment Unit for those with IDD-MH.  

I was given a tour with the opera)ons manager and had the chance to ask a house manager about 
TIC implementa)on. He replied that the team understood that the children had experienced 
adversity, which was contribu)ng to their behaviour. This is a key understanding, and they clearly 
offer a person-centred, compassionate provision.  

However, further ques)ons led to a discussion of occasional prone restraints (being held in a lying-
down posi)on) with the young people. It was difficult for me to reconcile TIC as an organisa)onally-
embedded philosophy with the con)nued sanc)oning of prone restraints, which are known to be 
high-risk and trauma)sing.  

This exchange typified the struggle to meaningfully translate TIC at the DSP level of prac)ce, which 
was an ongoing discussion with every care organisa)on I engaged with. Some (but not all) of the TIC 
ins)tutes also recognised this difficulty. 

4.2. Thrive Orange County 
Brandy Terrell chairs Thrive Orange County, a program at Southern Indiana Community Health Care 
(SICHC), which seeks to build TIC into the whole community and workforce seungs. I was able to 
spend the day with her and John Keesler. She described a lot of the prac)cali)es around 
implemen)ng TIC into the Orange County community, which showed signs of trauma across mul)ple 
sectors. 
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Trauma-Informed Care (TIC) ini)a)ves began when SICHC's CEO Nancy Radcliff and her sister 
Romona Osborne were introduced to ACEs research while a_ending a conference. Together with Dr. 
Yoder, their chief medical officer, they iden)fied high rates of Adverse Childhood Experiences (ACEs) 
among their obstetric pa)ents   This discovery, coupled with similar findings in the 7-12th grade 
popula)on, led to the crea)on of Thrive Orange County.  
 
They began with a community-wide awareness campaign and a strategic planning event. This 
resulted in a strong community desire to develop a youth mentoring program to address the high 
prevalence of ACEs. Around the same )me, they became aware of the high rate of births to young 
parents (including 19-year-olds). This work became an important component of their coali)on’s 
efforts, in partnership with Indiana University School of Public Health.  
 
Brandy stressed the need to ‘address the most pressing need for the organisa+on, rather than have 
our own strategic plan and try to impose it’. For Orange County, they used agreement around the 
need to address births to young parents as a planorm to inform and educate the community about 
the impact of ACEs and trauma, and begin to build TIC systems and ethos systemically.  
 
She explained that to take a rigid TIC agenda into an organisa)on and try to implement it is, 
ironically, not trauma-informed. Instead, working out the most urgent change needed and how to 
measure it evidences impact and trustworthiness. Addressing community priori)es established 
trustworthiness. This helps the community / organisa)on see a modelling of opera)ng from safety, 
collabora)on, empowerment, trustworthiness and choice in the rela)onship.  
 
She described her focus on building meaningful rela)onships with people at all levels of influence. 
Winning the ears and hearts of the people )lts systems. ‘We try to help people with their need, not 
push our agenda. Being helpful is the best way to build trust; changing organisa+onal or 
community structures requires a significant amount of trust. We don’t bring a strategic plan for the 
year – instead we let our strategic plan look like whatever the community says it's going to look like 
in real )me. This builds trust and rela)onships, and we become known for addressing the immediate 
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needs of the community. These are pieces of the puzzle, and they move the community and quality 
of life.’  

This approach is helpful when considering organisa)ons who are intrinsically trauma)sed. One of the 
weaknesses of the TIC models is that they ofen will not start organisa)onal change work without 
assurances that the organisa)on has a level of stability and resilient-enough systems to commit to 
the process. This rules out organisa)ons – or communi)es – who are trauma-organised. And indeed, 
such organisa)ons would not realis)cally be able to engage with TIC organisa)onal change. However, 
Brandy’s work was with a community that showed some signs of being organised around trauma. 
Her prac)cal, solu)ons-based, rela)onal approach with the community has been very impacnul, and 
provides some keys to working with trauma)sed organisa)ons. 

4.3. Stone Belt Arc Inc 
Stone Belt offer wide-ranging services for people with IDD and MH-IDD. I was able to visit their 
therapy centre, Milestone, and their centre for adults, Stone Belt, with Dr John Keesler. Stone Belt 
have been working with Dr Keesler to integrate TIC into their prac)ce. They are doing this without 
the wide-ranging, strategic TIC packages, and more gently and carefully as an internal project, 
informed by research.  

Milestones clinic is a therapy centre for people with ID. I spent my )me there with Stephanie, one of 
the therapists – and TIC leaders, and met with the MD team in the afernoon. At StoneBelt, 
Employment Fundamentals day program for adults with IDD and MH-IDD, I spent the day with Rev Dr 
Sarah McKenney, the spiritual support coordinator co-TIC leader. We stayed in the recrea)on room, 
so that various people who use the service came and joined us as we spoke. This, in itself, felt like a 
good applica)on of TIC prac)ce.  

One of the key principles underpinning their ethos and prac9ce is the no9on of belonging.  

 
Source: Carter and Biggs, 2021. 

They implement the belonging wheel in two ways: suppor)ng their clients to experience belonging in 
their community. They recognise that those they support aren't and shouldn't get those needs met 
through paid staff members and other people with I/DD that they see every day. So they work to 
ensure that those spiritual health needs are being met in their community with real and mutual 
friendships. Secondly, they strive to ensure staff are experiencing belonging professionally: the more 
people are known (professionally), supported and heard (within TIC principles), they will feel more 
respected and a cri)cal and needed member of the organisa)on.   

Stone Belt is trying to establish belonging 
at the prac+cal, social and existen+al 
level. 

They consider each individual as a whole, 
rela)onal, spiritual being, and they look 
for ways to unlock and respect that.  

They look to rediscover and reacquaint 
themselves with the reality that those 
they serve are fully human, inherently 
spiritual and made for fullness of life.  
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Implemen)ng TIC concepts has been carefully adapted to the prac)cal needs of the organisa)on, 
balancing the need for informa)on and training, with the capacity of the team and systems. For 
example, one therapist presents one TIC concept a month at team mee)ng. They take 15 minutes to 
do this, and present it on one piece of A4 paper. They illustrate with stories. The team then takes 15 
minutes to discuss, reflect and develop prac)cal ways to implement this. This pared-down approach 
has been found to be be_er received and more impacnul than a_emp)ng to release DSPs for long 
training sessions.  

They have found that any system-impac)ng TIC interven)on needs to be very simple. In addi)on, it 
can’t be costly, it can’t be )me-consuming, and it can’t be no)onal or cerebral. Instead, it needs to 
be grounded in prac)ce and improving the lives of those the DSP’s serve. They have carefully chosen 
language that can be shared across the organisa)on – language that feels grounded and ‘real’ in 
terms of TIC and the individuals the organisa)on supports. 

On the therapeu)c level, they consider simple ways to fla_en power hierarchies, such as talking 
individuals through their care plan, and suppor)ng them to speak up when a DSP doesn’t follow it; 
they also consider the trust-erosion that occurs in individuals who have worked with mul)ple 
professionals and services through their life)me.  

Stone Belt’s approach to implemen)ng TIC felt like a starkly different approach to the rela)vely 
intellectual and philosophical language of some of the TIC ins)tutes, (for example, commiung to 
democra)sa)on or inquiry). Stone Belt’s carefully-paced and grounded approach was more 
connected to the moment-by-moment interac)onal change that TIC a_empts to build. It was more 
pedestrian and less grand-narra)ve than the TIC ins)tutes’ models, but lef me with some key 
prac)cal solu)ons for how we might make meaningful impact at the DSP level.  

4.4. Signal Centers   
Simone Davis leads the adult day service at Signal Centers, Cha_anooga; this is a community-based 
program serving 60 individuals with IDD and their families. We spent some )me together, hosted by 
Dave Buck from Cha_anooga Au)sm Centre.  

 

The team from Signal Centers (Source: Signal Centers) 

Reflec+on: I have reflected on my sense that Stone Belt’s approach to TIC-implementa+on 
felt ‘pedestrian’ (usually a pejora+ve comment) – and how maybe this is a cri+cal key for 
implementa+on in the IDD sector. How can we go at walking pace, side-by-side with those 
we serve (rather than cruising above it in a way that allows us to detach from the real-world 
problems of implementa+on)?  
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Simone described how naviga)ng the pandemic made the team aware of the significant losses that 
those they serve had experienced – and might con)nue to experience – and the need for them to 
find therapeu)c ways to support them with this. (Loss is a known source of trauma for people with 
IDD.)  

She described how she equips her team to do this work in prac)cal and candid ways.  

- She frames the work as rela)onal and emo)onal from interview stage onwards. She explains 
to her staff: ‘you're going to build rela9onships, you're going to make friends, and then 
difficult things are going to happen, some of the friends that you make here will die, some of 
them will stop coming to the service, some will lose people along the way. So this is 
emo9onal work, and loss and grief and death is all connected with it’. By sta)ng this as one 
of the func)ons of the work, she sets the expecta)ons of the staff team. 

- She refocuses the team on their ‘why’ at every opportunity, collec)vely and individually. 
(‘you’re not here for the money; you’re not here for the pres9ge; you’re not here because it’s 
easy work; so why are you here? Give me your ‘why’?’) She finds that when presented with 
the ques)on ‘why are you doing this job?’, most team members ground themselves in the 
rela)onships they are building with the par)cipants. This keeps the focus of the work on 
rela)onship-building, and resets the team’s mo)va)on. 

- She carefully contains and structures the sharing of difficult news. One: she usually hears it 
first, so takes )me to process it and regulate herself. Two: she tells the team and gives them 
)me to receive and process the news. Three: they share it together with the center friends at 
the start of the day, so they can spend the day leung the ques)ons and conversa)ons 
surface naturally. Four: they let caregivers and family members know that they have shared 
this news. 

These four simple tools build resilience against vicarious trauma in the staff, and ac)vely seek ways 
of suppor)ng those with IDD to poten)ally prevent difficult experiences becoming trauma)c, and 
build therapeu)c support into their ordinary care which makes space for recovery from trauma. A full 
interview with Simone, in which she describes her approach and ethos can be found here.  

4.5. Orange Grove Centre, ChaZanooga 
Rick Rader at Orange Grove described a high-level commitment to community engagement. This was 
also a considerable focus at Signal Centers. These organisa)ons ac)vely engaged with local schools, 
universi)es, community spaces and local celebri)es as an ongoing strategy. This was mo)vated by a 
number of factors: 

- they want as many people as possible to know what they do through ac)ve experience 
- this equips society – one person at a )me - to understand how to support people with IDD 
- it is an investment into futures donors  
- it is an investment into future employees. 

They believed that a week’s work experience from a high school student, or a two-week medical 
placement, or an hour-long tour with an influen)al person was an investment in changing future 
services for people with disabili)es. For instance, a medic placement would return to their specialism 
be_er-skilled for how to engage and treat a non-speaking individual.  

They have high levels of volunteers, internships, and they have a lot of placements. They 
acknowledged that this requires high amounts of organisa)onal )me and resource in the short term 
with low amounts of immediate reward, but they understand this as an investment in societal 
understanding as a whole, as well as future employees, future allies, future donors.  



29 
 

 
This magnanimous sector-wide, long-term lens struck me as in contrast to ofen-)mes siloed 
specialist provisions. There is a pa_ern in the UK that the more ‘specialist’ a service is, the further it 
removes itself from the general popula)on, ofen on the assump)on that there will be li_le 
understanding of what they do. But this is becoming a self-fulfilling prophesy.  
 

 
Discussions with the mul2-disciplinary team at Orange Grove Source: Orange Grove 

 
Addi)onally, the legacy of some out-of-county provisions, warns us that isolated services are at 
higher risk of closed cultures and organisa)onal abuse. This community engagement piece – echoing 
the linkage work of START – builds an addi)onal layer of resilience around organisa)ons. 
 
Lastly, Rick Radar (Orange Grove) discussed how we do a disservice to the job when we downplay the 
challenge of it. We need to communicate that this work is difficult in order to a_ract innovators and 
problem-solvers. Be_er pay and benefits will not a_ract people into the job – it’s the work itself that 
a_racts people. The opportunity to do extraordinary work with extraordinary people and learn about 
humanity in a very different way – work which is fundamentally rela)onal.  
 
4.6 What I learnt from organisaDons implemenDng TIC 
In prac)ce, TIC was not straighnorward for services suppor)ng people with IDD. This was reflected in 
many conversa)ons with care providers a_ending the Sanctuary Network Days conference. TIC 
organisa)onal change can have huge impacts on big-picture vision, ethos and culture, and these are 
hugely important.  

But the difficulty in transla)ng this all the way down to the interac)onal level between a DSP and a 
person with IDD is very difficult. Some)mes the big picture success can obscure what is happening 
interpersonally, or decrease curiosity about this. Finding meaningful ways of engaging at the 
‘grassroots’ level – like Stone Belt, Thrive and Signal demonstrate – is unlikely to look or sound 
exci)ng, but it has the poten)al to make meaningful change. This does not negate the ‘big picture’ 
work – both are necessary.  
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Lastly, I was reminded again and again, that data-gathering and data-sharing is a key element of TIC. 
This is not a data-mining exercise, but a commitment to open communica)on and informa)on 
exchange. In TIC models, evidence is captured at all levels, and then rapidly fed back to those from 
whom it was captured – so that ques)onnaires and interviews are experienced as genuinely 
collabora)ve and consulta)ve. This helps build trustworthiness and collabora)on. 

5. Difficul,es with implemen,ng TIC in the IDD sector: regression and engagement 
 
5.1 Regression 
The Sanctuary Model recognises the mul)ple stressors opera)ng at different organisa)onal levels (as 
illustrated above), and how this can cause an organisa)on to manifest PTSD symptoms in a parallel 
process to how an individual might, un)l it has organised itself around trauma, rather than healing. 
 
One common organisa)onal manifesta)on of this was stressed by both Dr John Keesler and Dr Steve 
Brown (TSI). They warned how, as organisa)onal stress increases, organisa)ons tend to regress to 
the mean – they will increase control, and reduce collabora)on, trust-building and choice, because 
this helps them feel safe. As TIC work begins, there is ofen an ongoing pull back to the mechanisms 
of hierarchical control in overly-stressed organisa)ons. Thus for any TIC interven)on, margin needs 
to be built into implementa)on )me and stages, in acknowledgement that TIC will take a hit when 
pressure and stress increases. 

5.2 Engaging DSPs in TIC 
Steve Brown from TSI discussed that it had been difficult to engage organisa)ons from the IDD sector 
in TIC organisa)onal change work. There was generally less interest and impetus for the work. This is 
reflected in the small number of IDD organisa)ons that have implemented TIC in the UK and USA.  
 
Most of the TIC models require at least once full day of training with everyone – some require more 
than this, followed by ongoing reflec)on and adaptability. Sanctuary comments: ‘In residen)al 
seungs…the need for constant supervision of the children can create challenges for release of team, 
training )me, and opportuni)es for direct care workers to par)cipate’. (ANDRUS, 2023).  
 
Geung a group of DSPs in a room for the day can be logis)cally challenging. But some of the 
organisa)ons I talked to were achieving this, only to find that DSPs appeared to struggle to listen, 
engage and reflect on the training – and that the principles were not being adopted or implemented. 
This resonates with our own experience at Unique Connec)ons. On reflec)on, I have come to 
understand that the difficulty with engaging DSPs is not a problem with DSPs – but a problem with 
what we are asking of them.  
 

  

I remember my own mornings as a DSP – ofen high-paced, with mul)ple interac)ons, 
juggling the medical, physical, nutri)onal, interpersonal and rela)onal needs of several 
young people with IDD-MH. I would be primarily focused on the here-and-now-ness of 
the young person in front of me – how were they physically, emo)onally, rela)onally 
right now, and how can my immediate interac)on with them be most helpful?  
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DSP’s work is present-focused, grounded, visceral, interpersonal and prac)cal. It is the stuff of the 
amygdala and vagal nerve and empathy and intui)on – it is work that requires a person to react and 
respond and rely on their ins)ncts. This is the work we need DSPs to do and, in the best-case 
scenario, people wired for this sort of work seek it out and it brings them life. 
 
Due to the constraints of making space for DSPs to a_end training, we find at Unique Connec)ons 
we are ofen asked to train teams straight afer they have delivered several hours of direct care, and 
many of them will go back to it at the end of our session. Some even nip off at lunch to check on 
those individuals who are on their mind.  
 
TIC training asks DSPs to switch mindsets out of their dominant opera)ng system. Many of the 
models are philosophically rooted, and ask for a reflec)ve or curious state of mind – which requires a 
highly regulated state and access to the problem-solving centre of the brain. Some aspects of TIC are 
no)onal or even philosophical. This is not the sort of thinking DSP work lends itself to. When we ask 
them to shif focus to no)onal, organisa)onal concerns, we are being unreasonable. In short, I am 
not sure of the reasonableness of asking a care staff member to spend two hours suppor)ng with 
personal care and meal)mes, and the subsequent two hours reflec)ng on how best to commit to TIC 
values and commitments.  
 
At this point, my mind turns back to Brandy’s focus: what is the perceived need of the community? 
And to the START programme – introducing organisa)onal change and influence around the needs of 
an individual in crisis. DSPs are fundamentally preoccupied with the needs of those they serve – and 
they should be, this is the job we ask them to do.  
 
A meaningful way forward with DSPs might be to ensure we engage with them at the point of their 
greatest perceived need – most likely the person who is causing them greatest concern. And use this 
work to introduce tailored support, as well as cultural and organisa)onal work, that slowly )lts the 
organisa)on and the culture into a TIC space.  
 

6. Applying this into the UK context – what might be possible? 
6.1. The current context 
1. We know that people with IDD have a high chance of 
presen)ng as trauma)sed. 

2. We know that DSPs have higher-than-average rates of Adverse 
Childhood Experiences(ACEs), implying that levels of trauma are 
likely to be higher than in the general popula)on. 

3. We know that the impact of the pandemic and the ensuing 
years, plus the difficulty of the work, increases the chance that 
care-giving organisa)ons are trauma)sed.  

4. There is evidence that the sector is at breaking point.  

 

And yet… the needs of the sector point to Trauma-Informed Care as needed. 
 

In the UK, we 
have a great 
deal of trauma 
in the sector, 
which is 
eroding safety, 
resilience and 
connectedness 
at every level.  
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6.2. Key cultural differences between the USA and UK 
In the USA, the above situa)on is being addressed through TIC organisa)onal change with some 
evidence that it is impacnul across the three levels – organisa)onally, with DSPs and with those with 
IDD. However, organisa)ons tend to be much larger, with much greater administra)ve and leadership 
capacity, and greater economies of scale. In addi)on, the culture in America leans towards 
therapeu)c interven)ons – with personal therapy and therapeu)c interven)ons being far more 
ordinary. This means that there is prior-context for some of the language that we find in some of the 
TIC packages. The UK context has a number of key differences:  

1. UK organisa)ons tend to have less administra)ve and 
organisa)onal capacity, with a culture more suspicious of 
therapeu)c approaches and language.  

2. Anecdotally, through my interac)ons with LAs, 
organisa)ons and commissioners, it seems social care – 
par)cularly children’s social care – is in crisis. This poses a 
serious problem for the TIC organisa)onal change model.  

All of the TIC ins)tutes (except START) will not work with 
an organisa)on unless there is enough basic resilience and 
stability to maintain a two-to-three year commitment to 
TIC organisa)onal change. There needs to be enough 
leadership and organisa)onal capacity to engage, and 
enough resources to commit to an organisa)onal change 
process. This is not common in the UK.  

3. It seems that some of the goals of TIC are too low for 
what is needed in the UK, e.g. reducing or elimina)ng re-
trauma)sa)on of those that the organisa)on cares for. 
Whilst laudable, it does not feel like it goes far enough. Do 
we want to stop re-trauma)sing those in social care? Or 
do we want to create healing environments? 

4. It’s not clear if the established TIC models are always 
impac)ng the interac)onal level between DSP and the 
individuals they care for; we should not compromise on 
this, as meaningful change for each individual must 
include change at the interac)onal level.  

It does not feel like the TIC organisa)onal change models can just be imported from the USA and 
expected to func)on or bring the meaningful change we need in the UK. Instead, we need to use 
some of the ethos and principles of TIC organisa)onal change, and translate it to UK policy and 
prac)ce. 

6.3 Key strengths of the UK context 
Despite the social care crisis, we have some advantages in the UK.  

Firstly, our smaller organisa)ons don’t lend themselves to TIC organisa)onal change, but they do 
lend themselves to individualised and person-centred care. They lend themselves to making changes 
at the interac)onal level. 

 

There are different 
assump)ons and 
expecta)ons in the USA 
about how organisa)ons 
are run. By illustra)on, I 
was talking with a USA 
colleague recently about 
a care organisa)on’s 
struggles to engage with 
us on a quite low-level 
ini)al conversa)on about 
poten)al TIC 
organisa)onal change. He 
asked me: ‘what did they 
do last )me they did 
organisa)onal change?’ I 
explained I had never 
known a UK care provider 
engage in formal 
organisa)onal change.  
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Secondly, we have some key concepts at the heart of children’s social care which use language we 
don’t find in TIC, but which is cri)cally important. The recent government consulta)on paper, 
‘Children’s Social Care: Stable homes built on Love’ (2023) is illustra)ve.  

 

The UK social care context would struggle with some of the no)onal and therapeu)c language of the 
TIC models. However, it has been trying to legisla)vely embed the principles of love and belonging in 
the sector for the last decade. This is a huge opportunity to explore what this might mean to 
prac)cally embed love into organisa)ons within a TIC-inspired model for restoring resilience.   

This points to the development of a tailored TIC-inspired, love-and-belonging-focused package of 
organisa)onal support and change aimed at social care services for children and young people with 
intellectual disabili)es. Such a model would need to: 

- be specifically wri_en for organisa)ons who are caring for those with intellectual disabili)es, 
and cognisant of the complexi)es of suppor)ng non-speaking individuals. 

- be wri_en for the UK context – ideally in collabora)on with those in the sector, so that it is 
mindful of prac)cal constraints, as well as what can be culturally tolerated. 

- find shared language that fits the UK sector and makes sense to DSPs. 
- have as its focus the support and coaching of DSPs, leaning into their prac)cally-grounded 

work, rather than being philosophically-grounded, to respect and uphold the work that they 
are employed to do.  

- be wri_en in collabora)on with people with neurodiversity. 
- be piloted with several organisa)ons working in a collec)ve. 

There are key learnings from START’s approach, which builds organisa)onal, systemic and individual 
capacity around one individual in crisis. However, the vision for organisa)onal change that the TIC 
models hold and deliver is also cri)cal for long-term change in organisa)ons. We should be seeking 
to build care organisa)ons that are resilient enough to weather future crises, whatever they look like.  

Lastly, I think one of the biggest UK problems with implemen)ng TIC might be our biggest 
opportunity. What if a UK-tailored TIC-inspired model was grounded in the work of DSPs - the 
person-to-person, moment-by-moment interac)ons between caring adults and children being cared 
for? This is envisioned as a dual-level interven)on that seeks to coach and build capacity into a team 
around one individual in crisis, whilst simultaneously working on embedding TIC values into the 
organisa)on and culture.  

This paper echoes the long-established Key Principles 
from the Guide to the Children’s Home Regula)ons, 
which state: ‘Children in residen+al child care should 
be loved, happy, healthy, safe from harm and able to 
develop, thrive and fulfil their poten+al’ (2015: 6). 
Picture source:  Arleen wiese on Unsplash 

 

As we hold in one hand the evidence about the trauma presenta)ons inherent in the social 
care system in the UK, we must hold in the other hand the truth that trauma is recoverable. 
People and organisa)ons become trauma)sed because they are adap)ng to their current 
context and their experiences. Inten)onally and deliberately rebuilding the structures and 
systems of safety invites an organisa)on to adapt again – and recover.  
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6.4. How could this be achieved? 
- There is interest from some USA connec)ons in partnering to help create something like this, 

namely from ITTIC, TSI, START and John Keesler. 
- There is an awareness that the sector is struggling and that wholesale change is required.  
- There is a growing interest in TIC, and some great educa)on-focused ini)a)ves.  
- Unique Connec)ons is invested in this work. 

7.Conclusion 
This Churchill Fellowship has offered an opportunity to thoroughly examine TIC organisa)onal 
change in the USA. The USA presents a context in which TIC and the ideas around it are more 
culturally assimilated, and in which the sector is star)ng from an assump)on that this sort of work is 
necessary.  

This has enabled me to reflect on the context of the social care sector which supports children and 
young people with intellectual disabili)es. I am persuaded that trauma is a significant aspect of the 
work – as trauma presenta)ons are higher than average for every person involved, from those living 
in social care services, to the direct care staff, to the organisa)ons, and maybe even the sector as a 
whole. 

TIC seems like an obvious interven)on. However, it needs culturally adap)ng to the context of the 
UK. It also is not fit for purpose for those organisa)ons that are organised around trauma in an 
entrenched way.  

This strategic work needs to partner with the persistent, quiet focus of the role of love and belonging 
in the UK children’s social care legisla)on and guidance. This creates a space to go beyond simply 
crea)ng safe spaces that do not trauma)se, and move towards the crea)on of safe places, where 
love and connec)on are sought, and belonging is deliberately built-in. We must hold onto a certain  
hope that we can establish safety, love and belonging as the founda)ons for care services suppor)ng 
children with intellectual disabili)es, and move forward determinedly together to rebuild a resilient 
sector, that faces up to and offers healing to trauma at every level we find it. For we can certainly do 
it together. 

 

Summary of recommenda;ons 

A dual-focused TIC-inspired model for change should be created specifically for the care 
sector suppor<ng children with intellectual disabili<es in the UK.  

Focus One: applying TIC-inspired principles with one individual in crisis, as a way of 
evidencing impact and outworking prac<cal applica<ons with DSPs. 

Focus Two: strategically embedding TIC-informed principles into the organisa<on’s 
systems and processes.  

Crucially, these TIC-informed principles should reflect the UK priori;es for building 
children’s social care on the principles of love and belonging. 
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Appendices: List of contacts and organisa,ons 
 

Dates,  Loca+on 
& Key Host 

Project  Key contact Overview Related resources 

27th – 30th 
March 
 
Cha_anooga, 
Tennessee 
 
Hosted by Dr 
Dave Buck 

Adult Day Center 
Signal Centers  Simone Davis  Community support for 

adults with IDD 
Vlog with Simone 
 

Orange Grove 
Centre Rick Rader MD 

Wide ranging services 
for children and adults 
with IDD. 

Instagram post with 
Rick Rader:  

Bridges ABA clinic Dr Dave Buck 

Part of Cha_anooga 
Au)sm Center. 
Focused, 1:1 ABA 
training for children 
aged 2-8. 

 

31st March – 3rd 
April 
 
Hosted by Dr 
John Keesler  
 
University of 
Indiana, 
Bloomington, 
Indiana 
 
 

Stephanie  
Milestones @ ID 
and MH clinic 

Dr John Keelser, 
trauma and ID 
researcher at 
Indiana 
University (IU) 

Mental health support 
and counselling for 
people with ID 

YouTube 
Conversa)on with Dr 
John Keesler 

Rev Dr Sarah 
McKenney 
Stone Belt,  

ID advocacy and 
support 

YouTube 
Conversa)on with 
Sarah McKenney 

Dr Brandy Terrell, 
Southern Indiana 
Community 
Health Care 

Community-wide TIC 
project. 

 

Prof. Greg Lewis, 
professor of 
‘intelligent 
systems’, as part 
of the extended 
research into 
polyvagal theory 

Connected 
through Dr 
Stephen Porges  

 Summary of 
conversa)on with 
Prof Greg Lewis 

3rd – 5th April 
 
Buffalo 

Ins)tute of 
Trauma and 
Trauma)c-
informed Care, 
University at 
Buffalo (UB) 

Prof Sue Green 
& Dr Sam Koury 

Trauma Ins)tute which consults to around 15 
organisa)ons, with a manual developed in 
collabora)on with Sandra Bloom. 

9th April – 11th 
April 
 
New Hampshire 
 
Hosted by Dr 
Joni Beasley 

The New 
Hampshire START 
team at the 
University of New 
Hampshire 

Dr Joni Beasley, 
researcher 
professor and 
founder of 
START 

START’s mission is to improve the lives of 
people with intellectual and developmental 
disabili)es (IDD) and mental health needs (IDD-
MH) and their systems of support, through 
program implementa)on, research, evalua)on, 
training and professional development.  Bob Scholz, 

director of 
programme 
development 
Valarie 
Tetreault, START 
Program 
Director 
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12th April, 
 
Boston 

 Center for 
Bioethics, 
Harvard Medical 
School  

Rebecca 
Brendal, MD, 

Dr. Brendel’s clinical prac)ce has focused on 
pa)ents with complex psychosocial problems, 
including trauma, demen)a, mental illness, 
homelessness, substance abuse, decisional 
incapacity, lack of community support, and 
poverty.  

Trauma)c Stress 
Ins)tute (TSI) Steve Brown 

TSI offers a whole-systems change model to TIC 
over 18-24 months; it seeks to transform every 
sec)on of the organisa)on. In 2019, they 
developed an adapted programme for IDD 
organisa)ons and systems. 1 
 

15th – 19th April 
 
IBM centre for 
learning,   
Yonkers 
 

The Sanctuary 
Ins)tute (mee)ng 
on 15th; Network 
Days conference 
16th-19th).  

Maxine Reddy, 
Senior Director 

The Sanctuary Model offers a ‘blueprint for 
clinical and organisa)onal change, which… 
promotes safety and recovery from adversity 
through the ac)ve crea)on of a trauma-
responsive community’ (ANDRUS, 2023). 

22nd – 24th April 
 
Kennedy Krieger 
Ins)tute, 
 
Bal)more 
 
Hosted by John 
Campo, Vice 
President of 
Psychiatric 
Services and 
Luke Kalb, 
director of the 
Informa)cs 
Program at the 
Center for 
Au)sm and 
Related 
Disorders  

 
Neurobehavioural 
Unit 
 

Dr Hagopian 
and team 
Director of NBU 

Dr Hagopian and the NBU have been leaders in 
research around self-injurious behaviour. It was 
an immense privilege to meet Dr Hagopian and 
his team, and visit the NBU. 

Center for Child 
and Family 
Trauma)c Stress 

Dan Hoover, 
Clinical child 
and adolescent 
psychologist  

Dan Hoover and the Center for Child and 
Family Trauma)c Stress have begun closer 
collabora)on with the NBU, in recogni)on of 
the trauma-presenta)ons of many of the 
children in the NBU. This was very encouraging 
for me. 

Maryland Center 
for 
Developmental 
Disabili)es 

Marian 
Ofonedu 
Director of 
Training,  

Marian Ofonedu has done so key research in 
suicide and IDD, which I was interested in. She 
also shared some key insights around 
organisa)onal change. 

Katherine 
McCalla 

Assistant clinical director for the Center for Autism and Related 
Disorders 

Adolescent 
Psychiatric Ward 

Marcos Grados, 
Assistant 
professor of 
psychiatry and 
behavioral 
sciences  

Marcos Grados graciously toured me around 
the adolescent psychiatric ward. We discussed 
some key cases of complex presenta)ons from 
young people with MH-IDD. 

25th April 
 
Washington DC 

William Sullivan 
MD, Kennedy 
Ins)tute for 
Ethics, 
Georgetown 
University, 
Washington. 

 

Dr. William F. Sullivan’s clinical and academic 
work integrates ethics and primary health care 
of people with intellectual and developmental 
disabili)es (IDD). We had some fascina)ng 
discussions about development of interna)onal 
standards for the primary care of people with 
IDD.  

 


