Why Families carry the cost when clinicians don’t
o say it directly
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In dementia care, clinical responsibility does not end at diagnosis. It extends into how the
realities of the condition are communicated to the person who must live with them.

Some of the most difficult moments in dementia are not the diagnosis itself, but the decisions
that follow. The moment when driving must stop. The moment when additional support
becomes necessary. The moment when living independently is no longer safe.

These are not small adjustments. They are identity-altering events that affect autonomy,
independence, and the person’s sense of control over their own life.

Yet in many cases, these conclusions are explained clearly to families while the person living
with dementia receives a softened, delayed, or indirect version of the same information — or
sometimes none at all.

This often happens with good intentions. Clinicians may hope to protect the person from
distress, preserve optimism, or give families time to process the implications of the diagnosis.
But when the reality is not communicated directly by the clinician, something important
happens.

The responsibility shifts.

Families become the ones who must introduce restrictions, explain safety concerns, and
enforce decisions that were made in a clinical setting but never fully delivered by the clinical
authority.



From the perspective of the person living with dementia, this changes the entire meaning of the
situation.

Instead of understanding that the change is the result of a medical condition and clinical
assessment, it can feel as though their family is taking control away from them. The family
becomes the visible source of loss — not the illness, and not the clinician.

This is where mistrust can begin.

The person may feel betrayed, controlled, or singled out. Resistance increases. Conversations
become defensive. And the very people who will become the person’s primary support system
throughout the progression of dementia suddenly become associated with the removal of
independence.

This is not simply a communication gap. It is a structural problem in how life-altering
information is delivered.

Clinicians hold a unique position in this moment. They have clinical authority, emotional
distance, and the ability to frame the change within the context of neurological disease. When
difficult decisions are communicated directly by the clinician, the person is more likely to
understand that the change comes from the illness itself rather than from the intentions of their
family.

The distress may still be present, butitis anchored in the correct place.
When this communication does not happen, families absorb the consequences.

They must deliver news they did not decide. They must enforce restrictions they did not
authorise. And they must manage the emotional reactions that follow while already navigating
their own grief, uncertainty, and exhaustion.

Over time, this can create lasting relational strain. Trust becomes fragile. Each new progression
risks reopening the same wound. Families find themselves repeatedly trying to rebuild
emotional safety while the illness itself continues to move forward.

The damage is rarely intentional. It arises from a desire to soften difficult truths. But in dementia
care, avoiding direct communication does not remove distress. It simply transfers the emotional
burden to the family.

And families are not equipped to carry clinical authority.
This is why communication must be understood as a clinical responsibility, not an optional skill.

When clinicians speak directly to the person about the implications of the condition — with
clarity, compassion, and respect — they protect something essential. They allow the family to
remain in their rightful role: not as enforcers of loss, but as supporters of the person through
change.

The difference may seem subtle in the moment. But it shapes the entire relational foundation
that follows.

At Launex, we work with families and professionals to understand how neurological change
affects perception, trust, and emotional interpretation. When communication is handled



carefully and directly, it protects the relationships that will carry the person through the
progression of dementia.

You can explore the Launex Dementia Torches and resources here:
https://launexltd.com/resources

For clinicians and care organisations seeking to strengthen relational outcomes in dementia
care, the Launex professional training pathway explores how communication decisions
influence long-term trust between the person, their family, and the care system.

#DementiaCare #ClinicalCommunication #PersonLedCare #DementiaSupport
#HealthcareCommunication #FamilyCaregiving
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