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Introduction

1 What is your name?

Name:
Sandra Butcher

2 What is your email address?

Email address:
sandra.butcher@nationalfasd.org.uk

3 Please choose the category which best describes you.
Charity
4 If applicable, what is the name of your organisation?

Name of organisation if applicable.:
The National Organisation for FASD

5 If applicable, what is your role within the organisation?

Role in the organisation, if applicable.:
Chief Executive

6 Which of the following options best describes what you are submitting?

| want to provide my insights on what support works and give responses to the reform proposals [consultation paper sections 1 and 2]
7 Would you like us to keep your responses confidential?

No

Reason for confidentiality::
Section 1 - What works for children and families?

8 Areyou:

A family member of an adopted or kinship care child or young person, or an interested third party?

9 What support do you think helps to maintain or improve children’s and young people’s mental health and wellbeing?
Please provide your response::

Having a solid understanding of the needs and medical conditions of children and young people is essential to help their mental health and wellbeing.
This is true for those with FASD (Fetal Alcohol Spectrum Disorder). FASD has a prevalence of 2-4% in the general population but is higher among different
cohorts, including those who are adopted and those in kinship care. Those who have FASD can have other related medical conditions and it is important
to understand the cause of the challenges to ensure the best possible outcomes for those young people and to allow them to become effective
self-advocates.

FASD is explicitly named in the consultation as a key driver of complex needs in adopted and kinship children. Every major proposal that is an outcome
from this consultation must be designed and tested with FASD in mind, not just “trauma and autism”.

The consultation acknowledges that many adopted and kinship children face “complex challenges”, explicitly including “the consequences of Foetal
Alcohol Spectrum Disorder or neurodevelopmental conditions such as autism”. It also states that needs assessments “do not always appropriately
consider the impacts of, for example, neurodevelopmental conditions (such as autism) or Foetal Alcohol Spectrum Disorder (which disproportionately
affects the adopted and kinship cohort of children)".

The DfE already accepts that FASD is common in this cohort and that current systems miss or misinterpret it. Therefore a natural and imperative outcome
of this consultation should be system change to ensure that this current known weakness is not continued.

10 Why does this support help?



Please provide your response::

People with FASD have written the UK FASD Manifesto, designed to act as a reference document for professionals working with people with FASD and
other additional needs, who are often side-lined in their own care (see https://nationalfasd.org.uk/the-uk-fasd-manifesto/). In it, people with FASD
themselves answer this question.

In the UK FASD Manifesto, people with FASD urge those who are trying to support them to "listen to us," "know our brains are different and sometimes
we don't get it," "treat us with the same respect as others," "remember our difficulties are lifelong," "learn more about FASD," "never give up on us" and
"help us to shine brighter." They said, "remember, just because you can't see our disability doesn't mean we don't have one."

One young person said, "People with FASD have a right to support from medics and teachers who take the time to understand us and our disability.”
Another said, "People with FASD should be treated equally. Remember that it's a brain-based condition and not wilful behaviours, it's symptoms of our
condition.”

FASD diagnosis and FASD-informed support can change trajectories and create brighter tomorrows - surely that is the hope of the ASGSF.

“It's critical that we listen to the voices and experiences of people with FASD as we begin to ramp up services across the UK following on from the NICE
Quiality Standard on FASD. This manifesto should be a great starting point for every discussion any professional has when supporting a person with
FASD.”

Prof Raja Mukherjee, Consultant Psychiatrist and FASD Service Lead

"People with FASD and indeed other conditions tell us they are often spoken down to or do not have their communication needs addressed properly. This
can cause an array of issues. By asking people with FASD directly how they would like to be treated, we can establish the best possible basis for effective
and supportive communication.”

Dr Patricia Jackson, Paediatrician, SIGN-156 co-chair, National FASD Trustee

(Source: https://nationalfasd.org.uk/the-uk-fasd-manifesto/)

11 What could be improved about this support?
Please provide your response::

+ FASD is common in this cohort

0 DHSC HNA and NICE QS 204 both recognise FASD as a common, underOdiagnosed condition; some research shows that up to 75% of children put
forward for adoption have probable prenatal alcohol exposure. (Gregory et al., 2015)

o The consultation already concedes that FASD disproportionately affects adopted/kinship children: therefore FASD should be treated as a core design
principle, not a footnote.

* Unrecognised FASD drives the “complex needs” and breakdowns the consultation is trying to prevent

o Research and practice evidence show that unrecognised FASD is linked to high rates of placement stress, adoption breakdown and later
deprivationOofDliberty situations, precisely the crises this consultation cites. (Petrenko et al., 2020, Gibson et al., 2025, DHSC, 2021.)

o Without systematic FASD identification and support, the new system will still misinterpret disability as “behaviour” and intervene too late.

* This consultation must align with existing national guidance

o Adoption/kinship reforms must operationalise NICE QS 204, SIGN 156 and the DHSC HNA for this cohort, including QS 204 statements on assessment
and management plans, SIGN 156 on multiddisciplinary assessment and longOterm support, DHSC HNA on multilsector working and better service
organisation.

« It is essential that it should be collproduced with people with FASD, FASDOexperienced families and young people

o The consultation emphasises “user journeys”; National FASD recommends that policy makers work directly with people with FASD, and adoptive and
special guardian families living with FASD, and with organisations such as National FASD and other members of the FASD UK Alliance and Kinship, when
developing the baseline offer, assessment frameworks and practice guides.

Section 2: Proposals to reform the adoption and kinship support system.

12 Proposal 1: Develop a baseline offer of parenting support and training at the point of adoption and kinship care. Do you agree with this
proposal?

Strongly agree
Please explain your response::

* The baseline parenting offer must include FASDOspecific content, not generic “behaviour” or trauma training.

* Training for adopters/special guardians should cover:

o how FASD presents differently from “attachment difficulties” or autism;

o the impact on executive function, memory, learning and daily living;

o realistic expectations and neurobehavioural strategies in the home, school and in all related therapeutic settings.

Why it matters:
+ Avery high proportion of adopted children have probable prenatal alcohol exposure, and many meet criteria for FASD; carers repeatedly report that
lack of FASD understanding damages placements and increases the risk of breakdown. (Petrenko et al., 2020, National FASD, April 2025).



+ Without FASDOinformed training, the same behaviours are misframed as wilful nonOcompliance, which contradicts the consultation’s aim to reduce
unnecessary escalation and placement instability.

+ Research shows that understanding the neurobehavioral nature of the challenges faced by those with FASD leads to use of brain-based strategies that
promote healthier relationships and increased confidence and happiness among the children and young people and those caring for them.
Misunderstanding the cause of the behaviours as wilful can lead to consequence based strategies that are ineffective and lead to further spiralling.
Petrenko et al, 2016 https://www.sciencedirect.com/science/article/abs/pii/S0891422216302025

13 Proposal 2: Strengthen peer and community support for adoptive parents and children. Do you agree with this proposal?
Strongly agree
Please explain your response::

+ Peer support networks should explicitly include:

o FASDUOspecific parenting groups and mixed neurodevelopmental groups that understand FASD and have proven FASD training as called for by NICE
Quiality Standard 204 and the DHSC FASD Health Needs Assessment;

0 access to charities and hubs already working on FASD with adoptive families (National FASD and other members of the FASD UK Alliance).

Why it matters:
+ Adoptive families caring for children with FASD often report extreme isolation and not being believed by services; FASDUliterate peer support reduces
crisis and improves resilience, directly aligning with the aim to “reduce isolation and build resilience”.

* This would help to ensure that everyone around the child understands the behaviours as neurobehavioural and encourage them to use brain-based
strategies rather than relying on consequential strategies which are likely to backfire. This (combined with the neurodevelopmental and other
assessments as called for in NICE Quality Standard 204) also helps ensure those around the child support the developmental age rather than
chronological age. This helps ensure a more successful transition into adulthood.

14 Proposal 3: Provide proactive support for adopted and kinship children at key life stages, such as transitions to secondary school. Do you
agree with this proposal?

Strongly agree
Please explain your response::

* The “key life stages” programme should explicitly assume that FASD is one of the main underlying neurodevelopmental drivers of difficulty at transitions
(especially primary-secondary and into adulthood). Transitions are identified as being important by NICE Quality Standard 204, the DHSC FASD Health
Needs Assessment and SIGN 156 (in effect in England, Scotland and Wales).

* Toolkits and workshops for transitions should be coldesigned with FASDOinformed clinicians and livedOexperience families and should include:
o guidance on reasonable adjustments in school/college for FASD;
o realistic independence planning, recognising lifellong support needs and vulnerability to exploitation. (Gibson et al., 2025)

Why it matters:

* FASD is associated with high rates of school exclusion, mental health issues and later justice involvement if unrecognised; proactive, FASDOaware
support is exactly the kind of early intervention the consultation says it wants to invest in. (Gibson et al., 2025, DHSC, 2021)

* The FASD evidence shows that: FASD is much more prevalent among children in care, adopted from care and those with high ACE scores, and is often
mislabelled as attachment disorder or trauma alone. (Flannigan et al., 2022, Price et al., 2025, Mukherjee, 2021, Flannigan et al., 2020). One study in
Peterborough showed 27% of those in care had FASD. It also noted that 75% of adoption reports indicated prenatal alcohol exposure (Gregory et al.,
2015); Care experienced children with unrecognised FASD are at increased risk of exclusion, justice involvement and severe mental health crises (Price et
al., 2025, Flannigan et al., 2022, Flannigan et al., 2020); Early diagnosis and FASD informed support can reduce “secondary disabilities” such as school
failure, offending and substance use (Peadon et al., 2010, Mukherjee et al, 2011, Price et al., 2025).

15 Proposal 4: Enhance plans to better meet children’s needs, setting clear expectations for families and services via Practice Guides. Do you
agree with this proposal?

Strongly agree
Please explain your response::

+ Adoption support plans and kinship Family Network Support Plans should:

o require practitioners to ask about prenatal alcohol exposure and note any FASD diagnosis/suspected FASD (they should have training in how to ask
these questions using best practice, including motivational interviewing and non-stigmatising language. National FASD has developed such resources for
maternity teams and is seeking funding to reorient these resources for a wider range of practitioners);

o include FASDOspecific adjustments and signposting in the plan template (e.g. cognitive expectations, supervision levels, communication strategies).

o Ensure that other specialists engaged - Occupational Therapists, Speech and Language Therapists, play therapists, family therapists, psychotherapists,
those conducting life story work, those providing parent training courses, those providing therapeutic short breaks, etc, all have FASD training as called
for DHSC HNA and NICE Quality Standard 204. (This includes the education team as well - including Virtual Schools, SENCOs and others supporting
children in education.)



* Practice Guides should crossOreference NICE QS 204 and SIGN 156 and explain how FASD fits into adoption/kinship planning.

Why it matters:
+ Current plans often focus on “attachment and trauma” and miss the underlying neurodevelopmental disability; the consultation itself notes that
behaviours are misread as “just acting out” instead of unmet or undiagnosed need. (Peadon and Elliott, 2010)

+ Aligning the DfE practice guides with NICE QS 204 and SIGN 156 will help deliver the DHSC FASD Health Needs Assessment call for multilsector working
and better organisation of services.

+ A 2019 study from Alan Price concluded that if a person has

FASD and has experienced trauma, they tend to be functionally more similar to

children with just FASD than they are to children with just trauma. Traditional parenting strategies for trauma or attachment may backfire on a child with
FASD. (Price, https://tinyurl.com/PricePhD and
https://nationalfasd.org.uk/documents/FASD%20and%20Trauma%20for%20Foster%20Carers%20FINAL%20v3.pdf)

16 Proposal 5: Standardise needs assessments for adopted and eligible kinship children, and commission social care, health and education
support based on their needs. Do you agree with this proposal?

Strongly agree
Please explain your response::

+ National FASD strongly welcomes the explicit mention that FASD “disproportionately affects the adopted and kinship cohort of children” and encourage
this to be continue to be highlighted. We call for:

o all standard tools to include structured questions on prenatal alcohol exposure and FASD screens;

o multildisciplinary assessment teams to have at least one FASDOtrained clinician and clear referral routes into FASD diagnostic pathways compliant with
NICE QS 204.

o Multi-disciplinary teams should use NICE Quality Stanard 204, SIGN 156 (in effect in England, Scotland and Wales), and DHSC FASD Health Needs
Assessment - all of which are recognised clinical and research standards - as part of a multi-disciplinary standardised needs assessment.

+ FASD should not be excluded as a “standlalone” assessment under ASGSF rules if QS 204 criteria are met - otherwise the fund design itself will block
the very diagnoses this consultation recognises as important. That said there should not be too low of a cap here, that could encourage substandard
FASD diagnoses from private clinics that are not in line with NICE Quality Standard 204 and SIGN 156.

+DfE and DHSC should work together to ensure FASD diagnostic capacity is increased across the NHS. These children and young people are already in the
systems, FASD diagnosis and FASD-informed support will ensure the best use of funds to avoid ineffective therapies and use of services.

Why it matters:

+ DHSC's HNA and QS 204 both highlight underQdiagnosis and patchy diagnostic capacity; adoption/SG pathways are a major opportunity to identify FASD
early and prevent secondary harms, but that only works if assessments systematically look for it.

* There is a very high rate of overlap with other conditions like mental health, autism and ADHD. Failure to include FASD will continue inefficient use of
limited resources and lead to misdiagnoses or missing the aetiological cause. (National FASD, 2026). ASD is present in around half of ADHD cases (Peadon
and Elliot, 2010). The national FASD service in Surrey’s currently show that 75% of those they diagnose with FASD also have ADHD (private
correspondence with Prof Raja Mukherjee). There are no solid estimates yet on the exact rate of overlap with autism, but the national FASD clinic again
shows currently that about 75% of those they diagnose with FASD also have autism. One study (Flannigan et al., 2022) states, “Compared to the general
population, individuals with FASD are reported to be 10 times more likely to have ADHD, 20 times more likely to have substance use problems, and 25
times more likely to be diagnosed with a psychotic disorder (Popova et al., 2016, Weyrauch et al., 2017). Challenges with substance use (Dodge et al.,
2019; Goldschmidt et al., 2019) and suicidality (Dirks et al., 2019; O'Connor et al., 2019; Flannigan et al., 2021b) are also common in this population.”
Mental health challenges include anxiety, depression, suicidality and psychosis. (Price et al, 2025, McLean, 2019, Streissguth et al., 2004; Pei et al., 2011;
Weyrauch et al.,, 2017; Temple et al., 2019).

+ Without ensuring FASD diagnosis, the very children and young people most likely to have FASD - care experienced, traumatised, multiply excluded - will
be treated as noise in the data rather than a defined population whose needs can be addressed. (Dow et al., 2020, Price et al., 2025)

* It is more important than ever to ensure people with FASD receive appropriate diagnosis and support. More than 100 experts (National FASD, June 2025)
expressed concern that planned changes to benefits and education mean that people with FASD are now facing a more uncertain and risky future than
ever.

17 Proposal 6: Require clinical adoption support therapies to be compliant with NHS evidence standards. Ensure all interventions are well
evidenced and assessed. Do you agree with this proposal?

Not Answered
Please explain your response::

* When tying clinical support to NICE evidence standards, ensure:
o FASDOinformed interventions (carer training, environmental adaptations, executivelfunction coaching, etc.) are recognised as legitimate and funded



where evidence exists, even if not in classic RCT formats;

o commissioners understand that FASD is a lifelong condition and that “shortOterm traumalonly” packages will not be sufficient;

o There needs to be more tracking of improvement of quality of care over time for those with prenatal alcohol exposure and FASD as called for in NICE
Quiality Standard 204. This can start by ensuring that the ASGSF is tracking who it is supporting with FASD. (We note here that there are new SNOMED
codes for FASD and there should be every effort to be made to ensure that all with FASD are coded appropriately in their medical records. See for
example University of Bristol, https://www.bristol.ac.uk/population-health-sciences/centres/cph/research-areas/research/alcohol/fasd/.)

o Ensure that the DHSC FASD Health Needs Assessment, NICE Quality Standard 204, and SIGN 156 (in effect in England, Scotland and Wales) are included
in the evidence base and that any resulting guidance reflects the identified needs of this population who have been prenatally exposed to alcohol and/or
diagnosed with FASD.

o Engage with coalitions like SEND in the Specialists (convened by RCSLT) to ensure that the coming SEND reforms work in conjunction with these
changes and that in every area there are therapists trained in FASD as called for by NICE QS 204.

18 Proposal 7: Devolve Adoption and Special Guardianship Support Fund funding and responsibility to regional and/or local decision makers.
Do you agree with this proposal?

Not Answered
Please explain your response::

* If there is a move to more devolved funding and strategic commissioning it should:

o expect Regional Adoption Agencies and local authorities to include FASD prevalence, needs and tracking of improvements in quality of identification of
those at risk for FASD, diagnosis and care management as called for by NICE Quality Standard 204 in their commissioning strategies;

o encourage NHS FASD and FASD-informed neurodevelopmental pathways so families do not face a split between DfEOfunded support and
healthOfunded diagnosis.

o ensure that local and regional commissioning is meeting NICE QS 204 - National FASD's research (2024) has shown that uptake of NICE QS 204 has been
patchy and local areas are failing to track improvements in quality of care.

There needs to be more joined up thinking across services. We are pleased to hear some of that has been happening at the moment between DfE and
DHSC, though we expect this to lead to systemic change if it is to be more than a tick-box exercise.

That said there needs to be greater Parliamentary oversight to ensure that any changes to the ASGSF are in line with NICE Quality Standard 204, DHSC
Health Needs Assessment and SIGN 156 (the diagnostic guideline in effect in England, Scotland and Wales) and also the current statutory guidance for
looked after children medicals (2015) which calls for consideration of FASD in medicals.

SIGN 156 says that prenatal alcohol exposure should be 'actively considered' as a cause for neurodevelopmental delay - it is meant to be one of the first
things considered, not the last.

19 Proposal 8: Improving value for money to ensure every pound spent is used efficiently, sustainably and on families. Do you agree with this
proposal?

Not Answered
Please explain your response::

Value for money should be considered on a spend to save model widely recognised in the NHS. Ensuring the appropriate diagnosis and support for those
with FASD can help ensure brighter outcomes for some of the most vulnerable in society. Hundreds of hours of research has been done across the DHSC,
SIGN and NICE to come up with the policy guidance on ensuring that those with prenatal alcohol exposure and FASD are identified, diagnosed, and
appropriately supported. A small investment in ensuring appropriate training and FASD-informed support across the workforce supporting those who are
adopted or under special guardianship will go a long way to ensuring better outcomes for some of those for whom the system is currently failing and also
to ensuring a better use of Government funds. The ASGSF should do its part to meet the improvement in quality of care called for by NICE QS 204 and the
DHSC FASD HNA.

20 Do you have any further comments?
Please write your comments ,if any::

+ National FASD and others have warned that ASGSF changes and cuts already risk reducing access to FASD assessments; unless FASD is explicitly
protected in the new model, the reforms could worsen the diagnostic gap this consultation acknowledges. (National FASD, April 2025)

* There is a danger that not working closely with DHSC/NHS (in line with NICE Quality Standard 204, the DHSC FASD Health Needs Assessment and SIGN
156 (in effect in England, Scotland and Wales) to develop local neurodevelopmental pathways that include FASD-informed practitioners and that ensure
FASD diagnosis may encourage families to seek private diagnoses.

There have been instances where these private diagnoses cut corners to ensure the costs are below the caps for the Adoption and Special Guardianship
Support Fund levels. This can result in substandard diagnoses and diagnoses that are not recognised by local NHS services, creating more frustration and
instability in vulnerable families with a very negative impact on people with FASD or suspected FASD.

There is a generational moment at hand to finally begin to align policies and to have some joined up thinking on how to ensure some of society's most
vulnerable are receiving effective, compassionate and forward-looking support. FASD is part of what's been missing previously and a significant part of
why services and interventions to date have been less than effective - at great cost to people with FASD and their families, sometimes leading to



breakdown of families that otherwise might have been able to stay together. National FASD stands ready to assist in putting in place FASD-informed,
brain-based strategies that are proven to help. We believe the recognition of the importance of FASD in this consultation is an important step - and we
hope and expect that will lead to sorely needed systemic change moving forward.
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