
My life with FMD and the 
loss of my kidney...

I was in my early 20s, when I 
first discovered I had high blood 
pressure, even though I was 
slim, and fit. A GP suspected 
renal artery stenosis, however 
when I had an angiogram, I was 
given the all clear.

For almost 10 years, my 
blood pressure climbed. It 
sat at 180/120 on 7 different 
medications, and would spike 
to 250/150. I had headaches 
that were agonizing and would 
wake me from sleep. I also 
experienced flank pain, nausea, 
vomiting, and palpitations. 
 
I was fortunate enough to be 
referred to the Alfred Hospital, 
and saw Professor J. Stockigt, 
and Professor Ken Thomson. 
A renal vein sample and an 
angiogram confirmed I did not 
have essential hypertension, 
but instead had Fibromuscular 
Dysplasia (FMD). There was a 
stenosis of over 90% in my right  
renal artery(FIG 1), which was 
repaired by balloon angioplasty. 
I went on to have a stent placed 
in the same artery when it 
developed an aneurysm.

The majority of my FMD is 
intimal, which is less common, 
but more aggressive than the 
typical ‘string of beads’ medial 
FMD. It has been found in my 
renal, iliac and carotid arteries.  

The FMD and related 
hypertension resulted in 
damage to the lower pole of my 
kidney. Whilst my specialists 
were considering a partial 
nephrectomy, I discovered I 

was pregnant and was then 
referred to Dr Nicolas Radford, 
(Royal Women’s Hospital, 
Melbourne. My pregnancy and 
blood pressure was successfully 
managed, resulting in the 
birth of our daughter in 2005. 
I went on to have multiple 
miscarriages, and eventually, 
our son was born, prematurely, 
in 2009.

Two years ago, my blood 
pressure increased and became 
unmanageable. My right kidney 
continued to be affected by 
FMD and hypertension. When 
medications were not successful 
in reducing my blood pressure, 
many options were considered 
with coordination from my 
Consultant, Dr Nicolas Radford 
(St Vincent’s, Melbourne). 
These included angioplasty, 
stenting, renal denervation, 
renal embolization, or a partial 
nephrectomy. It was decided  
that none of those options was 
viable.

On March 22, 2012, I had a 
right nephrectomy, performed 
by Dr Cathy Temelcos, (St 
Vincent’s, Melbourne). The 
nephrectomy is not a cure, but 
it has made my blood pressure 
manageable. I will continue to 
have close monitoring to watch 
for the spread of FMD in my left 
renal artery and other vessels. 

Having multi-vessel FMD 
provides challenges to me as 
a patient, and to the medical 
community who treat me. I am 
however very grateful that I 
was finally diagnosed. I am a 
keen advocate for FMD, and 
encourage any doctor who has 
an unusual hypertensive patient 
to consider Fibromuscular 
Dysplasia as a cause. 

Early diagnosis is the key 
to a healthy future.

FIG 1. Renal artey showing aneurysm.
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The Fibromuscular Dysplasia Association of Australasia Inc. (FMDAA) 
has recently been established as a non-profit Association to support 
research, raise awareness, develop close links with medical bodies 
and assist patients diagnosed with this life-changing condition.

Our vision is to work with existing hospitals and medical centres to 
establish a dedicated Fibromusuclar Dysplasia (FMD) treatment 
centre in Australia, with the aim to support people living with FMD. 

Should you have an interest in FMD or want to be involved in our 
Association in this region, please contact us for further information.

FIBROMUSCULAR DYSPLASIA 
ASSOCIATION OF AUSTRALASIA INC.

FMDAA inc.
Need your support!

FIG 1. Fibromuscular dysplasia of the right renal artery showing mild-to-moderate narrowing of the artery. 
The classic ‘beads on a string’ appearance is typical of medial fibroplasia, the most common type of FMD.  
                  

 (Image courtesy of FMDSA.)

web: www.fmdaa.org 

email: info@fmdaa.org    

ph: (+61) 409 690 828
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Across the Pacific 
www.fmdsa.org

The Fibromuscular Dysplasia 
Society of America (FMDSA) is 
a public health charity working 
towards better diagnosis and 
treatment of Fibromuscular 
Dysplasia (FMD). They do this 
by building awareness of FMD, 
funding research activities, 
providing patient support, and 
educating patients and the 
healthcare community.

Symptoms

The signs and/or symptoms 
that a person with FMD may 
experience depend on the 
arteries affected and whether 
there is narrowing, tears or 
aneurysms within them. Any 
pain or clinical sign related 
to FMD typically comes from 
the organ that is supplied by 
that artery. FMD in the arteries 
supplying the kidney may 
cause hypertension, renal 
insufficiency and in rare cases, 
renal failure.

Hypertension is the most 
common clinical presentation 
in patients with FMD of the 
renal arteries. More than half of 
the people living with FMD will 
have evidence of fibroplasia in 
more than one artery. In young 
patients without obvious etiology, 
hypertension should trigger a 
search for renal artery FMD.

How is it treated?

Treatment for FMD depends 
on which artery is affected and 
the severity of the disease. 
Some cases can be totally 
asymptomatic. For someone 
with hypertension and FMD, 
blood pressure medications 
alone may work, others may 
require balloon angioplasty (FIG 
1 & FIG 2) (stenting is typically 
not required) and in severe 
cases or those involving an 
aneurysm where endovascular 
therapy is not an option, surgical 
revascularization may be 
required.

What is the rate of 
occurrence of FMD?

The first case of FMD was 
diagnosed in 1938 and until 
now, there has not been an 
enormous interest in the 
disease or research being 
completed, as the disease was 
thought to be very rare.

One previous study, by 
Harrison and McCormack 
in 19711, did 1,862 renal 
angiograms on potential renal 
donors. Nearly four percent 
(3.8%) were incidentally found 
to have FMD. There was also 
another study on renal donors 
and the findings were very 
similar.

In 2009 there was a Wall Street 
Journal article titled “The Rare 
Disease That Isn’t”2. The Wall 
Street Journal journalist took 
those statistics and put them 
against the population, and 
estimated that up to 5% of 

What is Fibromuscular 
Dysplasia? 
Fibromuscular Dysplasia (FMD) results from abnormal cell 
growth in the arterial wall. Whilst it primarily occurs in the 
renal and carotid arteries, FMD can be found in any arterial 
bed. It can result in aneurysms, dissection, narrowing or 
total occlusion of the affected artery. 

FMD is far more common in women than men, and 
most people affected by FMD are diagnosed with medial 
fibroplasia. Children are more commonly diagnosed with 
intimal fibroplasia and both sexes are affected equally. 
Although several theories have been suggested, there is 
no known cause of FMD. There is also no cure.

FIG 1. FMD of the right renal artery pre-angioplasty.

FIG 2. FMD of the right renal artery post-angioplasty.
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Americans could have FMD.
Today we are fortunate to 
have better technology, 
like computed tomography, 
magnetic resonance imaging, 
and even angiography, which is 
leading to an increase in diagnosis.  

About the United States 
FMD Patient Registry

Dr. Jeffrey Olin, Professor 
of Medicine at Mount 
Sinai School of Medicine 
and Director of the Mount 
Sinai Vascular Medicine 
and Vascular Diagnostic 
Laboratory, is the chair of 
the Fibromusular Dysplasia 
Society of America (FMDSA) 
advisory board.

The FMDSA was set up to 
gain a patient registry in order 
to find answers about FMD.
Work began with a University 
of Michigan entity called 
MCORRP, the Michigan 
Clinical Outcomes Research 
and Reporting Program.

The FMD registry is 
coordinated through MCORRP 
and data started being entered 
in 2009. It allows for the 
collection of FMD cases from 
12 participating centres around 
the United States and will give 
a better understanding of the 
disease, its epidemiology, 
how patients present, clinical 
characteristics and how to 
manage and treat FMD. The 
goal is to continue adding 
centres and becoming an 
International Registry.

We learned from the first 
report recently published 
in Circulation3, that 

cerebrovascular disease is 
at least as common as renal 
disease in FMD patients. The 
most common presenting 
symptoms were hypertension, 
migraine, headaches, 
pulsatile tinnitus, dizziness, 
cervical bruit and neck pain. 
About 17% of the patients 
had an aneurysm and 20% 
a dissection somewhere in 
the body. Almost 6% of the 
patients were asymptomatic 
at the time of their diagnosis. 
Only 7.3% of the patients 
reported a confirmed family 
member also affected with 
FMD. Family history showed 
that 53% had a history of 
stroke, 23% aneurysms and 
19% had a family history of 
sudden death.

Other International 
Research...

France
Researchers led by Pierre-
Francois Plouin, MD PhD are 
actively working to understand 
more about FMD.4

Canada
Dr. Jackie Saw, Vancouver, is 
researching sudden coronary artery 
dissection (SCAD) and FMD.5

USA
Several bio repositories have 
been established in the US for 
collection of blood samples 
from patients affected by FMD, 
including one at the Cleveland 
Clinic, Mayo Clinic and the 
University of Michigan.

National Institute of Ageing
(NIA) Clinical, is identifying the
genes responsible for inherited
connective tissue disorders

and learning about the range of 
medical problems they cause.

The Netherlands
Dr. Marja Wessels (MD, PhD), 
clinical geneticist, Dr. Rob 
Willemsen (PhD) and Prof J. 
Kors (Md, PhD), pathologist at
the Erasmus Medical Centre
Rotterdam, are continuing their 
work on histopathology studies 
including immunostaining for 
TGFB pathway components 
to describe in more detail 
characteristics of FMD pathology.

There is still a lot that 
is not known and 
misunderstood about 
FMD. It is clear that we 
have much more to learn, 
which will provide more 
opportunities for researchers 
around the world.

Article supplied by the FMDSA, www.fmdsa.org

References:
1. Harrison EG Jr, McCormack LJ. Mayo Clin 
Proc 1971 Mar;46(3):161-167.

2. Burton TM ‘The Rare Disease That Isn’t’, 
Wall Street Journal, June 27, 2009.

3. Olin JW et al. Circulation 2012;125(25):3182-
3190.

4. Plouin PF et al. Orphanet J Rare Dis 
2007;2:28.

5. Saw J et al. Catheter Cardiovasc Interv 
2012 Aug 31. doi: 10.1002/ccd.24640.

FMD_Final.indd   3 12/09/2012   9:23:48 AM18653 NATION.indd   2 12/09/12   9:58 AM


