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Understanding the needs of a PDA Carer

A guide for understanding and supporting families living with
extreme nervous-system stress

Pathological Demand Avoidance (PDA) is an autistic profile where anxiety drives a need for
autonomy and control. This often presents as extreme anxiety around perceived demands,
which can lead to avoidance, dysregulation or shutdown. The responses seen in children and
young people with a PDA profile are often viewed as ‘oppositional’ or ‘defiant, but they are
driven by an overwhelming need to feel safe and in control. It’s also important to note that
the individual may struggle with aspects related to social communication, sensory
differences and rigidity of thoughts/routines and this part of being autistic is often
overshadowed by the PDA response.
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Why is it important to understand the role of carers?

When you support a child with a PDA profile, you are never just supporting the child in front
of you.

You are stepping into the life of a family whose days are shaped by a nervous system that
rarely gets the chance to settle — where even the smallest moments can carry the weight of
overwhelm, and where safety has to be created again and again, every single day.

Behind what you see, there is often a family living with chronic nervous system stress. Sleep
is frequently disrupted, not just occasionally, but over long periods of time. Days can revolve
around anticipating, preventing, and responding to distress, with little space to recover
before it begins again. Many families are not just parenting — they are navigating constant
crisis management, holding everything together while also fighting to be heard, understood,
and supported.

There are often ongoing advocacy battles too — with schools, services, and systems that
don’t always recognise what is really happening. This can leave parents carrying an additional
layer of pressure, where they are not only supporting their child, but also having to explain,
justify, and defend their parenting at the same time.

And within all of this, there can be a deep sense of isolation. Parenting in a way that goes
against expectations — reducing demands, prioritising connection, stepping away from
traditional structures — can bring judgment, misunderstanding, and at times, conflict from
those around them.

Parents of PDA children are not “anxious”, “overprotective”, or “difficult”.
They are usually:

sleep deprived

traumatised by systems

managing daily risk

doing everything they can to keep their child safe

Parents of children with a PDA profile are often misunderstood.

They may be described as anxious, overprotective, or too accommodating — but these labels
miss the reality of what is actually happening.

More often, these parents are running on very little sleep. They are carrying the impact of
repeated distress — both their child’s and their own. They are making constant decisions to
reduce risk, to prevent escalation, to keep everyone safe (often including siblings).



Many have experienced systems that haven’t listened, support that hasn’t fit, and processes
that have added further trauma instead of relief. Over time, this leaves a mark.

So what you are often seeing is not overreaction — it is adaptation.

What life is actually like for a PDA parent

For many families, this is not a short-term difficulty or a challenging phase that resolves with
time or consistency. It is a sustained way of living that reshapes daily life, family dynamics,
and a parent’s own physical and emotional capacity. Sleep is often significantly disrupted
over long periods, not simply due to behavioural patterns, but because the child’s nervous
system remains in a heightened state, requiring ongoing support, co-regulation, and
presence. As a result, parents themselves rarely have the opportunity to fully rest or recover,
and may be functioning in a prolonged state of exhaustion.

Alongside this, many parents develop a level of hyper-vigilance that is rooted in lived
experience. This is not simply worry, but an adaptive response to repeated cycles of
escalation, distress, and recovery. Parents learn to read subtle cues, anticipate potential
triggers, and adjust the environment in real time in order to reduce overwhelm. What can
appear externally as over-cautiousness is often, in reality, a highly attuned and responsive
way of supporting a child whose capacity can fluctuate moment to moment.

The Reality of PDA Parenting
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There is also a significant and often invisible cognitive load. Parents are required to
continuously assess and adapt — weighing up requests, expectations, and demands against
their child’s current capacity. Decisions that might appear simple from the outside carry
considerable weight: whether to proceed, adapt, delay, or remove a demand altogether can



have a direct impact on the child’s ability to cope. This ongoing decision-making process,
repeated across an entire day, contributes to profound decision fatigue.

Interwoven with this experience, there can also be a quieter but equally significant sense of
grief. Parents may be processing the loss of the life they expected for their child and their
family — not in terms of who their child is, but in the ease, predictability, and access to
everyday experiences that may no longer feel attainable in the same way. This grief is often
unacknowledged, yet sits alongside the daily demands of care.

The invisible load PDA carers carry

In practice, parents are often holding multiple layers of responsibility simultaneously, many
of which are not immediately visible within professional interactions. They are supporting
their child through periods of intense dysregulation, offering co-regulation, emotional
containment, and a sense of safety in moments where the child’s behaviour may appear
extreme but is driven by overwhelming anxiety. This requires sustained emotional availability,
even when the parent’s own resources are depleted.

At the same time, they are holding the needs of siblings, who may also be impacted by the
unpredictability of daily life. Parents are often working to maintain connection, stability, and
understanding across the wider family system, balancing competing needs within an already
stretched capacity.

In addition to this, there is the ongoing navigation of professional systems — communicating
with schools, attending meetings, responding to reports, and advocating for appropriate
support. These processes can be complex and, at times, adversarial, particularly when there
is a lack of understanding around the PDA profile. Parents may find themselves needing to
repeatedly explain their child’s needs and justify approaches that differ from more traditional
expectations.

Despite all of this, there is often an implicit expectation that parents remain calm, measured,
and flexible in their interactions with professionals. However, it is important to recognise that
these families are frequently operating within a context of sustained stress and cumulative
fatigue.

It is also important to recognise that neurodivergence often runs within families. Many
parents and carers supporting a child with a PDA profile may themselves be autistic, ADHD,
or otherwise neurodivergent — whether formally identified or not. This can mean they are
navigating their own sensory differences, executive functioning challenges, or heightened
anxiety alongside the demands of supporting their child. In practice, this can amplify the
overall load, as parents are not only co-regulating and adapting for their child’s nervous
system, but also managing their own. For professionals, this understanding is essential — not
as a limitation, but as context. These parents are often drawing on deep empathy, insight, and



lived experience, while simultaneously carrying an additional layer of invisible effort that can
further contribute to overwhelm.

Why demands on the parent often make things worse

When supporting a child with a PDA profile, it is essential to recognise that the parent’s
nervous system is often already operating under significant and sustained pressure. By the
time professionals are involved, families are frequently navigating ongoing dysregulation,
disrupted routines, and a high level of day-to-day unpredictability. This means that a parent’s
capacity is not fixed — it is already stretched, and often fluctuating in response to their child’s
needs.

Within this context, additional demands placed on the parent can have a disproportionate
impact. Requirements such as attending multiple meetings, adhering to rigid processes,
meeting deadlines, or repeatedly explaining and justifying their situation may appear
reasonable in isolation. However, when layered onto an already overwhelmed system, these
expectations can quickly become unmanageable. The added pressure to communicate in a
certain way, attend in person, or respond within specific timeframes can further reduce a
parent’s ability to engage effectively.

The outcome is often the opposite of what is intended. Instead of increasing collaboration,
these demands can contribute to increased burnout, reduced capacity, and, in some cases,
shutdown. As the parent’s nervous system becomes further overwhelmed, their ability to
support their child’s regulation may also be impacted. This can lead to an escalation in the
child’s distress, creating a cycle where both parent and child are struggling simultaneously.

Over time, if this pattern continues, families may begin to disengage from support altogether
— not out of resistance, but out of necessity. When the process of accessing help becomes
another source of overwhelm, stepping back can feel like the only way to preserve what
limited capacity remains.

When a parent says, “l can’t meet in that way,” it is
rarely a refusal without reason.

More often, it reflects a careful assessment of
risk — an understanding that pushing beyond
their current capacity may have a direct and
immediate impact on their child,

their family, and their ability to cope.

In essence, what they are communicating fm
is: “If | do this, my family may not manage %f‘ﬁ ;
the consequences.”




What actually helps a PDA parent carer?

When supporting families of children with a PDA profile, it is important to recognise that the
most effective support is not always found in specialist strategies or complex interventions.
While these can have their place, what often has the greatest impact is the quality of the
relational approach taken with the parent. Families are frequently navigating environments
where they feel questioned, misunderstood, or required to justify their experiences. As a
result, support that centres trust, understanding, and flexibility can be both regulating and
enabling.

A key starting point is belief. When parents share their experiences, their insights are rooted
in sustained, day-to-day observation and adaptation. Trusting this lived experience — rather
than positioning professional knowledge as the sole authority — helps to build a collaborative
foundation. Alongside this, accepting a parent’s limits is essential. Capacity within these
families is often fluid and influenced by factors that may not be immediately visible.
Recognising this, and responding with flexibility rather than expectation, allows parents to
engage in ways that are genuinely sustainable.

Reducing demands placed on the parent wherever possible can significantly increase their
ability to participate. This may include offering alternatives to standard processes, adapting
communication methods, or allowing flexibility in how and when engagement takes place.
Small adjustments — such as reducing the need for repeated explanations, offering written
communication instead of meetings, or spacing out expectations — can have a meaningful
impact on a parent’s overall capacity.

Equally important is the willingness to meet parents where they are, rather than expecting
them to meet predefined systems. This requires a shift from compliance-based approaches
to relational ones, where the goal is not to fit the family into existing structures, but to adapt
those structures in ways that reduce pressure and support connection.

What flexibility might look like in practice

The language used by professionals plays a significant role in shaping how safe a parent feels
to engage. Small shifts in phrasing can move an interaction from one that feels demanding or
evaluative to one that feels collaborative and supportive.

Helpful language may include:

“We trust your
understanding
of your child.”

“What feels
manageable for
you right now?”

“What has
worked for
your family
before?”

“How can
we reduce
pressure here?”



These types of responses signal respect, partnership, and an understanding that the parent is
not the problem to be solved, but a key part of the solution. This can also be applied in other
contexts, for instance from wider family networks, friends or neighbours and extended
members of the community.

A message to groups, communities, and organisations

When a family begins to step back, disengage, or walk away from support, it is important not
to interpret this as a lack of care or commitment. In most cases, the opposite is true. These
decisions are rarely made lightly. They are often the result of prolonged periods of
exhaustion, where the cumulative weight of navigating systems, advocating for
understanding, and managing daily life has exceeded the family’s available capacity.

Many parents reach this point having repeatedly tried to engage — attending meetings,
responding to requests, explaining their child’s needs — only to feel disbelieved,
misunderstood, or placed under increasing pressure. Over time, this can erode trust and
create a sense of unsafety within the very systems that are intended to provide support. For
some families, stepping away becomes a necessary act of protection — not only for
themselves, but for their child, whose wellbeing may be directly impacted by these
interactions.

It is also important to recognise that for many parents, the decision to withdraw is not about
avoiding support, but about preserving what little capacity remains. When engagement
consistently leads to increased stress, heightened dysregulation, or a sense of being judged
or scrutinised, continuing to participate can feel more harmful than helpful.

Practical ways to support families

Alongside relational support, families often benefit from practical, accessible forms of help
that reduce both emotional and logistical strain.

This may include supporting parents to access financial assistance, such as Disability Living
Allowance (DLA), which can provide essential resources to meet a child’s additional needs.
Guidance through these processes — including help with applications or signposting to
appropriate services — can make a significant difference, particularly when parents are
already experiencing high levels of fatigue and overwhelm.

Practical support can also involve facilitating access to appropriate assessments, such as
Children and Families (C&F) assessments, ensuring that the needs of both the child and the
wider family are recognised and documented. Where appropriate, access to counselling or
therapeutic support for parents and siblings can help to address the emotional impact of
sustained stress.



Importantly, there is a growing need to move towards more joined-up approaches — where
support is not fragmented across multiple services, but coordinated in a way that recognises
the interconnected nature of family needs. Calling for a more integrated, multi-agency
pathway, where the needs of the child, parent, and wider family are assessed and supported
together, can help to reduce duplication, minimise pressure, and create more meaningful,
sustainable outcomes.

Supporting a PDA child means supporting the nervous system of the entire family.
When you understand the parent, you protect the child.

And when you reduce pressure on the parent, you create the conditions where the child can
finally begin to feel safe enough to stabilise.
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At PDA Parenting, we share our expertise through conferences, events and webinars, as well
as online resources for families and professionals. We have two books available on our
website and you can sign up for our free newsletter to receive updates, tips and news
straight to your inbox. Our upcoming children’s book will focus on EBSA, providing support
and understanding for young readers navigating school-related anxiety.
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