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What does the patient hear

when we name the disease?
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“Will I become disabled?”

“Will I lose my independence?”

“Will I still be able to work?”

“How will this affect my family?”

“What will my life look like in five years?”

A diagnosis can bring relief.

It can also bring fear.

First, we need to understand what the 

diagnosis means to the person receiving it.



What is the patient really afraid of?
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Pain, disability or organ damage

Side effects and long-term risks

Depending on medication

Treatment failing to help

Losing independence or becoming a burden

“What worries you most about 

your diagnosis or treatment?”

Some patients speak openly. Others 

remain silent or postpone decisions.



What does the rheumatologist say …

when we name the disease?

Everything will be ok ☺

We will control the disease!

Regular check-ups are needed.



Treatment has advanced.

Trust takes time.
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More treatment possibilities

Biologic and targeted therapies have 

expanded choices and improved outcomes 

for many patients.

Established medicines remain important.

Response and risks vary between patients.

Old fears may remain

Patients may still associate their diagnosis 

with disability or difficult treatment 

experiences.



Treatment has advanced. 

Education and science bring new horizons.



Why treatment can still feel frightening
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A previous adverse reaction

A relative with severe disability

A frightening medicine leaflet

Conflicting stories online

Feeling dismissed in a consultation

“What have you heard or 

experienced that makes this 

treatment difficult to trust?”

A recommendation meets a lifetime of 

experiences and beliefs.



Quality of life gives treatment

a personal meaning
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“Can I sleep through the night?”

“Can I get through a working day?”

“Can I walk or climb stairs more easily?”

“Will I have energy for my family?”

“Can I make plans with confidence?”

“What would you most like 

treatment to help you do 

again?”

The answer should help shape our 

treatment goals.



Listening is part of

the treatment conversation
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Ask what remains unspoken

“You are worried that side 

effects could stop you caring 

for your family. Have I 

understood you correctly?”

Patients need space to tell their story.



Empathy in words and attitude
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Acknowledging fear “I can see why that possibility worries you.”

Recognising experience “That experience matters when we plan your care.”

Respecting uncertainty “Which questions do we still need to answer?”

Offering support “Let us agree on what to do if a problem occurs.”



Benefits, risks and realistic expectations
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What the treatment aims to improve

How long improvement may take

Common and important serious risks

Risks of insufficient disease control

Alternatives and their trade-offs

“How do these options 

compare for someone with my 

condition and medical 

history?”

Explain risk using absolute numbers and a 

clear time period when reliable estimates 

exist.



A clear safety plan supports confidence
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Which symptoms should I report?

When should I seek urgent help?

Whom can I contact?

What should I do if I become unwell?

When are my tests and review?

Monitoring helps manage risk. 

It cannot remove every risk.

Written instructions should be specific to 

the patient and the medicine.



Shared decisions
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Clinical expertise

Evidence and medical assessment

Options, benefits and risks

An explanation of uncertainty

The patient’s expertise

Personal goals and priorities

Previous treatment experiences

Everyday challenges

Chat GPT

Together: a treatment goal, a plan, support and a review date.



When treatment becomes difficult
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“Many people find parts of treatment difficult.

What has it been like for you?”

Possible barriers

Side effects or persistent fear

Unclear instructions or treatment fatigue

Access and affordability

Practical support

Managing adverse effects

Training, reminders and clarification

Reviewing treatment together



Progress includes the life

the patient wants to live
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“What has become easier?”

“What is still difficult?”

“How manageable is the treatment?”

“Have your priorities changed?”

Clinical assessment

and lived experience

Persistent pain, fatigue or limitations 

deserve assessment, even when 

inflammation improves.



A conversation that builds confidence
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Illustrative scenario, not a real patient case

PATIENT “I am afraid to start methotrexate. Someone I know had a difficult experience.”

RHEUMATOLOGIST “What happened, and what worries you most about your own treatment?”

PATIENT “I am worried I will feel too unwell to care for my family.”

RHEUMATOLOGIST “Let us discuss the benefits, possible side effects and how we would respond if 

you felt unwell.”

Together: a plan, monitoring, contact instructions and a review date.



From Fear to Confidence
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“I had the chance to speak.”

“My concerns were taken seriously.”

“I understand my options.”

“I helped shape the decision.”

“I know where to find support.”

Care that helps

patients live better

With confidence in their care and an active 

voice in decisions.

Thank you. Questions and discussion.



Thank you for your attention
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