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WHY WE EXIST
Sjögren’s Australia was created in response to a clear and urgent need for a peak national
organisation dedicated solely to people living with Sjögren’s disease. Too many
Australians have experienced delayed diagnosis, fragmented care, limited awareness and
a lack of reliable, accessible information. The condition is still often reduced to dry eyes
and dry mouth, despite its potential to affect multiple organs, energy, cognition, oral
health, vision, work and quality of life.

As Australia’s first national patient-led Sjögren’s organisation, we are grounded in lived
experience. We exist to ensure patients are heard, connected and supported, and to
advocate for earlier recognition, better multidisciplinary care, stronger research and
improved treatment. We believe lasting change happens when patients, clinicians,
researchers and decision-makers work together with a shared purpose.

Our work is supported by a multidisciplinary Medical Advisory Panel:

• Professor Maureen Rischmueller, MBBS, FRACP, PhD, Rheumatologist, The Queen Elizabeth
Hospital, South Australia.

• Professor Alberta Hoi,MBBS, FRACP, PhD, Rheumatologist, Monash Health, Victoria.

• Professor Laura Downie, BOptom, PhD, PGCertOcTher, FACO, FAAO, GAICD, Academic
Optometrist and Head of the Anterior Eye, Clinical Trials and Research Translation Unit,
University of Melbourne.

• Dr Adrian Lee, MBBS, BMedSc(Hons), PhD, FRACP, FRCPA, AFRACMA, Clinical Immunologist,
Westmead, New SouthWales.

• Dr Fabien Vincent, Rheumatologist and Senior Research Fellow, Monash University Centre for
Inflammatory Diseases, Victoria.

• Dr Jane Boroky, BDS, Dentist, St Peter’s Dental Clinic, South Australia, with expertise in the
oral manifestations of Sjögren’s andminor salivary gland lip biopsy procedures.

Together, lived experience and clinical expertise guide our purpose: to ensure no person
living with Sjögren’s feels unseen, unheard or alone.

ASOCIACIÓN ESPAÑOLA DE SJÖGREN (AES)
I have the privilege of presenting this guide, the result of years of
experience, listening, and shared learning with those of us who live
alongside a demanding, unpredictable companion—sometimes
silent, sometimes overwhelmingly loud: Sjögren’s disease. Over
time, it teaches us to persist, to cultivate patience, to ask for help,
and to discover that living with it can be more or less bearable
depending on the place we decide to give it in our lives.

At a time when Sjögren’s is beginning to receive recognition as a disease in its own right
from the international medical community, this guide offers, from real-life experience, a
valuable contribution focused on what matters most: our quality of life.

Carry it with you. Turn to it whenever you need inspiration—or a reminder that living well
with Sjögren’s is indeed possible.

Jenny Inga Díaz
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I
OCULAR DRYNESS 

CARE 

Dry eyes are very common in Sjcigren's disease and may cause burning, 
itching, blurred vision, or a gritty feeling. You can't always avoid them 
completely, but there are many simple things you can do to ease 
discomfort and protect your eyes day by day. 
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Use preservative-free tear substitutes, available in single-use 
vials or special multi-dose bottles. Apply several times a day. 

Choose eye drops or tears substitutes containing hyaluronic 
acid, as they help retain moisture more effectively. 

If your eyes feel very dry, especially at night or upon waking, 
apply eye gels or ointments to maintain hydration for longer 
periods. 

If you have never used them, try applying first on the eyelids or 

lashes. 

Clean your eyelids every morning and evening with warm water, 
gently massaging from the outer corner toward the tear duct, or 
use specific eyelid hygiene products (ask at your pharmacy). 

If you have eyelid inflammation (meibomitis), apply warm 
compresses once or twice a day, especially before bedtime. This 
helps to unclog the Meibomian glands, which produce the oily 
layer of the tear film, preventing excessive evaporation. 

To relieve discomfort, apply cold compresses if there is itching, 
and warm compresses if there is burning or a gritty sensation. 

Tear substitute eye drop products are designed to moisturise
your eyes. Different products contain different ingredients. You
can discuss which product(s) might be best suited to your dry
eye condition with your optometrist or ophthalmologist.

If your eyes feel very dry, especially at night or upon waking,
apply eye gels or ointments to maintain hydration for longer
periods.

If you have been diagnosed with eyelid inflammation (Meibomian
gland dysfunction) by an eye care professional, you may be
advised to apply warm compresses for several minutes to your
eyelids, once or twice a day, especially before bedtime. There
are specialised eyemasks that can be used for this treatment,
which can help to unclog the Meibomian glands, which produce
the oily layer of the tear film that helps reduce tear evaporation.

If you need very frequent application (every hour), consider alternating
with thicker formulations (such as gels) for longer-lasting protection.
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Wear wraparound glasses if you have photophobia or light
sensitivity.

regular breaks. Talk to your optometrist or ophthalmologist

If, despite thesemeasures, your eyes feel very dry, painful, or
irritated, consult your optometrist or ophthalmologist about
additional treatments such as special anti-inflammatory or
immunomodulatory eye drops, or punctal plugs (devices that help
preserve your natural tears on the surface of your eyes for
longer).

about contact lens types that may be more suited to dry eyes.
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In Australia, sugar-free chewing gummay be recommended to
stimulate saliva flow, and after sweet foods to neutralize acids
produced by decay-causing bacteria. Talk to your dentist for
specific advice.
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stimulate saliva production, reduce your risk of cavities, and
halitosis.

leave them dry for storage. Moisten with water before inserting
in the mouth.
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yourmedical team. SSA/Ro52 or SSA/Ro60 antibodiesmay affect the
fetus, butwith goodmedicalmonitoring, pregnancy can be safe.
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Ultraviolet (UV) radiation can trigger autoimmune responses. If you haveSSA/Ro52
or SSA/Ro60 autoantibodies, youmay experience photosensitivity or skin flares.
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(GORD),



See an optometrist or ophthalmologist as advised, but typically each
year. Youmay needmore regular reviews of your eye health if you are
takingmedications that are known to affect the cornea or retina.
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pain relievers like paracetamol or anti-inflammatories,



Pilocarpine may help stimulate saliva production; ask your doctor
if it could be suitable for you.

If your eye symptoms are strong or persistent, see your
optometrist or ophthalmologist. Treatments like autologous
serum or immunosuppressive drops may help reduce
inflammation and ease severe dryness. Your treating eye health
professional will recommend the best option for you.

Youmay also consider taking part in clinical trials, always
voluntarily and under ethical approval.



22 



23



Before going to bed, apply moisturizers to your mouth, nose and
tear substitutes to your eyes to ease dryness.



You are not alone. At Sjögren's Australia we are here to
accompany you, listen to you and offer useful tools to help you
live better with the condition. Being part of our community gives you
access to:

· Clear, reliable and up-to-date information

· Support groups where you can share experiences with others
who understand

· Workshops, meetings and activities designed for you

· Professional guidance on medical, psychological and social
aspects

· Advice on disability, dependency or other benefits and paperwork

· Our magazine with personal stories, news and useful resources

If you're not yet part of the association, we invite you to join us.

Sharing the journey makes it a little easier.

Web: www.sjogrensaustralia.com.au
Socials: Facebook, Instagram and LinkedIn

If you’re not yet part of the community, we invite you to join us.

www.sjogrensaustralia.com.au

https://www.sjogrensaustralia.com.au
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@LOSSARY OF TERMS 

Temporomandibular Joint Disorder (TMJ). At it 
affects the joints and muscles that connect the 
jaw to the skull. This joint allows you to open 
and close your mouth. It can cause pain when 
chewing, difficulty moving the jaw, or clicking 
sounds when opening the mouth. 

LED Bulbs. Lights that use special technology 
which doesn't heat up as much as regular 
bulbs. They are safer, use less energy, and last 
longer. 

Periodontal Disease. A serious gum infection 
that damages the soft tissue around the teeth. It 
can cause gums to swell, bleed, or recede. If left 
untreated, it can destroy the bone supporting 
the teeth, making them loose or fall out. 

GERD (Gastroesophageal Reflux Disease). This 
happens when stomach acid flows back into 
the esophagus (the tube connecting the mouth 
to the stomach), causing heartburn, burning 
sensations, and discomfort in the chest or 
throat. 

FL-41 Filter. A type of lens with a pink tint that 
reduces sensitivity to light, especially in people 
with migraines, eye sensitivity, or photophobia. 
It helps block certain colors of light (such as 
blue and green) that can worsen symptoms. 

UV Filter. A protection found in some lenses or 
sun products that blocks or absorbs ultraviolet 
(UV) rays from the sun, which can damage the 
skin and eyes over time. 

Gastroparesis. A condition that affects the 
movement of food from the stomach to the 
small intestine. Instead of moving normally, 
food stays longer than usual in the stomach, or 
may stop moving altogether. This movement of 
the stomach is called motility. 

Sodium Laury! Sulfate (SLS). A surfactant used 
in cleaning and personal care products like 
shampoos, soaps, and toothpastes. Its main 
function is to clean and create foam, thanks to 
its emulsifying and detergent properties. 

Lichen Planus and Lichen Sclerosus. Two 
different inflammatory skin conditions that can 
affect the genital area, causing itching and pain. 
Lichen planus usually produces red or purplish 
lesions, while lichen sclerosus often appears as 
white patches with thinning of the skin. 

Meibomitis. An inflammation of the Meibomian 
glands, located in the eyelids, which produce 
an oily substance essential for eye health. 
Symptoms include irritation, dryness, and 
redness of the eyes. The Meibomian glands are 
sebaceous glands in the eyelids that secrete 
the oils (lipids) making up the lipid layer of the 
tear film. 

Melatonin. A natural hormone produced by the 
body, mainly in the brain, that helps regulate 
sleep. Known as the "sleep hormone," it tells the 
body when it's time to rest. The body produces it 
mostly at night in darkness and stops producing 
it during the day to help keep us awake. 

Nitrates. A chemical compound made of 
nitrogen and oxygen, naturally found in many 
foods, water, and soil. They are also used in 
the food industry as preservatives and in the 
production of fertilizers and explosives. 

UV Radiation. A type of energy that comes from 
the sun and some artificial sources like tanning 
lamps. It cannot be seen or felt, but it can affect 
the skin and eyes. UV radiation is divided into gre 
three types: UVA, UVB, and UVC, each with 
different health effects. 

UVB Radiation. A known as ultraviolet B 
radiation, this type of sunlight mainly affects the 
outer layer of the skin. Although less abundant 
than UVA, UVB is stronger and can cause 
sunburn and skin damage if exposed without 
protection. 

UVA Radiation. A type of ultraviolet radiation 
from the sun and artificial sources such as 
tanning lamps and beds. It is invisible to the 
human eye and makes up the majority of UV 
radiation that reaches the earth's surface. These 
rays penetrate deep into the skin, reaching the 
dermis, and are the main cause of premature 
skin aging (wrinkles and dark spots) and it also 
increases the risk of skin cancer. 

Punctal Plugs. A tiny device about the size of 
a grain of rice that are placed in the tear ducts 
of the eye, where tears normally drain. This 
helps keep tears on the eye's surface longer, 
providing more hydration and easing dryness. 
They can be temporary (absorbable) or longer 
lasting (made of silicone). 

TMD). It

A serious gum infection that
damages the soft tissue around the teeth, causing
them to become loose or fall out. It can cause
gums to swell, bleed, or recede. If left untreated, it
can destroy the bone supporting the teeth.

GORD (Gastro-oesophageal Reflux Disease).
Occurs when stomach acid flows back into the
oesophagus—the tube connecting the mouth to
the stomach. This can cause heartburn, a
burning sensation, an acidic taste in the mouth,
and discomfort in the chest or throat.

Meibomian gland dysfunction. An inflammation of

the Meibomian glands, located in the eyelids,
which produce an oily substance essential for
tear film and eye health. Symptoms include
irritation, dryness, and redness of the eyes. The
Meibomian glands are specialised sebaceous
glands in the eyelids that secrete the oils (lipids)
making up the lipid layer of the tear film.

UVB Radiation. Also known as ultraviolet B

radiation, this type of sunlight mainly affects the
outer layer of the skin. Although less abundant
than UVA, UVB is stronger and can cause
sunburn and skin damage if exposed without
protection.

Punctal Plugs. A tiny device about the size of a
grain of rice that can be placed in the tear ducts
of the eye, where tears normally drain. This helps
keep tears on the eye's surface longer, providing
more hydration and easing dryness. They can be
temporary (absorbable) or longer lasting (made
of silicone).
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