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Peripartum Cardiomyopathy

By Rebecca Jarman RM

Peripartum Cardiomyopathy (PPCM) is a rare but potentially life-threatening disease of the heartmuscle
presenting uniquely during the last few weeks of pregnancy or the months following birth. It causes the

heart to weaken so that it does not pump normally, causing an otherwise healthy young woman to

1(p.827)

experience symptoms of heart failure for the first time. It is associated with significant trauma,

both physical and psychological, at a key life moment when becoming a parent. However, the good news

is that with the right care and treatment, around 70% of women make a full recovery.z(p‘1401)

AIMS Journal Vol 36, No 2, ISSN 2516-5852 (Online) e https://www.aims.org.uk/pdfs/journal/1155


https://www.aims.org.uk/journal/index/36/2
http://www.aims.org.uk/
https://www.aims.org.uk/pdfs/journal/1155

Page 2 of 7

Peripartum cardiomyopathy e aims.org.uk

A vital part of that recovery starts with early recognition and referral for diagnosis so that treatment can
begin at an early stage of the disease and halt the progression of deteriorating heart function.3(p‘809)
The problem is that in many cases early symptoms of PPCM are not recognized as signs of heart failure as
they overlap with common normal symptoms of pregnancy and are dismissed without prompting
necessary cardiac investigations.4(p'469) Women often report instinctively feeling that their symptoms
are not normal but rely on reassurances from healthcare professionals (HCP’s), particularly if this is their

first pregnancy and they have no previous experience to compare.ﬂ(p'469)

When women are not listened to or heard by HCP’s they turn to other sources of information including
social media platforms such as Facebook to seek support from others suffering similar symptoms where
they may hear for the first time about Peripartum Cardiomyopathy. They then,like Claire, having
identified the cause of their symptoms, have to self-advocate for appropriate care, often involving
multiple visits to the GP. 4(P- 469)

Although, a relatively rare condition, affecting approximately 1 in 2000 births globally,5 (p.154) PPCMis
overwhelmingly the most common cause of pregnancy associated heart failure.é(p'llg’)lt may not be the
first condition that those providing care to pregnant and postpartum women consider when making a
diagnosis, however it is vital that they listen carefully to women’s concerns, investigate for all possible
causes of symptoms, and are aware and alert to the fact that heart failure can occur for the first time in
pregnancy in an otherwise healthy young woman. Only 10% of the women who die from cardiac disease
in childbirth have a known heart condition prior to their event.7(p'47)Therefore, the overwhelming
majority of women who die from cardiac disease in pregnancy do not have a pre-existing diagnosis, which
would lead to greater surveillance in pregnancy. Indeed, they may well be on a low-risk pathway where
their care is delivered solely by midwives. Cardiomyopathies account for a quarter of all cardiac maternal
mortality figures and PPCM accounts for 20% of thosez(p'50) It is therefore vital to raise awareness of

PPCM in general and amongst midwives in particular so that lives can be saved.
What are the Symptoms of PPCM?

Physical Symptoms of PPCM include: o feeling breathless e having a fast heart rate and/or palpitations e
a persistent cough, mainly at night, which feels like ‘gasping for air’ e being unable to lie flat in bed
(needing to be propped up with pillows or to sit up) e noticing sudden and severe swelling of feet, ankles
and hands (due to fluid retention) e sudden and significant weight gain (due to fluid retention) e excess

fatigue e feeling or looking ‘not quite right’.8

Emotional symptoms of PPCM include thoughts of impending death, fear, anxiety and feelings of panic.9
(p.16)

What is the cause and who is most at risk of developing PPCM?

It is not currently known what causes PPCM. There have been a number of speculative attempts to
explain the cause for example, certain viruses and epigenetic factors. However, these factors remain

speculative.10 Currently, the only known factors associated with PPCM include age >30 years, African
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ancestry, pre-eclampsia and gestational hypertension, malnutrition, multiple pregnancy, multi-parity,

diabetes and family history.ll(p'43)

How is PPCM diagnosed?

PPCM is a diagnosis of exclusion, there is no specific test to confirm it. It can only be diagnosed after all
other potential causes of symptoms have been considered, investigated and excluded.l(p'828) Itis
common for women to experience symptom dismissal or misdiagnosis initially with reports of 1in 4
women being diagnosed with another condition before receiving their PPCM diagnosis. Misdiagnosis

contributes to delays in correct diagnosis and treatment of PPCM.ﬁ(p‘471)

Investigations to confirm PPCM include clinical examination, electrocardiogram (ECG), blood test to
measure brain natriuretic peptides (BNP) and potentially rule out heart failure, echocardiography to

assess pumping function of the left ventricle and chest X-Ray.l(pp‘829'823)

Although not thought to be a familial disease, PPCM has been found to have a genetic component in 20%

cases and genetic testing is now available to those with a diagnosisg(p‘1405)

How is PPCM Treated?

Initial treatment will depend on the degree of heart failure at diagnosis and will be agreed upon by a
multi-disciplinary team of clinicians including cardiologists, obstetricians, anaesthetists, intensivists and
neonatologists where appropriate. Once stable, guideline directed therapies for heart failure will be
used, with adjustments to medications depending on whether the woman is pregnant or breastfeeding.
As pregnancy causes significant stresses on the heart, delivery of the fetus may be indicated to help
improve heart function. Delivery also provides the MDT (Multidisciplinary Team) with a greater range of
options for medical therapies to treat PPCM. The MDT will therefore carefully monitor the woman’s
condition and plan delivery accordingly. Mode of delivery is generally not determined by the PPCM itself
but by the usual obstetric indications. Vaginal birth has advantages of lower blood loss which helps

maintain haemodynamic stability and reduces risks of complications associated with surgical delivery10
(p.126)

PPCM also increases the risks of thromboembolism and so anticoagulants such as heparin may be
prescribed. In more severe cases cardiac devices may also be used and the woman may be recommended

for heart transplant. l(p'833'838)

What are the implications of receiving a diagnosis of PPCM?

Receiving a diagnosis is often a relief at the end of a long road of seeking help but having concerns
dismissed repeatedly by healthcare professionals. Having a name for the worrying and worsening

symptoms helps, however the rocky road to diagnosis and treatment often leaves its’ mark with ongoing

12(p.8)

mental health impact. In qualitative studies of women’s experiences of PPCM themes of ‘not being

cared about’, ‘not being cared for’, and ‘not feeling secure’ are described under the heading of

‘exacerbated suffering’.lsls(p‘3) Women experience ongoing trauma, not only due to the physical
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symptoms and suffering which they may fully recover from, but trauma from not being heard and not

being believed or supported by the healthcare professionals who are there to care for them12 (p.11)

Subsequent pregnancy following PPCM

Although most women will make a full recovery from PPCM and may even be able to stop medications,
they have a high chance of relapsing in a subsequent pregnancyg(p‘140)For this reason, it is important
that they receive expert assessment of their heart function and take advice before entering into another
pregnancy. Pre-conception counselling may be provided by an obstetrician, obstetric physician or a
cardiologist with a special interest in maternal cardiology. Referrals can be arranged through the

Maternal Medicine Networks or GP.
Raising Awareness of PPCM

PPCMis a serious, life-threatening condition which is poorly understood and recognized. Although rare,

(p1397-98) Itis vital to raise awareness so that symptoms are

the incidence is significant and is rising.2
recognized, and investigations instigated in a timely manner. This will promote early diagnosis and

treatment and provide the best chance of full recovery.

Patel et al, 2016, conclude from a Swedish study of symptoms in women with peripartum

cardiomyopathy:

“Healthcare professionals, especially midwives who are mostly the primary care givers, need to develop
competence and clinical skills to be able to detect PPCM symptoms earlier and differentiate them from
normal physiological changes in pregnancy, and midwives need to understand the value of early referral

for suffering women to a doctor. This is a challenge for all midwives"g(p‘w)

Over the past couple of years, | have acted as Midwife Representative with the UK Maternal Cardiology
Society (UKMCS) and led projects to raise awareness of PPCM in collaboration with the Royal College of
Midwives (RCM). See Fig.1 (PPCM awareness poster). This began by forming focus groups of individuals
who had received a diagnosis of PPCM (reached through the charity Cardiomyopathy UK) to hear
directly about the effects of this disease. Participants were invited to share their symptoms and
experiences of PPCM in online meetings. Their stories shocked me as | heard about the difficulties they
experienced in getting a correct diagnosis and their feelings of fear, anxiety, isolation and guilt which

were frequently ongoing and had huge impacts on their experiences of motherhood.

To date we have worked on a number of projects to increase awareness amongst clinicians. Theseinclude
webinars, hosted by the RCM, with contributions from experts and women with lived experience of
PPCM; and a co-created poster highlighting symptoms of PPCM which will be distributed by the RCM to
maternity units across the UK for display in maternity waiting areas. | have presented on the topic at
conferences, including the British Cardiovascular Society annual conference, and study days for maternal

medicine midwives.
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age not d or type unknown

Rebecca Jarman, Research Midwife & NIHR Champion CRN South London, Midwife Representative, UK Maternal Cardiology Society

The Initiative: Outcomes — Resources developed

In collaboration with the UK Maternal Cardiology Seciety, Royal College of - Webinars on PPCM and the role of midwives in

Midwives and Cardiomyopathy UK, a package of PPCM resourceshas been %1 recognising symptoms and supporting women through

developed to improve the care of those who develop PPCM as a result of <50 diagnosis. Speakers from the multi-disciplinary team: a

pregnancy. ~i researcher; an author of the MBRRACE Report 2022

: ‘g chapter on cardiovascular care, and women with lived

33 ¢ experience of PPCM. These webinars can be accessed on
the RCM Website (see QR code).

- A poster has been designed to raise awareness of the

y . symptoms of PPCM and is being distributed to maternity
= "". units by the RCM for display in waiting room areas.

5

The first UK based PPCM peer support group has been set
up through Cardiomyopathy UK.

~ Patient information resources have also been developed
[ o ps \ . & are available on Cardiomyopathy UK website
racognizad the Progression of + www.cardiomyopathy.or;
symptoms of PRCH disease severity )
atan early stage s .

s 21320
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Midwives need to be aware of, and skilled in, recognition of early
symptoms of PPCM in order to refer for specialist care at an early
staga.*
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Fig. 1

Additionally, | have worked with Cardiomyopathy UK to develop patient information resources and set
up the first ever PPCM peer support group to address the reports of isolation by enabling women to

meet others with PPCM in a forum where they can share stories, concerns and ask questions.

Awareness of PPCM amongst the general population is also important to aid early diagnosis. In view of
this we have created a ‘PPCM Pledge’ (Fig.2), which was launched at the Cardiomyopathy UK National
patient conference 2023, The Pledge asks people to commit to raising awareness by spreading the word

and telling those they come into contact with about PPCM. Please join this mission by taking the PPCM
Pledge!
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The PPCM Pledge

| pledge to tell at least one
other person about PPCM...

Paripartam Cardiormyopathy (PPCM]
Awaranei Campaign 4
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Fig.2

CONCLUSION

Awareness of PPCM is vital because it has a direct impact on maternal mortality and morbidity. The
trauma of this disease is compounded by a lack of awareness amongst those providing care. Early
recognition is the key to early treatment and recovery, yet recognition of symptoms is poor. Further
work is needed to raise awareness of PPCM to improve early diagnosis and treatment to prevent women

suffering unnecessary trauma, long term disease and in some cases death.

Author Bio: Rebecca is a midwife with over 30 years of clinical experience. She is currently working as a
research midwife and is research champion for reproductive health and childbirth with the NIHR South
London Clinical Research Network. She also serves as midwife representative to the UK Maternal
Cardiology Society. With a special interest in peripartum cardiomyopathy Rebecca founded and runsa.
support group for Cardiomyopathy UK, supporting women affected by the condition across the UK and

internationally.
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