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Introduction

Portsmouth Down Syndrome Association (Portsmouth DSA) provides specialist services and
training to families, as well as to education and health professionals across the South of
England and beyond. As one of the UK’s leading specialist school advisory service providers,
Portsmouth DSA directly supports successful inclusion in over 100 schools and colleges.

As a co-founder of the National Down Syndrome Policy Group, we work collaboratively to
improve policy, provision, and outcomes for people with Down syndrome. We also played a key
role in drafting the Down Syndrome Bill and have actively supported its passage through
Parliament, as well as the development of the Act’s statutory guidance.

Like other Down syndrome organisations, Portsmouth Down Syndrome Association welcomes
the publication of the draft statutory guidance accompanying the Down Syndrome Act 2022.
We recognise the significant work undertaken by all to consolidate information relating to
people with Down syndrome into a single document and acknowledge this as an important and
positive step forward.

We also recognise the leadership and contribution of the National Down Syndrome Policy
Group (NDSPG), the All-Party Parliamentary Group on Down Syndrome (APPGDS), and sector
organisations such as Down Syndrome UK and the Down Syndrome Research Foundation UK in
shaping both the Act and its guidance.

However, drawing on lived experience from families in Portsmouth and the south, alongside
national evidence and sector-wide feedback, we have serious concerns that the guidance in its
current form does not yet deliver on the ambition or statutory intent of the Act.

People with Down syndrome have recognised and well-evidenced differences in their
education, health and speech, language and communication profiles, meaning they typically
require approaches that reflect these specific strengths and challenges, not generic ones.

Families are not asking for special treatment; they are asking for fair treatment, rooted in an
honest recognition of what works. Without a clear commitment to Down syndrome-specific
training and interventions, backed by overwhelming expert research and the voices of more than
70 specialist organisations, UK experts and the All-Party Parliamentary Group on Down
Syndrome, the Act risks becoming symbolic rather than transformative.
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Key Concerns and Gaps

1. Purpose and Intent - A Missed Opportunity for Transformation

The Down Syndrome Act 2022 was designed to drive improvement and accountability.
However, the draft guidance is largely descriptive rather than directive, focusing on what
services already do instead of what they must do.

This represents a fundamental dilution of the Act’s purpose. The guidance must be reframed as
a mechanism for change, not a summary of existing practice.

2. Omission of Down Syndrome - Specific Training

One of the most significant gaps in the guidance is the absence of any clear requirement for
Down syndrome-specific training, and all sections, even a failure to recognise its benefits.

Across Portsmouth, families consistently report that:

e Professionals lack understanding of the distinct learning, health, and communication
profile associated with Down syndrome

e Generic learning disability training is insufficient to meet these needs

e Thisresults in misdiagnosis, inappropriate provision, and persistently low
expectations

While the guidance identifies areas of need, it:

e Stops short of requiring the training necessary to meet those needs
e Fails to recommend condition-specific training in each section, even where
comparable recommendations are made in other areas

This creates a fundamental imbalance between identifying need and enabling delivery,
representing a significant structural weakness within the guidance.

Portsmouth Down Syndrome Association strongly recommends:

¢ Mandatory, accredited Down syndrome-specific training across health, education,
social care, and employment services

¢ As aminimum, explicit recognition in each chapter throughout the guidance of the
benefits and necessity of condition-specific training

e Clear expectations for implementation, alongside robust mechanisms for monitoring
and accountability

Without these measures, the guidance risks failing to effect meaningful change in practice or
outcomes, falling short of the original intent of the Act.
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3. Speech, Language and Communication — Core Need Not Matched by
Provision

Provision recommendations are inconsistent, particularly regarding specialist training and
support for communication. While the guidance acknowledges the importance of speech and
language needs, it fails to define clear provisions in the same way it does for other areas,
creating a critical gap:

¢ Communication is fundamental to all aspects of life.
o All people with Down syndrome experience some form of communication challenge.
o Yet Speech and Language Therapy (SLT) is often treated as optional or peripheral.

This approach contradicts both the evidence base and lived experience.
Portsmouth DSA supports sector recommendations that:

e SLT must be recognised as a core service, not an add-on

e Speech and language therapists must be embedded in multidisciplinary teams

e The benefits of communication support must be highlighted from birth (E.g. Feeding)
and throughout childhood and schooling, and into adulthood, as learning does not
plateau.

e The evidence report submitted by the Down Syndrome Clinical Excellence Network
(DS CEN) for Speech and Language, an organisation of 130 specialist SLTs, along with
recommendations from leading specialist SLT organisations such as Symbol UK must
be incorporated into the guidance: DS CEN Response to DS Act 2022 Guidance | Down
Syndrome CEN.

e The content of the guidance must be driven by proven evidence and identified need,
not constrained by concerns about potential funding, staffing, geographic, or
historical limitations.

Without this key provision, individuals are:

¢ Unable to effectively express needs

e At higherrisk of behavioural distress

o Disadvantaged in all areas of social engagement, education, healthcare, and
employment

4. Diagnostic Overshadowing - Insufficient Action on a Known Cause of
Harm

Diagnostic overshadowing remains one of the most serious and life-threatening issues
affecting people with Down syndrome. While acknowledged, the guidance:

e Does not provide clear protocols
¢ Does not mandate investigation of changes in behaviour or health
¢ Fails to embed this into clinical decision-making

Evidence shows this leads to:
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e Missed diagnoses (e.g., cancer, infections, mental health conditions)
o Delayed treatment

e High levels of avoidable mortality

¢ Reinforcement of systemic prejudice and inequity in care

Thereis also:

¢ No meaningful reference to Down Syndrome Regression Disorder (DSRD)

e Limited emphasis on proactive health monitoring

e Limited highlighting of the benefits of Down Syndrome-specific care pathways (e.g.,
maternity or childhood care pathways), which have been shown to improve health
experiences and outcomes and support better long-term care.

Portsmouth DSA recommends:

e Explicit clinical requirements to investigate all changes in presentation

e The consultation process limited the ability to provide comprehensive and
meaningful feedback.

¢ Keyconcerns:

o Restrictive word limits constrained detailed responses.

e Prescriptive formats limited nuance and depth.

¢ Misalignment between questions and guidance content.

¢ Insufficient accessibility, including lack of easy-read materials.

¢ Limited opportunity to address inaccuracies or omissions.

¢ Recommended actions:

o Provide accessible formats, including easy-read versions.

¢ Allow more flexible and detailed response options.

o Align consultation questions with guidance content.

¢ Include dedicated sections for key themes.

o Demonstrate how feedback informs revisions.

o Ensure expert evidence is incorporated.

¢ A moreinclusive and flexible consultation process is essential to ensure that
future guidance reflects lived experience, expert knowledge, and delivers
meaningful, evidence-based improvements.

e ondiagnostic overshadowing

¢ Inclusion of DSRD and other condition-specific risks

e Clear expectations for annual health checks, screening, and follow-up

¢ Integration of Down Syndrome-specific care pathways (e.g., Maternity Care Pathway
QA Hospital Portsmouth and health pathways such as BUDDS Barnett Integrated Care
Pathway) to improve health outcomes and support better long-term care
Portsmouth-DSA-New-Parent-Maternity-Pathway-Casestudy-.pdf
BUDDS - Down Syndrome Integrated Care Pathway

5. Inaccurate and Ambiguous Language

The guidance makes incorrect statements and uses wording which risks minimising need, for
example:

o Suggesting “most” individuals have a learning disability
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e Stating supportis “likely” required

This is factually incorrect.

ALL people with Down syndrome have some level of learning disability, and individuals will all

require some level of support.
Imprecise language leads to:

¢ Inconsistent identification of need

e Barriers to accessing support and funding

¢ Reduced accountability

¢ Undermining of existing understanding and provision

This must be urgently corrected and alighed with existing Government guidance.

6. Needs Identified but Not Matched with Provision

A consistent issue throughout the guidance is the disconnect between identifying needs and

specifying provision.
Examples include:
e Communication needs without defined SLT input
e Learning profiles without specialist teaching strategies
e Health risks without specialist clinical pathways
This significantly limits the guidance’s practical value.
In addition, there are major gaps in:
e Earlyyears provision
¢ Further Education and Residential Options and Rights
e RSHE
e Access to qualifications
e Transportrights
Portsmouth DSA recommends that all identified needs are directly linked to:
¢ Required provision

¢ Commissioning responsibilities
¢ Measurable outcomes

7. Education - Inclusion Without Infrastructure

While inclusion is referenced, the guidance does not make it deliverable in practice.
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Families and educators report consistent barriers including:

¢ Lack of adequately trained staff with Down syndrome-specific expertise to deliver
meaningful inclusion in the classroom. Teachers do not automatically receive training on Down
syndrome and effective inclusive practice, relying instead on minimal in-service or
charity-provided input when available.

¢ Persistent inadequate support in mainstream settings, with insufficient resources, large
class sizes, and limited specialist provision undermining inclusion.

* Low expectations for achievement and inconsistent differentiation, leaving many students
without access to accessible curricula or appropriate assessment pathways.

* Inaccessible exam pathways and automatic exemptions from assessments rather than
meaningful adjustments that allow authentic participation.

¢ Insufficient emphasis on Relationships, Sex and Health Education (RSHE) tailored to
communication, autonomy, and safety needs for pupils with Down syndrome.

¢ A lack of meaningful work experience and equal post-16 opportunities, with vocational
pathways often inaccessible and unsupported.

* Transport challenges and residential barriers that limit access to suitable placements and
continuity of support.

* Automatic EHCP status - legal recognition exists but does not safeguard against inconsistent
implementation or reinforce inclusive practice, with lack of accountability for local authorities
in practice. (Check ongoing SEND White Paper Updates)

Inclusion without support is not inclusion.

Portsmouth DSA recommends:

¢ Down syndrome-specific training recommended for all educators and support staff to
ensure understanding of strengths and challenges and effective pedagogical approaches.
¢ Adequate resourcing and specialist support in mainstream schools so that inclusive
practice is achievable and not merely aspirational.

¢ High expectations, differentiated curricula, and accessible assessment pathways that
enable students to demonstrate learning without automatic exemptions.

¢ Meaningful RSHE tailored to learners’ developmental and communication needs.

¢ Equitable work experience and post-16 opportunities that reflect students’ skills and
aspirations.

¢ Use of school census data and monitoring to plan, allocate resources, and evaluate
inclusive provision consistently.

8. Legal Clarity and Accountability
The legal drafting is unclear and risks inconsistent interpretation.
Issues include:

e Confusion between “must”, “should”, and “may”

o Weak explanation of “due regard”

e Lack of enforceable accountability mechanisms

This ambiguity:
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¢ Weakens the guidance
¢ Reduces compliance
¢ Undermines the Act’s authority

Clearer legal drafting and stronger accountability structures are essential.

9. Human Rights and Lifelong Pathways

The guidance fails to adequately uphold the human rights of people with Down syndrome
across the lifespan. While it references stages of life, it does not embed clear, rights-based
expectations from prenatal support through end-of-life care, leaving critical gaps in practice.

Areas insufficiently addressed include:

¢ Prenatal care with balanced, unbiased, and up-to-date information at diagnosis.

¢ Transition to adulthood and coordinated multi-agency planning.

¢ Employment pathways and meaningful work opportunities.

e Ageing, dementia, and long-term health support.

¢ End-of-life care, including personalised plans and protections against discriminatory
practices such as inappropriate use of DNR (Do-Not-Resuscitate) notices or
assumptions about quality or value of life.

Families continue to report:

o Negative, biased, and outdated messaging at diagnosis.

¢ Poorly coordinated or absent transition planning.

¢ Limited access to work experience, employment, and independence initiatives.
¢ Insufficient support for ageing, dementia-related needs, and palliative care.

Important evidence and concerns:

e People with Down syndrome and other learning disabilities continue to die significantly
younger than the general population. According to the 2023 LeDeR (Learning from
Lives and Deaths) report, adults with a learning disability die on average 19.5 years
earlier than adults without a learning disability, based on deaths notified between
January-December 2023 (published September 2025, updated January 2026).

e The same report shows around 39% of deaths in people with learning disabilities were
classed as avoidable, nearly double the rate in the general population (~21-22%).

e Around 37% of deaths involved delays in care or treatment, with many cases failing to
meet diagnosis or treatment guidelines, highlighting systemic inequities in healthcare
delivery.

o While LeDeR covers all learning disabilities, Down syndrome is included and faces
similar disparities, including earlier onset dementia, respiratory and cardiac
vulnerabilities, and premature mortality.

e Historically, life expectancy in Down syndrome has been up to 28 years lower than the
general population, and despite medical advances, persistent gaps in access to
timely healthcare, monitoring, and specialist support continue to contribute to
preventable deaths.
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Portsmouth DSA recommends:

¢ Down syndrome-specific training for all health professionals, to ensure
understanding of condition-specific needs, early signs of health risks, dementia, and
communication support.

e Clear, rights-based pathways from prenatal care through end-of-life, ensuring
continuity and dignity of support.

¢ Coordinated multi-agency transition planning at key life stages (e.g., school-to-adult
services, post-16 education, health and social care integration).

¢ Stronger expectations around work experience, employment, and independence,
with access to meaningful, supported opportunities that reflect individual strengths.

¢ Explicit guidance on ageing, dementia care, and personalised end-of-life support,
including safeguards against discriminatory assumptions or protocols (e.g., misuse of
DNR decisions).

¢ Improved health monitoring, screening, and early intervention pathways to address
preventable health risks and reduce avoidable mortality.

e Theinclusion of the most recent LeDeR Annual Reportin the links section
kcl.ac.uk/ioppn/assets/pdfs/leder/2023-final-updated.pdf

e Inclusion that the LeDeR programme invites anyone to report the death of a person
aged 18 or over with a learning disability using an online form, and information from
these reports is used by NHS England and local Integrated Care Systems to review care
pathways and improve future services for people with learning disabilities. Report the
death of someone with a learning disability or an autistic person

In addition, in light of the Assisted Dying Bill currently pending in Parliament, should it
become law before the guidance is finalised, the guidance should reflect the legal changes
while continuing to safeguard the rights, protections, and dignity of people with Down
syndrome.

These measures are essential to uphold rights and dignity, address systemic prejudice in

healthcare and education, and ensure equitable outcomes for people with Down syndrome
throughout their lives.

Conclusion

Portsmouth DSA strongly supports the intent of the Down Syndrome Act and recognises the
draft guidance as an important foundation. However, in its current form, it is:

e Too passive
e Too ambiguous

e Too reliant on existing systems

It does not yet provide the clarity, accountability, or specificity required to deliver meaningful
change.

Without significant revision, there is a real risk that:
¢ Inequalities will persist

e Variationin services will continue
e This vital opportunity to improve outcomes will be lost
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Summary of Priority Recommendations
Portsmouth DSA calls for the guidance to be strengthened by:

¢ Embedding mandatory Down syndrome-specific training across all sectors
e Providing clear protocols to prevent diagnostic overshadowing

e Recognising speech and language support as a core, lifelong need

e Ensuring factual accuracy and precise language

e Linking identified needs directly to provision and accountability

o Strengthening legal clarity and enforceability

e Establishing coordinated, lifelong service pathways

¢ Promoting high expectations, inclusion, and employment opportunities
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