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- Asking for what you need

- Speaking up for yourself and your interests

- Defending your rights

Where may you need to advocate for yourself?

- Health care 

- Employment 

- Support services such as NDIS or aged care

What is self-advocacy?
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Why is self-advocacy needed?

• Self-advocacy is key to improving healthcare access and 
quality of life

• VWD is the most common bleeding disorder, however 
many people have late diagnosis and symptoms 
dismissed as “normal”. 

• Many people face inadequate treatment due to delayed 
diagnosis and a lack of awareness of symptoms 
associated with VWD

• Other health professionals may have limited knowledge 
of VWD which can make planning for procedures feel 
scary
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Medical gaslighting and symptom dismissal

Lack of research

Inconsistent treatment access

Barriers to Self-Advocacy 
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Care giving roles can impact on a person’s ability to 

advocate for themselves

Cultural and societal norms

Interpersonal roadblocks

 

Self-imposed silence

Barriers to Self-Advocacy
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Overcoming Barriers

• Connection – access to support systems and ability to 

use support systems

• Communication – the ability to communicate effectively 

with a diverse range of health professionals

• Knowledge – the capacity to use, evaluate and access 

health information

• Practicing self-compassion to mitigate negative 

consequences of being assertive or seeking alternatives
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“Patient self-advocacy is linked to improved healthcare 
experiences and treatment outcomes.” (Shapiro et al., 
2022)

1. Informed patients receive better care
2. Increases research and awareness 
3. Self-advocacy, person-centred care and shared 

decision making are interlinked
4. Effective self-advocacy is associated with positive 

outcomes

The power of self-advocacy – why it matters
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1. Educate yourself: know your diagnosis, symptoms and treatment options

2. Communicate clearly: be assertive in medical appointments

3. Seek support: join advocacy groups like the World Federation of Haemophilia, 
National Haemophilia Foundation or your state/territories Haemophilia Foundation. 
Maintain engagement with your local Haemophilia Treatment Centre

4. Use medical guidelines: bring documented recommendations to doctors

5. Keep a health journal to track bleeding episodes and symptoms

6.    Learn about your healthcare rights

7.    Seek second opinions and be clear about expectations and what is and is not 
acceptable

Strategies for Effective Self-Advocacy
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8. Exercise self-compassion

9. Be curious – ask questions – there are no silly questions!

10. Take notes and keep a folder of your medical history

11. Bring a support person to your appointments – educate family and friends on your 
bleeding disorder management so they can advocate on your behalf if you are not able 
to do so

12. Practice! Practice in the mirror, or with a family member/friend. Have some 
statements or questions pre-prepared in case you get stuck

13. Remind yourself that what you have to say is important – you are the expert of your 
own body

Strategies for Effective Self-Advocacy
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“Can you help me understand better?”

“I’m concerned or worried about this, what other options are available?”

“I don’t feel comfortable with this/I am still unsure, is it possible to get a second opinion?”

“I need more time to think about this”

“Can I please ask for this information to be written down to help me remember/to show my support person?”

“Can you provide me with a pros and cons list for each option?”

“I think you misunderstood what I’ve said/That’s not what I meant, (repeat what you said or re-word what you 

said)” 

“I am struggling to explain what I mean/to find the right words to help you understand my experience”

Example Statements
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Health professionals play an important role in empowering women with haemophilia. Health professionals can help 
mitigate barriers to diagnosis and treatment through the following strategies:

1. Educate people about their diagnosis – use simple language, provide written materials, use an interpreter, direct 
patients to online resources, and discuss the importance of tracking bleeding episodes

2. Validate and listen to patient’s concerns – “I hear you, your symptoms are real, I want to help”, encourage second 
opinions if patients are still unsure, and utilise active listening techniques (repeat key concerns and acknowledge their 
experiences, open body language, good eye contact, summarise patients concerns and repeat it back to them to show 
you are listening)

3. Encourage effective communication between patients and health providers – encourage them to plan for 
appointments by writing down symptoms and concerns prior to the appointment, teach them how to describe their 
symptoms clearly and encourage bringing a support person 

Empowering Clients: For Health 
Professionals
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5. Celebrate small wins for example when patients speak up for themselves or achieve a goal
6. Remind patients that they are the expert of their own  body 
7. Help patients navigate the healthcare system to access the support they need such as pain services or other 
multidisciplinary input
8. Build trust

Empowering Clients: For Health 
Professionals
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Resources
Haemophilia Foundation Australia 
7 Dene Ave, Malvern East, VIC 3145

 61 3 9885 7800 Toll free: 1800 807 173
 hfaust@haemophilia.org.au
 www.haemophilia.org.au

 
Haemophilia Foundation NSW 
G05 & G06/138 Carillon Ave, Newtown, NSW 2042

 61 470 637 928
 coordinator@hfnsw.org.au
 www.hfnsw.org.au 

mailto:hfaust@haemophilia.org.au
http://www.haemophilia.org.au/
http://www.hfnsw.org.au/
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Contact
Monique Manzanera, Social Worker

Haemophilia Treatment Centre, RPAH

Email: monique.manzanera@health.nsw.gov.au

Phone: 02 9515 8385
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