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Global Healthy Living Foundation Australia 

Submission to support the expanded listing of obinutuzumab (Gazyva®) on the 

PBS for the treatment of lupus nephritis 

For consideration at the March 2026 PBAC Meeting 

 

These comments are submitted by Global Healthy Living Foundation Australia (GHLF Australia) on behalf 

of our patient community. We appreciate the opportunity to provide this submission. 

PBAC public consultation survey 

Q1: Please outline your experience with the medical/health condition 

About GHLF Australia 

GHLF Australia is a not-for-profit organisation founded in 2015. GHLF Australia is part of the US-based 

Global Healthy Living Foundation (GHLF), a non-profit organisation whose mission is to improve the 

quality of life for people with chronic illness. 

Established in 2014 and incorporated in 2016, GHLF Australia is the parent organisation of CreakyJoints 

Australia, a vibrant online patient community for patients with autoimmune and inflammatory arthritis 

and their families throughout Australia. Drawing on nearly two decades of foundational knowledge, 

success and the reputations of GHLF and CreakyJoints, GHLF Australia aims to localise, mobilise and 

engage the Australian patient and caregiver community, and to provide education, advocacy and 

research for better health outcomes. 

Our organisation connects patients with current and relevant condition-specific information and support 

across a range of conditions, using a diverse set of digital platforms. 

Our experience with autoimmune conditions 

Our Australian team includes Naomi Creek (National Coordinator) and Rosemary Ainley (Advocacy 

Manager and Editor). Naomi and Rosemary both live with rheumatoid arthritis and other related 

conditions. 

Through our lived experience and feedback from our community, we know what it’s like to have 

multiple symptoms at the same time, such as persistent fatigue, joint pain and stiffness, brain fog, 

depression and anxiety. We can relate to the frustration caused by delays in diagnosis, misdiagnosis, 

delays in treatment and the fear of what the future will bring. We also understand that the severity of 

autoimmune conditions can range from mild to severe, and that symptoms, comorbidities and 

responses to treatment vary from person to person. 

https://ghlf.org.au/
https://ghlf.org.au/
https://creakyjoints.org.au/
https://creakyjoints.org.au/
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Our experience with lupus 

In addition to our general resources for people with autoimmune conditions, we focused on lupus for 

Season 4 of our CreakyJoints Australia Patient PrepRheum podcast series. In this season, Naomi was 

joined by Professor Eric Morand, a renowned rheumatologist, and lupus patient Julie Norris. Across two 

episodes, our guests discussed their experience with lupus, how it is diagnosed, the advances in 

treatments and what it’s like to live with such a complex condition. 

Our Australian team enjoy good relationships with Lupus Victoria and Dragon Claw. We have given 

presentations for two of Dragon Claw’s Lupus Talks, a monthly online meeting, and have participated in 

most of the other meetings. In 2025, Rosemary attended the World Lupus Day event presented by 

Monash Health and Monash University in Melbourne, where she connected with several prominent 

lupus researchers and advocates. 

Naomi and Rosemary, together with Vu Nguyen from Lupus Victoria, are chief investigators on a 

research team developing a new drug to replace glucocorticoids (steroids, such as prednisolone) for the 

treatment of autoimmune conditions. The conditions the proposed clinical trials will focus on are 

lupus and rheumatoid arthritis, so we will consult our patient communities and include their insights 

throughout the clinical trial design and implementation. 

Also, our CreakyJoints colleagues in the US run a Lupus Help Center website that connects patients with 

current lupus clinical trials. 

Our experience with medications for autoimmune conditions 

Glucocorticoids/steroids 

Many people have a love/hate relationship with glucocorticoids (prednisone/prednisolone) as they are a 

very effective way to manage the inflammatory symptoms of autoimmune conditions. In some cases, 

they are the only treatment option available to people. However, long-term use increases the risk of 

developing many other health issues, such as diabetes, cataracts, weight gain, osteoporosis and high 

blood pressure. 

Immunosuppressants 

General immunosuppressants, such as methotrexate and mycophenolate, are effective at calming an 

overactive immune system and can slow disease progression. For many, these are enough to keep their 

symptoms under control. Common side effects include increased infection risk, gastrointestinal issues 

and fatigue. 

Advanced medications 

Advanced medications for autoimmune conditions include biologics and JAK inhibitors. These target 

specific parts of the immune system. Overall, they are more effective than general immunosuppressants 

and have fewer side effects. 

What we know about lupus nephritis 

Lupus nephritis (LN) is a serious complication of systemic lupus erythematosus (SLE) in which the 

immune system attacks otherwise healthy kidney cells. Up to 60 per cent of people with SLE go on to 

develop lupus nephritis.1 Inflammation of the kidneys can affect the overall renal (kidney) system’s 

https://creakyjoints.org.au/patientpreprheum/
https://creakyjoints.org/lupus-help-center/
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ability to properly remove waste from the blood, maintain the correct amount of body fluids, and 

regulate hormone levels to control blood pressure and blood volume. 

LN generally develops within five years of the onset of SLE symptoms. Symptoms include weight gain, 

swelling, blood and foamy appearance in the urine, increased urination frequency, and high blood 

pressure. However, in its early stages, the symptoms of lupus nephritis can go undetected.  

When symptoms are not well-controlled, quality of life is often adversely affected. That can lead to a 

reduced capacity to work, study, enjoy relationships or have fun. 

If LN is not treated, symptoms can get worse and lead to kidney failure. People experiencing serious 

kidney complications like kidney failure may need either regular dialysis or a kidney transplant. Early 

intervention with proven treatments helps prevent end-stage kidney disease. 

Q2: How is the medical/health condition currently treated? 

There are five classes of lupus nephritis (numbered 1 to 5). These are classified according to the amount, 

location, and type of kidney cell damage visible in a biopsy sample under a microscope. The numbers are 

not used to rank the severity of damage; instead, they reflect how the kidneys are affected. For 

example, someone with class 5 LN may not have more kidney damage than another person with class 3 

LN. The class number is used to determine the most appropriate treatment for that LN class. 

Class 5 LN can occur with or without classes 3 and 4. Classification of a person’s LN can change from one 

class to another over time. 

People with Class 1 LN often need little or no additional treatment to their existing SLE treatment. Those 

with Class 2 LN may also require high doses of glucocorticoids. 

In Australia, the standard of care for people with Class 3 and 4 LN (with or without Class 5) is a 

combination of glucocorticoids and a general immunosuppressant (usually mycophenolate). 

Like people with other autoimmune conditions, many people with LN also benefit from positive lifestyle 

strategies, such as pacing, exercise and reducing stress. 

Q3: What do you see as the advantages of this proposed medicine/change, in particular 

for those with the medical condition and/or family and carers? 

The standard of care with steroids and mycophenolate does not work for all LN patients, and one of the 

aims of treatment with obinutuzumab is early intervention to keep the kidneys working to prevent end-

stage kidney disease and to reduce the use of steroids. 

Obinutuzumab is an advanced medication/biologic delivered via infusion. Four infusions are given in the 

first year of treatment, followed by two infusions per year in the following years. While some advanced 

medications are available for people with SLE, many are not suitable or have not been tested for LN. 

We see the following benefits of obinutuzumab for LN. 

• Obinutuzumab is the first advanced medication proven to lead to the complete restoration of 

kidney function (remission) in many adults with class 3 or 4 LN when combined with standard 

treatment.2 

• People using obinutuzumab can potentially reduce their glucocorticoid dose over time, leading 

to a corresponding reduction in glucocorticoid side effects.2 
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• Needing only two or four infusions per year can be significantly more convenient for patients 

than other treatments taken more frequently. 

These benefits can have a significant positive impact on people’s quality of life and long-term health 

outcomes. 

We know obinutuzumab has been approved by the Therapeutic Goods Administration and that 

Australians can access it via private prescription. However, we know the out-of-pocket cost of advanced 

medications can be thousands of dollars per month; therefore, we strongly advocate that obinutuzumab 

be subsidised through the PBS.  

We believe that, even if obinutuzumab does not work for everyone, many people will benefit from it, 

and those people deserve access to the best treatment possible, just as those with other autoimmune 

conditions do. 

Q4: What do you see as the main disadvantages of this proposed medicine/change? 

Like all medicines, obinutuzumab has potential side effects. These include increased risk of infections, 

infusion-related reactions, and reduced white blood cell count. Rare side effects include Progressive 

Multifocal Leukoencephalopathy (a rare and serious brain infection caused by a virus) and the return of 

a hepatitis B infection for those with a history of hepatitis B. Overall, we believe these risks are very 

similar to standard LN treatment or the natural progression of LN. 

One disadvantage of all treatments that involve infusions is that infusion clinics can be very difficult for 

people in regional or remote areas of Australia to get to. The costs of travel and accommodation, 

combined with the challenges of managing daily life when they need to be away for a night or more, can 

mean that people in such areas choose standard treatment, even if they would benefit from 

obinutuzumab. 

Finally, there is no guarantee that any treatment will work well for individuals forever, so we need 

alternative options available when that happens. 

Q5: Please provide any additional comments you would like the PBAC to consider. 

This comment was kindly provided to us by Vu Nguyen, Founder and Director of Lupus Victoria. Vu has 

lived with systemic lupus erythematosus since 1995. 

“I am someone with Lupus (SLE) but not with nephritis. SLE affects my kidney function and cognitive 

function (memory in particular). After a severe stroke in 2007, I was left bed-bound for over 11 months, 

making recovery very hard due to brain bleeds and infections, which I believe were due to Lupus and my 

healing process. 

I also now have epilepsy, which affects my everyday life and doesn't let me work because stress activates 

my seizures. I would be very worried about developing nephritis. Being on Plaquenil keeps me alive, and 

if I were ever on any biologics to help me with daily living, I would be ever so grateful.   

I have very little knowledge of this new medicine and am still unsure about the side effects. However, I 

believe having obinutuzumab under the PBS would be a good outcome for anyone who develops lupus 

nephritis. Disadvantages would include the risk of infection or a reduced blood count.” 
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https://www.lupus.org/resources/lupus-nephritis-resources
https://www.lupus.org/resources/lupus-nephritis-resources
https://doi.org/10.1056/nejmoa2410965

