PSYCHOSOCIALIMPACTS OF
MARFAN SYNDROME
ON FAMILIES

WHATIS WHAT IS THIS FACT SHEET ABOUT
MARFAN This fact sheet explores the psychosocial impact of

SYNDROME? Marfan syndrome (MFS) on families, encompassing

, , emotional responses, altered family dynamics, coping
Marfan syndrome (MFS) is a genetic . d ol f infl . he f iy
disorder of the body’s connective tissue, strategl.es, an .essentla -actors in ugncmgt CREIVAS
affecting any gender, race or ethnicity. well-being. It aims to equip parents with valuable
Connective tissue provides structural iﬂSightS and COpiﬂg mechanisms to navigate the
support to our body, like scaffolding. complexities of Marfan syndrome effectively.
People with Marfan Syndrome may Recognizing the psychosocial dimensions of this
LI IV ECEC MBI EE BN o dition allows families to foster resilience and create
as excessive height and slimness. They : : o

a supportive environment, optimizing the overall ?

may also suffer issues with their eyes ~nd , : , , , ,
heart. Symptoms can vary among quality of life for their child and the entire family.

individuals due to the condition's diverse
nature.

DEALING WITH THEDIAGNOSIS COPING WITH
Receiving a diagnosis of Marfan syndrome triggers a UNGERTAINTY

cascade of emotional responses within families. The
revelation of a genetic disorder in a child often leads to
shock, disbelief, and anxiety about the uncertain future.
Coping mechanisms among family members vary, with
some finding relief in understanding the underlying
cause, while othe.rs. may grapple with feelings of guilt or treatment options and potential challenges in
self-blame. Perceiving the diagnosis as a life-altering the future. The impact on family dynamics,
event intensifies the emotional challenges, NigNIiSNTING P et R IR B T Ve e aTe T
Salclgglelelgclalef=Rel e R U] ol el RNIR (VAR EIIREORE[GINIEICR oncerns add to the uncertainty families face.
adaptation and coping.

S

Families with Marfan syndrome experience
uncertainty due to the complexity of the
condition, variability in symptoms, and
unpredictable long-term prognosis. There can
also be uncertainty about the most effective

PHYSICALCHALLENGES BODY IMAGE AND SELF ESTEEM

The constant need for medical appo|ntmentsl hosp|ta| Patients with Marfan Syndrome m|ght face bOdy |mage concerns
admissions, and surgeries can create significant due to physical differences, such as being taller than their peers.

disruptions to family routines and daily life. Caring for This is more apparent during adolescence. This could lead to
a child with MFS may require considerable time potential self-esteem issues and negative psychological effects, like

, , social isolation or bullying. As parents, your support is paramount
energy, and emotional commitment from parents and oAy 551 i’ Pl &

. , , , . in building their self-confidence. Celebrating their
caregivers, potentially affecting their ability to focus  5ccomplishments unrelated to MFS, like academic or sports

on other family members' needs.The child's poor achievements, can greatly boost their self-esteem. Raising

health and potential limitations can impact family awareness about MFS in schools can also help reduce stigma. By
dynamics, including limited participation in outings, providing emotional support within the family, you create a safe
family trips, and activities due to health space for your child to cope with the psychological impact of their
considerations. condition and foster their overall well-being.
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PSYCHOSOCIALIMPACTS OF
MARFANSYNDROME ON
FAMILIES

FINANCIAL AND EDUCATION AND SOCIALIMPACT

Children with Marfan Syndrome may indeed face challenges in
PRAcTIcAI‘ the school environment, both academically and socially. The

GONS|DERATIONS physical manifestations of the condition, such as tall stature

S and other physical differences, can make them stand out
Marfan syndrome presents significant financial and . . . .
NEL IR B SR e N e e R e L DR HERE RO among their peers, potentially leading to feelings of self-

ek A ek Al M consciousness or difficulties fitting in. This may result in social
check-ups, may make it challenging for a parent to

maintain a full-time job. The management of isolation or even bullying, impacting their emotional well-being.

associated complications and lifestyle adjustments . .
further adds to the financial burden. Additionally, the Moreover’ the need for frequent medical appomtments and

(LG R{CTECETIVEREL T et R EVTEEIEL I potential surgeries can lead to significant absences from

accessible living spaces may arise to ensure the . . :
P Il SChoOl, affecting their academic progress and engagement.

assessments for everyday activities, like using a Catching up with missed schoolwork and managing school

swing, becomes necessary but can be exhausting. T : . :
Despite these challenges, prioritizing the child's responsibilities alongside their health needs can be demanding

safety and well-being remains paramount for families fiela falali= el lleld=al
coping with Marfan Syndrome.

EXPANDING THEFAMILY
The psychological impact of Marfan Syndrome (MFS) on families ALTERED FAMILY

regarding family planning and future outlook can be profound. Upon DYNAMIGS

receiving a diagnosis of MFS in a child, families may experience _ , ,
The diagnosis of Marfan Syndrome can bring a

uncertainty and anxiety about their future and family planning T . . _
decisions. The potential hereditary nature of MFS can raise concerns S|gn.|f.|cant chang.e. in family dy,”f"‘,”_“cs due to the.
additional caregiving responsibilities such as taking

about the risk of passing on the condition to future generations,
influencing family planning choices. The fear of potential complications [SSKSAILCRIRITIgeltE different appointments and
and the need for ongoing medical care may also impact decisions about [(SCUSIIEERNEICRWILNeEVRIEEVREN F
expanding the family. Additionally, the long-term prognosis and

uncertainties surrounding the course of the condition can lead to One main emotion parents may experience is stress.
feelings of apprehension and stress about the child's future health and LlgEX<=IaRo =R VR Rt sl-RT ol g =Rla e llaa-Tale ERAWallg

quality of life. Coping with these emotional challenges often requires looking after children and the uncertainty around

open communication, access to supportive resources, and seeking looking after the child can increase the feelings of
guidance from healthcare professionals to make informed decisions tension. This is why coping strategies are important

and foster NOpe for a Positive future outiook for the entire family. ITIS oo PTa o R R o N o[ SR E I R A e N A RN I = R 1L
essential to talk to your healthcare provider about any decisions to see

what can be done.
STRESS AND IMPACT ON SIBLINGS

TENSION There is a huge impact on siblings of those
who are affected with Marfan syndrome.

Dealing with Marfan Syndrome can indeed lead to significant stress and
tension within the family. The emotional burden of managing the
condition, juggling medical appointments, and attending to the needs of
the entire family can be incredibly challenging. Parenting itself comes
with inherent stress, and the added responsibilities of caring for a child
with Marfan syndrome can exacerbate this burden. Recognizing and
acknowledging the presence of stress is essential. To cope with it
effectively, seeking support from other family members, such as
grandparents, and utilizing available support services for parents can be

Siblings may experience a mixture of
emotions, including worry and concern for
their affected brother or sister, and sometimes
feelings of jealousy or a need for additional
attention from parents. Navigating these
complex emotions while fostering positive

beneficial. By sharing the responsibilities and accessing support, families sibling interactions requires open
can alleviate some of the stress and create a mor: supportive . _
environment for their child with Marfan syndrome and the entire family. communication and support from parents.
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COPING STRATEGIES FOR
FAMILIES

SUPPORT MAINTAINING A POSITIVEOUTLOOK
A positive outlook involves maintaining optimism, hope, and a

GROUPS sense of control in the face of adversity. Families can focus on

their child's strengths, accomplishments, and milestones,
celebrating progress along their journey. Positive reinforcement
and praise for the child's efforts can bolster self-esteem and
foster a sense of achievement, promoting overall resilience.

EXPRESSIVE COPING

Emotional regulation encompasses strategies that help individuals
manage and express their emotions in a healthy and constructive way.
Encouraging open communication within the family allows parents,
siblings, and the child with Marfan syndrome to express their feelings
and concerns openly. Providing a safe and supportive environment for
emotional expression can help family members process their
emotions and reduce the impact of stressors on their well-being.

SEEKING PROFESSIONAL SUPPORT EDUCATING PARENTS
Accessing professional support, such as individual AND cAREERs

counselling or family therapy, can be beneficial for
families navigating the complexities of Marfan Adaptive coping strategies involve
syndrome. Mental health professionals can help family approaching challenges proactively and

members explore their emotions, develop coping problem-solving in a constructive manner.
strategies, and work through the challenges they may Families may benefit from educational

encounter. Individual therapy for parents can provide a programs that provide information on Marfan
syndrome, its management, and available

resources. This knowledge equips parents
with the tools to make informed decisions,
engage in effective communication with
healthcare providers, and advocate for their
child's needs in various settings, such as
school or medical appointments.

SELF-CARE FOR PARENTS SPEND TIME WITH YOUR
AND CAREERS LOVED ONES

To address the altered family
dynamics and mitigate the stress
and tension resulting from the
diagnosis, families may adopt
various coping strategies. Support
from other parents who are going
through a similar situation is vital,
this can be achieved through
support groups or online forums.
It is useful for parents to share
their coping strategies and provide
emotional support.

space to address their uniqgue emotional responses to
the diagnosis, while family therapy can strengthen
communication and understanding within the family
unit.

Caring for a child with Marfan syndrome can be Engaging with loved ones can bring happiness and foster
emotionally demanding, underscoring the importance ~ meaningful memories. Participating in adapted activities
of self-care for parents and caregivers. Engaging in organized by charities for children with Marfan syndrome
activities that promote relaxation, such as exercise, provides opportunities for enjoyable experiences.
mindfulness practices, or hobbies, can alleviate stress Additionally, empowering your child by involving them in
and prevent burnout. Adequate self-care not only managing their health and decision-making process

benefits parents but also enhances their ability to
support their child and other family nembers
effectively.
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promotes self-advocacy as they grow older




Accessing available support resources is essential in
addressing the psychosocial impact of Marfan syndrome.
Numerous resources are readily available for healthcare
orofessionals and families to utilize when engaging with
nealthcare providers and educational institutions. These
resources offer valuable guidance, assistance, and

RESOURCES
FOR FAMILIES

WITH
MARFAN

information that can enhance support systems and facilitate
effective communication and col
of and utilising these resources,

aboration. By being aware
nealthcare professionals

and families can effectively address the psychosocial

SYNDROME

MARFAN TRUST

The Marfan Trust is a UK-based charity offering
comprehensive support to families through their
helpline, webinars, peer-to-peer support, and
educational resources. For more information, visit:
Lhttps://www.marfantrust.org/

Genetic Counselling Service

They play a crucial role by providing guidance on the genetic
nature of Marfan syndrome and can help with family planning

MEDICAL JOURNALS AND
PUBLICATIONS

Reading peer-reviewed publications can be helpful for
parents and healthcare professionals to learn what the latest
,medical research, any new treatment options and what the
best medical advice is.

ADVOCACY AND AWARENESS

Advocating for your child with Marfan syndrome is crucial, as they
may not always be able to do so themselves in certain situations.
By advocating and raising awareness about the condition, families
can contribute to reducing stigma and social isolation that their
child may encounter. This can foster a more inclusive and
understanding environment, particularly in educational settings
where teachers and school staff can gain insight into how to
accommodate and support the individual with Marfan syndrome.
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challenges associated with MFS and promote the well-being
of individuals and their families.

PSYCHOSOCIAL SUPPORT
SERVICES

These services provide valuable resources and coping
strategies to help families navigate the emotional challenges
that arise, including self-esteem issues and uncertainty.
Individual therapy allows individuals to explore and address
their uniqgue emotional needs, while family therapy facilitates
open communication and understanding among family
members. Additionally, support groups offer a supportive
environment where families can connect with others facing
similar experiences, fostering a sense of community and
reducing feelings of isolation.

SCHOOL AND EDUCATION SUPPORT
SERVICES

By making appropriate accommodations, schools can create
an inclusive learning environment for the child. Raising
awareness about MFS in the classroom can help prevent
bullying and social isolation, fostering a supportive and
understanding atmosphere among peers. Creating risk
assessments tailored to the child's needs ensures their safety
during school activities. The "School Risk Assessment and
Recommendation” resource from the Marfan Trust can be a
valuable tool for schools to better understand MFS and
implement appropriate measures to support the child's well-
being and educational experience.
https://www.marfantrust.org/articles/school-risk-assessment-
recommendations-

HEALTHCARE PROVIDERS

Being empathetic and providing clear information can help
alleviate uncertainty and anxiety that parents may
experience. Involving the family and the individual with
Marfan syndrome in medical decisions ensures a patient-
centered approach and fosters a sense of empowerment.
Advocating for patients and their families helps ensure their
needs are met and they receive the best possible care.
Long-term planning is essential to help parents prepare
effectively for the future, taking into account potential
challenges and providing a sense of direction.
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