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Thank you to all who joined us, donated, sponsored or raised funds for
our annual Walk for Empowerment for Spina Bifida on June 2 at
Roosevelt Park. We had beautiful weather and we enjoyed the stroll and
roll around the lake with SB Awareness t-shirts and signs! Lots of people
were lucky winners at our bountiful Tricky Tray! See inside the EZ for
photos from the event.
We are excited to announce that SBRN has been awarded a $6,900 Quality
of Life Grant from the Christopher & Dana Reeve Foundation for
our Adult Empowerment Retreat! Funds will help support workshop
leaders, conference rooms, some supplies and some scholarship funds for
attendees. We are currently planning the Retreat for the fall. See inside for
more details about the grant.
Do you struggle with taking time off from work to go to the doctor or
attend a meeting at your child’s school? Learn more inside about New
Jersey’s new Earned Sick Leave Law, which will help most workers,
even those who didn’t have benefits in the past.
Also in this edition, learn about the diagnosis and treatment of
Lymphedema, an under-researched condition that may be associated
with spina bifida.
Have a safe, healthy and enjoyable summer! Don’t forget the sunscreen!
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Learn More about Lymphedema
Some conditions, such as hydrocephalus, are known to
be associated with spina bifida, while others receive less
attention. Lymphedema, which involves swelling of arms
or legs, has rarely been studied in relation to spina bifida.
However, the few studies that have been done suggest that
there may be an association.

What is Lymphedema?

The lymphatic system is a network of tissues and organs
throughout the body that primarily consists of lymph vessels,
lymph nodes and lymph (a clear colorless fluid that helps rid
the body of toxins). Lymphedema is chronic swelling caused
by a buildup of fluid that occurs when the lymphatic system is
damaged or faulty.

therapeutic intervention particularly when there is a need
for wound healing. A study in 2011 looked at the presence
of lymphedema in a spina bifida patient population and
found that the occurrence was almost 100 times higher
than in the general patient population. Although much
more research needs to be done, these studies do suggest
an association between the two conditions that should be
considered when there is swelling of the tissues.

How Is Lymphedema Diagnosed?

Because lymphedema is progressive, it is important to get
an early, accurate diagnosis of lymphedema for effective
treatment. There are other types of swelling that may look
like lymphedema but unless they are caused by abnormality
in the lymphatic system, they are not lymphedema.

According to the National Lymphedema Network
(lymphnet.org): “Lymphedema is an abnormal collection
of lymphatic fluid in the tissues just beneath the skin. This
swelling commonly occurs in the arm or leg, but it may
also occur in other body areas including the breast, chest,
head and neck, and genitals. Lymphedema develops when a
body region, where lymphatic vessels and lymph nodes are
missing or impaired, becomes overloaded with lymphatic
fluid. When fluid congests in the tissue, swelling occurs.
This swelling is called lymphedema.

According to the National Lymphedema Network, there
are a number of different ways to diagnose lymphedema,
including:							
				
• History and physical examination – A physician
experienced with lymphedema will consider family
history, onset, locations, symptoms, medical history,
and physical assessments.
• Soft tissue imaging – Magnetic resonance imaging
(MRI), computed tomography (CT) and ultrasound
If the condition is left untreated, it leads to progressive
can be used to look at the presence of extra fluid in
tissue swelling over time. Lymphatic fluid congestion
the tissues.
also reduces healthy blood flow to the tissue, interferes • Lymph vessel and lymph node imaging – A
with wound healing, and enables bacteria to grow, which
radiologist may perform a lymphoscintigraphy, which
increases the risk for tissue infections.”
is a nuclear medicine study for imaging lymph vessels
and nodes.
• Measures of volume – Measuring arm and leg
What causes Lymphedema?
volume (enlargement of the limb) is a standard way
Some people are born with abnormalities in the lymphatic
of detecting lymphedema.
system, which is known as primary lymphedema.
Symptoms may be present at birth, although symptoms • Changes in electrical conductance –
Bioimpedance Spectroscopy (BIS) can be used to
may not be seen until later in life.
measure water content in tissues in some cases.
In the U.S., most cases of lymphedema are secondary • Changes in biomechanical properties –
Lymphedema is measured not only by volume but by
lymphedema, often caused by damage from cancer
changes in skin texture as it grows harder. These
treatments, but can also be caused by trauma such as
changes can be measured by physical examination or
burns or infections. In some cases, the cause is not known.
by other procedures.
•
Other imaging and tests – Other types of testing
Is It Related to Spina Bifida?
may
be done to get a complete and accurate
Very little research has been done looking at the
diagnosis, to rule out other conditions and/or look
occurrence of lymphedema in spina bifida. In 2001, a case
for related conditions.
series looking at adults with spina bifida who were also
				
(continued on pg. 3)
diagnosed with lymphedema suggested that there may be
a clinical relationship between the two and recommended
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How Does It Affect Daily Life?
The most common symptom of lymphedema is swelling in
the arms or legs (including fingers and toes), although it can
affect other parts of the body too. It usually affects one limb.
Over time, the skin may harden and thicken. There may be
pain involved and it can restrict the range of motion in the
affected limb. When there is extreme swelling there can
be difficulty carrying out activities of daily life for people
with spina bifida. This is particularly true if the patient is
obese. Getting dressed and going to the bathroom can
take longer because of the time it takes to put on and
take off compression garments. It’s important to keep skin
and the folds of skin clean to avoid infections and some
individuals may need assistance with this. Mobility can
also be more difficult when there’s a lot of swelling in the
legs. In general, living with swollen limbs can be very tiring.
Lymphedema can take an emotional toll as well. Patients
may be frustrated by how it affects their lives and how they
perceive they look.
How Is Lymphedema Treated?
The main treatment for lymphedema is Complete
Decongestive Therapy (CDT), which has been shown
to be safe and effective. CDT includes the initial reductive
phase to reduce the size of the affected body part and
improve the skin.This may take between 3 to 8 weeks. It is
followed by an ongoing self-management phase to maintain
symptom relief long-term. There are 4 components to the
process:
1. Manual lymph drainage (MLD) – This is an essential
part of CDT. It is a hands-on technique, similar to massage
but performed by specialists trained in the procedure. It
stimulates lymphatic vessels to remove excess fluid and

and move it into lymph vessels and lymph nodes that are
working properly.
2. Compression bandaging – This is a specialized
technique that uses multiple layers of different materials
to create a compression gradient, which encourages
movement of the congested fluid into effective circulation.
When volume has been significantly reduced, the patient
should be fitted with properly-fitted compression garments
appropriate for their condition. These garments will be
worn long-term.
3. Lymphatic exercise – Light exercises of the affected
limb are generally recommended for people with
lymphedema, as it may help lymph fluid drainage.
4. Skin care – Good hygiene is the key for reducing the
risk of infections and wounds. It’s extremely important to
keep the skin clean to reduce fungus and bacteria. Skin
care should also include light moisturizers because dry skin
cracks are entry points for bacteria.

Graphic by Esther Gartner, https://morethanfat.com
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“What is Lymphedema?” More than Fat, https://morethanfat.com/what-is-lymphedema.

This information is presented for the purpose of education and is not meant as a substitute for medical advice or care from a physician or other
healthcare providers. Contact your healthcare provider with questions about care.
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WALK FOR EMPOWERMENT

SPINA BIFIDA AWARENESS

SBRN’s annual Spring Walk for Empowerment was held on June 2nd and it was an absolutely beautiful
day to stroll and roll around the lake at Roosevelt Park to raise awareness of Spina Bifida!
Attendees enjoyed breakfast and lunch provided by the generosity of donations from Wegman’s,
Costco and Shoprite of Flemington. The tricky tray raffle baskets and certificates were generously
donated by various businesses.The event concluded with the announcement of the winners which is an exciting
part of the day!
A special thank you to our sponsors, businesses and individuals who contributed to the success of this fundraiser
to support our services to children, teens and adults with spina bifida and other disabilities.
We gratefully thank our Walks biggest fundraisers: TEAM Ossi, TEAM Morganoff and TEAM Millie! The event
raised approximately $7,000.

THANK YOU to everyone who attended and supported our event. Looking forward to seeing everyone again NEXT YEAR!!
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SBRN receives Reeve grant for the Adult Empowerment Retreat
SBRN is pleased to announce that we have been chosen to receive a Quality of Life Grant from the Christopher
& Dana Reeve Foundation. We have been awarded $6,900 to support our annual Adult Empowerment Retreat.
Funds will help support workshop leaders, conference rooms, some supplies and some scholarship funds for
attendees. We are currently planning this year’s Retreat for the fall.
SBRN’s Adult Empowerment Retreat is a unique, peer-led, fun and interactive three-day conference designed
to increase independence, socialization, self-esteem and overall growth of individuals with disabilities through
the exploration of health and wellness, relationships and intimacy, disability justice and other important topics.
Because the retreat will be developed, coordinated and facilitated by adults living with disabilities, it provides
participants the opportunity to gather in a safe space to discuss the impact that disability-related issues have
on their lives, both as individuals and as a community, without having to first explain the “basics” of living with a
disability. Workshops provide ample opportunities for one-on-one and group interactions and are structured in a
variety of ways including presentations, hands-on activities, movement and art.
The Reeve Foundation Quality of Life Grants are awarded to organizations that address the needs of people living
with paralysis caused by spinal cord and other injuries, diseases or birth conditions, including (but not limited to)
stroke, spina bifida, multiple sclerosis, cerebral palsy and amyotrophic lateral sclerosis (ALS). The Quality of Life
Grants Program, created by the late Dana Reeve, strives to empower individuals with disabilities and their families
by providing grants to nonprofit organizations that improve quality of life through inclusion, access, independence,
opportunities for community engagement, and other life-enhancing endeavors. We are grateful to the Reeve
Foundation for recognizing and supporting our Retreat.
In addition to providing grants, the Reeve Foundation Paralysis Resource Center (PRC) offers a wealth of free
informative products and services in a variety of formats, including the Paralysis Resource Guide, Information Specialists
services, Peer and Family Support Program, educational webinars and online community forums. You can check it
out at www.christopherreeve.org.
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SICK LEAVE is Now Available for Most NJ Workers!
Need to take time off from work for a healthcare appointment for you or
a family member? Need to attend a meeting at your child’s school during
the work day?
You may be covered by New Jersey’s new Earned Sick Leave Law,
even if you didn’t have benefits before.
What is the new law? Under New Jersey’s new Earned Sick Leave Law, which is already in effect, employers
of all sizes must now provide full-time and part-time employees with up to 40 hours of sick leave per year.
Workers earn 1 hour of sick leave for every 30 hours worked, up to 40 per year. So even if you work parttime, you can now accumulate hours. It is against the law to punish any employee for using their earned hours
and they cannot require documentation unless it is for more than 3 days in a row.
What can sick leave be used for? It’s not just for when you are sick! You can use it for healthcare
reasons: doctor’s visits, caring for a sick family member (their definition for family member is very generous)
or preventive medical care. You can use it if you are a victim of domestic or sexual violence. And you can use
it to attend meetings or events at your child’s school regarding education or health.
Go to www.mysickdays.nj.gov for more information.
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The mission of the Spina Bifida Resource
Network is to empower the lives of people
with Spina Bifida, and promote the prevention
of Spina Bifida, through advocacy, education,
collaboration, public awareness, research
and programs.
We provide individualized services in the
home and community, including care coordination,
trainings by nurses, advocacy in the schools,
financial assistance and educational and
recreational events.
For more information contact our office at
info@thesbrn.org, or call 908.782.7475.
We welcome the opportunity to hear from you.

The information and other materials contained in this newsletter individually and collectively are provided for
educational and informational purposes only and are not a substitute for legal, medical advice or treatment.
Neither recommendations nor endorsements are implied.

