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Important Note

This book is here to share information and support for people living 
with rare diseases and their families. It is not a medical guide and does 
not replace advice from doctors or other health professionals.

•	 Always talk to your healthcare team before starting any new therapy.
•	 Some practices described may help with comfort and well-being, 

but they are not cures.
•	 Every person’s situation is unique, and what helps one person may 

not be right for another.
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Foreword

The book Well-Being in Rare Diseases offers a vital and comprehensive 
overview of complementary care options available to patients living with 
rare conditions. Written in clear and accessible language, it highlights 
the essential role of supportive care, particularly considering the limited 
therapeutic treatments currently available for the vast majority of the 
more than 8000 rare diseases.

Close collaboration with numerous patient advocacy organizations has 
emphasized to me a crucial reality: while the development of effective 
therapies may be distant and uncertain, families urgently seek solutions 
that can provide relief and improve the daily lives of patients.

This book responds to that need by presenting complementary ap-
proaches that can make a meaningful difference, offering practical, 
much-needed strategies to enhance well-being and quality of life for 
those affected by rare diseases.

Well-Being in Rare Diseases is an empowering guide, shining a light on 
integrative solutions that uplift, inspire, and enhance quality of life for 
those living with rare diseases.

Professor Daniel Scherman
Director of the Foundation for Rare Diseases, Paris, France



Foundations of 
Complementary 
Care in Rare 
Diseases
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Understanding why complementary practices 
matter

Living with a rare disease often means living with uncertainty: years of 
waiting for a diagnosis, limited treatment options, and the daily effort 
of managing symptoms that may never fully go away. For families, the 
medical journey is rarely a straight line. It twists through specialist visits, 
online searches, and moments of both hope and exhaustion.

Part 1 begins with this reality. It explains what “rare” truly means, how 
individual conditions may affect only a handful of people yet collectively 
touch millions worldwide. It shows how families navigate not only me-
dical hurdles but also emotional and financial ones. In this landscape, 
well-being becomes a necessity, not a luxury.

Here, we introduce the idea of complementary practices—approaches 
such as yoga, mindfulness, massage, or art therapy that can be used 
alongside medical care to improve comfort, confidence, and resilience. 
These are not cures. They are supports: ways of helping the body and 
mind work together.

Part 1 also helps readers think critically about evidence. It explains how 
to tell when a practice is supported by solid research, when it is still 
emerging, and when caution is required. It offers guidance for choo-
sing qualified practitioners and highlights the importance of teamwork 
between families and healthcare providers.

By the end of this section, readers will understand that complementary 
care is not an alternative to medicine but a partner to it, a compassionate, 
evidence-informed response to needs that science has not yet fully met.

What’s Ahead

•	 Why rare diseases require holistic, person-centered approaches.
•	 The difference between complementary and alternative practices.
•	 How to evaluate scientific evidence and identify safe practices.
•	 What to look for in a qualified practitioner.
•	 How complementary and conventional care can work together.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.1
Understanding Rare 
Diseases and the Need 
for Complementary 
Practices

Rare diseases, as their name suggests, affect 
only a small fraction of the population. In the 
European Union, a disease is considered rare 
when it impacts fewer than 1 in 2,000 people. 
In the United States, the Rare Diseases Act of 
2002 defines them as conditions affecting fewer 
than 200,000 individuals. These thresholds might 
sound small, but collectively rare diseases affect 
millions of people worldwide. The paradox is 
clear: each condition is rare, but the challenge 
they present to patients, families, and healthcare 
systems is anything but small.
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The Patient and Family Experience

For most people living with a rare disease, the journey begins not with 
answers but with uncertainty. Symptoms are often vague, mimic more 
common conditions, and remain poorly understood by many healthcare 
providers. As a result, it can take years before a patient receives an accu-
rate diagnosis, years during which conditions may worsen, families may 
struggle, and opportunities for early intervention are lost.

Beyond medical delays, the emotional toll is profound. Families often 
feel isolated, confronted with scarce information and fragmented sup-
port networks. Financial stress compounds the challenge: specialized 
tests, therapies, and travel to distant centers of excellence can become 
overwhelming burdens.

Barriers to Conventional Treatment

Even once a diagnosis is secured, treatment options remain limited. For 
many rare diseases, no conventional therapy exists. When therapies are 
available, they often manage symptoms rather than address root causes. 
Pharmaceutical investment in rare diseases has historically lagged 
behind, as companies prioritize larger markets with more predictable 
returns. Legislation like the Orphan Drug Act has begun to shift this dy-
namic by offering incentives such as market exclusivity and tax credits, 
but the reality is that progress remains slow.

Personalized medicine offers some hope—especially genetic testing and 
targeted therapies—but these remain inaccessible for many patients 
due to cost, availability, or lack of clinical validation. For families naviga-
ting these limitations, “standard care” may not be enough.

Why Complementary Practices Enter the 
Picture

In this landscape of gaps and unmet needs, patients often turn to com-
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plementary practices: approaches such as yoga, meditation, acupunc-
ture, or osteopathy. These are not cures, but they can provide relief from 
symptoms, improve well-being, and restore a sense of agency. Used 
thoughtfully, complementary practices can reduce pain, lower stress, 
and support quality of life.

Yet caution is essential. Not all complementary practices are supported 
by strong evidence, and some may even interfere with conventional 
treatments. Safe use requires collaboration with healthcare providers, 
careful evaluation of evidence, and clear communication.

Balancing Risks and Benefits

Every therapy, whether conventional or complementary, carries risks 
and benefits. What matters is the balance. Patients and caregivers must 
weigh safety, evidence, and personal values before integrating new 
practices into their care. Healthcare providers have a critical role here: 
guiding families through the complexity, assessing potential risks, and 
helping them build comprehensive care plans.

A Foundation for What Follows

Understanding the lived experience of rare diseases and the gaps in 
conventional treatment helps explain why complementary practices 
matter. They are not a replacement for medicine, but a response to 
unmet needs—an attempt to fill spaces where conventional care cannot 
always reach.

This book begins with that reality. In the next chapter, we explore the 
major categories of complementary practices, from mind–body and 
manipulative approaches to botanicals, supplements, and energy work. 
By understanding their scope and potential, patients and caregivers can 
begin to make informed decisions about which approaches may support 
their unique journey.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.2
Exploring 
Complementary 
Practices

Living with a rare disease often means searching 
beyond conventional medicine. Where standard 
treatments are limited, families can turn to 
complementary practices. These practices used 
alongside, rather than instead of, conventional 
care do not replace medical treatment, but they 
can expand options for symptom management, 
well-being, and quality of life.
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Complementary vs. Alternative

It is important to distinguish between complementary and alternative ap-
proaches. Complementary practices are used together with conventional 
treatments to enhance care. Alternative practices, in contrast, are used 
in place of conventional medicine. It is how it is used, not the practice 
itself, that is complementary or alternative. This book focuses on com-
plementary approaches that can be integrated safely and thoughtfully 
with standard medical care.

Categories of Complementary Practices

Complementary practices are diverse. While no list can be exhaustive, 
most fall into several broad categories:

Lifestyle Approaches

Lifestyle changes form the foundation of well-being for many rare di-
sease patients. Adapted diets, tailored exercise, improved sleep, and 
support for reducing alcohol or tobacco use can all improve daily health. 
For some conditions, lifestyle adjustments are not optional but essential, 
strict dietary restrictions in phenylketonuria for example. Because every 
disease and every patient is different, guidance from trained professio-
nals (dietitians, physiotherapists, doctors or specialized lifestyle or inte-
grative physicians) is key.

Mental Health Support

Psychological resilience is critical when navigating a rare disease. Prac-
tices such as Cognitive Behavioral Therapy (CBT) provide practical 
tools for reframing thought patterns. Digital and online CBT programs 
are emerging as accessible, evidence-supported options. Beyond CBT, 
counseling, psychiatry, and peer support networks all contribute to main-
taining emotional balance.
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Mind–Body Practices

Mind-body approaches help reconnect the mental with the physical:

•	 Meditation and mindfulness, including Mindfulness-Based Stress 
Reduction (MBSR), help reduce anxiety and improve emotional regulation.

•	 Yoga and yoga therapy combine postures, breathing, and meditation. 
While regular classes may be inaccessible for some patients, yoga 
therapy adapts to individual needs with the guidance of a qualified 
therapist.

•	 Tai chi and qigong, rooted in Chinese tradition, use gentle movement 
and breath control to improve flexibility, balance, and calm.

These practices share a focus on stress reduction and empowerment, 
making them valuable tools for daily life.

Manipulative and Body-Based Practices

Hands-on practices aim to restore movement, relieve pain, and improve 
function. Examples include:

•	 Osteopathy, where gentle manipulations can ease muscle tension and 
support natural healing.

•	 Chiropractic, focused on spinal and musculoskeletal alignment.
•	 Massage therapy, which can promote relaxation, improve circulation, 

and reduce discomfort.

Safety note: Some manipulations may be harmful in certain rare di-
seases. Always consult with your healthcare provider before beginning 
these approaches.

Whole-System Approaches

Some traditions offer complete frameworks for health. Examples include:

•	 Naturopathy emphasizes natural remedies and lifestyle counseling.
•	 Traditional Chinese Medicine (TCM) and Ayurveda combine herbs, diet, 

physical practices, and a spiritual dimension.
•	 Homeopathy, though controversial and with limited evidence, remains 

popular among some patients.
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These systems vary widely in scientific support and should be ap-
proached with caution and careful evaluation.

Botanicals and Supplements

Herbs, vitamins, and dietary supplements are commonly used by patients 
seeking additional support. While some, like turmeric or probiotics, are 
widely known, few have been rigorously tested in rare disease contexts.

Caution: Many supplements are unproven, costly, and may interfere with 
medical treatments. Always review supplement use with a physician.

Energy Practices

Energy-based practices focus on what practitioners describe as the bo-
dy’s subtle energy fields. Examples include:

•	 Reiki and Healing touch: light-or-no-touch practices that many patients 
find relaxing.

•	 Shamanic healing: traditional practice incorporating ritual, intention, and 
guided presence.

Scientific evidence is limited, but these approaches are generally consi-
dered safe when used as supportive care.

Evaluating Evidence and Safety

Because complementary practices are so varied, evidence for their 
safety and effectiveness differs widely. Some, like CBT and MBSR, are 
strongly supported by research. Others, such as homeopathy or certain 
supplements, lack robust scientific validation. Patients and caregivers 
should work with trained providers, consult advocacy groups, and cri-
tically assess sources of information before beginning new therapies.
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Looking Ahead

Complementary practices open possibilities, but they also raise impor-
tant questions about evidence, safety, and integration with conventional 
medicine. In the next chapter, we turn to the challenge of evaluating the 
evidence: how to distinguish promising practices from unproven ones, 
and how to balance risks and benefits in the unique context of rare di-
sease.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.3
Evaluating the Evidence

When choosing complementary practices, the 
most important question is: does it work, and 
is it safe? For patients and families navigating 
rare diseases, this question can be urgent. With 
limited conventional options, the temptation to 
“try anything” is strong. Yet not all practices are 
equally safe or effective, and some may carry 
hidden risks. Evaluating evidence provides a way 
to separate hope from hype.
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What Evidence-Based Practice Means

Evidence-based practice combines three elements:

•	 Research evidence from the best available studies.
•	 Clinical expertise from trained providers.
•	 Patient values and preferences, including lived experience.

When these three elements are considered together, care decisions be-
come more informed, personalized, and effective. For people living with 
rare diseases, this balanced approach is essential.

Assessing Scientific Studies

Scientific studies are the backbone of evidence-based practice, but not 
all studies carry the same weight. Some key features to look for include:

•	 Study design: Randomized controlled trials (RCTs) are the gold standard, 
while observational studies (cohort, case–control, cross-sectional) provide 
useful but less robust insights.

•	 Sample size: Larger studies usually yield more reliable results, but in rare 
disease research small numbers are often unavoidable.

•	 Blinding: Studies where neither patient nor researcher knows who 
receives treatment (double-blind) are less prone to bias.

•	 Outcome measures: Clinically meaningful results, such as symptom 
improvement or quality of life, matter more than lab markers alone.

•	 Peer review: Publication in reputable journals provides an extra layer of 
quality control.

In rare diseases, these gold-standard studies are hard to achieve be-
cause patient numbers are so small. This makes critical appraisal even 
more important.

The Role and Limits of Anecdotal Evidence

Personal stories, case reports, and patient testimonials often provide the 
first hints that a therapy may help. They highlight real-world experiences 
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and sometimes spark research interest. Yet anecdotes also carry risks: 
they are subjective, prone to bias, and rarely generalizable.

Used alone, they can mislead. Used alongside scientific evidence, they 
can enrich understanding, pointing researchers toward questions worth 
asking.

Balancing Risks and Benefits

Every practice has potential upsides and downsides. For complementary 
practices, this balance is especially nuanced:

•	 Benefits may include pain relief, stress reduction, or improved coping.
•	 Risks can include side effects, interactions with medications, financial 

strain, or even scheduling conflicts with conventional treatments.
•	 Costs matter too: an ineffective but expensive therapy is not just neutral, 

it may worsen financial stress in already burdened families.

A structured risk–benefit analysis, guided by a healthcare provider, can 
help families make decisions with eyes wide open.

Case Studies in Evaluation

To see how evidence is applied, consider these examples:

Acupuncture for chronic pain in Ehlers–Danlos Syndrome

•	 Evidence: Good-quality trials show acupuncture can reduce pain, though 
studies in EDS specifically are limited.

•	 Balance: Benefits (pain relief, minimal side effects) outweigh risks (minor 
bruising, cost).

•	 Conclusion: Reasonable as an adjunct to conventional care, with 
monitoring.

High-dose vitamin B12 for fatigue in ME/CFS

•	 Evidence: No strong studies support its use in patients without deficiency. 
Small studies and anecdotes exist, but findings are weak.
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•	 Balance: Risks are low, but costs can add up and false hope is a concern.
•	 Conclusion: Not currently supported for routine use without deficiency.

Mindfulness-Based Stress Reduction (MBSR) for anxiety in 
Huntington’s Disease

•	 Evidence: Multiple studies show benefits for anxiety and stress across 
chronic conditions, including neurodegenerative disease.

•	 Balance: Minimal risks, mainly time commitment.
•	 Conclusion: Strong candidate for integration into care plans.

These examples illustrate that evaluation is not about dismissing prac-
tices outright but about weighing the available evidence against patient 
needs and values.

Integrating Evidence into Care

Evaluating evidence is not an abstract exercise, it should guide practical 
decisions. Patients and providers can follow a process:

1.	 Gather evidence from scientific literature and trusted sources.
2.	 Critically appraise the quality of that evidence.
3.	 Consider clinical expertise, including insights from integrative medicine 

specialists.
4.	 Include patient perspectives—preferences, cultural context, lived 

experience.
5.	 Monitor and adapt—track outcomes, review progress, and adjust as 

needed.

This process ensures care remains safe, flexible, and responsive.

Looking Ahead

Evaluation provides the foundation for informed choices, but evidence 
alone is not enough. Families also need guidance on how to find legi-
timate practitioners and how to ensure the people they work with are 
trained, trustworthy, and safe. Chapter 4 turns to that challenge: iden-
tifying qualified practitioners and building strong, collaborative therapeu-
tic relationships.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.4
Practitioners and 
Education

Choosing the right practitioner is one of the 
most important steps in using complementary 
practices safely. For people living with rare 
diseases, where health risks are already 
complex, the qualifications and training of 
practitioners make all the difference. This 
chapter brings together two essential elements: 
how to identify legitimate practitioners and how 
education and training shape the quality of care 
they provide.



Why Practitioners Matter

A skilled practitioner does more than deliver a therapy. They create a 
therapeutic relationship grounded in trust, respect, and communication. 
Patients should feel heard, supported, and empowered—not pressured 
or misled. Conversely, an unqualified or dishonest provider can cause 
real harm by delaying necessary medical treatment, providing ineffective 
care, or creating financial strain.

Finding Qualified Practitioners

Referrals and Recommendations

•	 Personal referrals: Trusted friends, families, or fellow patients may share 
reliable names.

•	 Professional referrals: Doctors and conventional care teams often 
collaborate with integrative or complementary providers.

•	 Patient advocacy groups: Many rare disease organizations keep lists of 
vetted practitioners.

Verifying Credentials

•	 Education and training: Look for accredited degrees or diplomas.
•	 Licensing and certification: Requirements vary widely by country, but 

providers should be transparent about their status.
•	 Continuing education: Ongoing training shows commitment to safe, up-to-

date care.

Evaluating Experience

•	 How long have they practiced?
•	 Do they specialize in rare diseases or complex conditions?
•	 Can they explain typical outcomes honestly, without overpromising?

The First Consultation

A strong first meeting should include a clear explanation of methods, 
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discussion of risks and benefits, openness to working with your medical 
team, and a transparent plan with goals, timelines, and costs.

Red flags include unverifiable credentials, promises of a “cure,” pres-
sure to abandon conventional care, vague pricing, or high-pressure sales 
tactics.

Education and Training: Building Quality into 
Practice

The quality of complementary care depends not only on individual 
honesty but on broader education and training systems.

Formal Training

•	 Many practitioners hold degrees in disciplines like acupuncture, 
osteopathy, or naturopathy.

•	 For physicians, integrative medicine fellowships provide specialized 
training in evidence-based complementary practices, prevention, and 
patient-centered care.

•	 Currently, few programs focus specifically on rare diseases—an unmet 
need in medical education.

Key Competencies for Practitioners

•	 Clinical knowledge of their modality, plus awareness of rare disease 
complexity.

•	 Evidence-based practice, including skills to critically evaluate new 
research.

•	 Patient-centered care, respecting values and cultural contexts.
•	 Interprofessional collaboration, working alongside conventional 

providers.
•	 Communication skills to explain risks, benefits, and options clearly.
•	 Ethical practice, including informed consent, confidentiality, and respect 

for autonomy.
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Continuing Education

Workshops, online courses, and professional conferences help practitio-
ners remain current. Rare disease–focused continuing education could 
fill important gaps.

The Role of Advocacy and Support Groups

Patient associations do more than provide support, information and re-
ferrals. They also:

•	 Advocate for higher training standards and regulatory oversight.
•	 Offer directories of recommended practitioners.
•	 Organize workshops and peer support, which help patients evaluate 

complementary options and feel less isolated.

Building Effective Relationships

When patients and practitioners work well together, complementary care 
becomes safer and more effective. Key ingredients include:

•	 Trust and respect, so patients can share concerns openly.
•	 Collaboration, ensuring complementary and conventional providers align 

care plans.
•	 Feedback and evaluation, adjusting approaches when needed.

Looking Ahead

Safe, effective use of complementary practices begins with finding qua-
lified practitioners and ensuring they are well-trained. The next step is 
integration—how to combine complementary and conventional treat-
ments into a single holistic plan. Chapter 5 explores that integration, 
showing how patients, caregivers, and healthcare providers can work 
together for the best possible outcomes.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.5
Integrating 
Complementary 
Practices with 
Conventional Care

For many people living with rare diseases, no 
single therapy provides complete relief. True 
progress comes from combining approaches—
conventional medicine for diagnosis and 
treatment, and complementary practices mainly 
for symptom relief, resilience, and quality of 
life. Integration does not mean replacing one 
system with another. Instead, it means building 
a comprehensive, coordinated plan that respects 
the strengths of both.
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Why Integration Matters

Rare diseases are complex, often affecting multiple body systems and re-
quiring many specialists. Patients may juggle neurologists, cardiologists, 
physiotherapists, and genetic counselors. Complementary practices 
add another layer. Without integration, care risks becoming fragmented, 
confusing, or even unsafe. With integration, patients gain coordinated, 
holistic care that addresses both medical needs and well-being.

Benefits of a Holistic Approach

Comprehensive Care

An integrated plan considers physical, psychological and spiritual needs 
together, reducing gaps that standard treatment alone may leave.

Personalized Treatment

Integration allows practices to be tailored to individual goals, prefe-
rences, and cultural values, making them more relevant and sustainable.

Patient Empowerment

When patients are actively involved in choosing and combining thera-
pies, they gain a greater sense of control and ownership of their health 
journey.

Improved Symptom Management

Complementary practices can ease stress, pain, fatigue, and emotional 
strain—improving daily quality of life while reducing reliance on medi-
cations.

How Integration Works

Combining Therapies Thoughtfully

Complementary practices often address needs conventional medicine 
cannot—such as chronic stress, side-effect management, or emotional 
resilience. 
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For example:

•	 Acupuncture may reduce chemotherapy-induced nausea.
•	 Probiotics can ease antibiotic-related digestive issues.
•	 Mindfulness meditation can support better sleep and lower anxiety.

Note: Some practices, particularly botanicals and supplements, may in-
terfere with conventional treatments. Coordination with the healthcare 
team is essential.

Effective Communication

Open dialogue between patients, conventional providers, and comple-
mentary practitioners is the cornerstone of integration. Patients should 
disclose all practices they are using, while providers should respond with 
respect and evidence-based guidance.

Collaborative Decision-Making

Integration works best when decisions are shared. This includes:

•	 Discussing risks and benefits of each practice.
•	 Considering the patient’s values and lifestyle.
•	 Setting realistic expectations for outcomes.

Continuous Monitoring

Because health evolves, care plans must be regularly reviewed. Check-
ins help track progress, identify interactions, and adapt therapies to new 
circumstances.

Case Studies in Integration

Case 1: Fibromyalgia

A patient with fibromyalgia experiences chronic pain and fatigue. 
Conventional medication and physiotherapy offer limited relief. By ad-
ding acupuncture, gentle tai chi, and mindfulness meditation—chosen 
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with patient input—the care plan becomes more effective. Over time, 
the patient reports reduced pain, improved sleep, and greater well-being.

Case 2: Anxiety in a Rare Neurological Disorder

A patient’s neurological condition is complicated by severe anxiety. Stan-
dard medication is maintained, but integration adds cognitive-behavioral 
therapy, art therapy, and targeted kinesiotherapy. With this blend, the 
patient not only reduces anxiety but also improves adherence to medical 
treatment and regains a sense of autonomy.

Challenges in Integration

•	 Variation in Standards: Not all complementary practices are equally 
regulated.

•	 Potential Interactions: Some practices can interfere with medications or 
schedules.

•	 Cost and Coverage: Insurance often excludes complementary care, 
creating financial strain.

•	 Skepticism in Medicine: Some healthcare providers remain unfamiliar 
with integrative approaches.

Overcoming these challenges requires education, communication, and 
strong advocacy.

Looking Ahead

Integration is not an endpoint but a process, a way of continuously ba-
lancing evidence, safety, and patient values. By uniting conventional and 
complementary approaches, patients gain access to care that is not only 
scientifically grounded but also personally meaningful.

In the next chapter, we explore Future Directions—how new techno-
logies, policies, and patient advocacy are shaping the evolving field of 
integrative care in rare diseases.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.6
Future Directions

Complementary practices are no longer at the 
margins of healthcare. For people living with 
rare diseases, they offer vital tools to improve 
quality of life, reduce stress, and restore a sense 
of agency. Yet the journey is far from complete. 
The future lies in expanding evidence, improving 
access, and ensuring that these practices are 
integrated safely and effectively into the broader 
healthcare system.



29

 B
i

o
t

e
c

h
 b

r
i

e
f

i
n

g
s

 | A Practical Guide

Emerging Trends

Personalized Medicine

Advances in genomics and biotechnology are making healthcare increa-
singly individualized. In rare diseases, where each patient’s needs can be 
unique, complementary practices may align well with personalized care 
strategies—tailoring nutrition, movement, and mind–body interventions 
to genetic and lifestyle profiles.

Mind–Body Practices

Practices such as mindfulness, meditation, and yoga are gaining robust 
scientific support. Their accessibility and adaptability make them espe-
cially valuable for patients with rare conditions, offering practical ways 
to manage anxiety, pain, and fatigue.

Integrative Medicine as a Specialty

Integrative medicine is emerging as a recognized medical discipline, 
blending conventional and complementary approaches into coordinated, 
evidence-informed care. For rare disease patients, this means access 
to practitioners who understand both the complexities of their condition 
and the supportive role of complementary practices.

The Role of Technology

Telemedicine and Digital Health

Virtual consultations, online support groups, and digital programs extend 
access to patients who live far from specialists. For ultra-rare conditions 
with few global experts, telehealth is often the only bridge.

Wearables and Health Trackers

Real-time data on sleep, movement, and heart rate can inform persona-
lized care plans and measure the impact of complementary practices in 
daily life.
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Virtual and Augmented Reality

These technologies are being explored as tools for pain relief, rehabili-
tation, and mental health support—offering immersive experiences that 
reduce suffering and enhance well-being.

Artificial Intelligence (AI)

AI has the potential to accelerate research by analyzing small but com-
plex datasets common in rare diseases. It can also help identify which 
patients may benefit most from specific complementary practices and 
may allow doctors more time to spend with each patient.

Policy and Systems Change

Increased Funding

Sustained investment is needed to strengthen the evidence base for 
complementary practices. Governments, philanthropies, and industry 
partnerships can accelerate this progress.

Insurance Coverage

Expanding coverage for evidence-supported complementary practices 
will make them accessible to more patients and reduce inequities in 
care.

Regulation and Standards

Clear guidelines for practitioner training, product safety, and informed 
consent are essential. Stronger regulatory frameworks will protect pa-
tients while encouraging innovation.
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The Power of Advocacy

Patient organizations are the driving force behind many changes in rare 
disease care. They can:

•	 Educate families about safe, effective complementary options.
•	 Campaign for research funding and insurance coverage.
•	 Build networks that connect patients to reputable practitioners.
•	 Partner with researchers to ensure studies reflect real patient needs.

By amplifying patient voices, advocacy ensures that complementary 
practices are not dismissed as fringe, but recognized as part of a com-
prehensive, patient-centered model of care.

Looking Ahead
•	 The integration of complementary practices into rare disease care is both 

a challenge and an opportunity. Emerging science, new technologies, 
supportive policies, and strong advocacy are bringing the field of 
integrative medicine into the mainstream. What once felt experimental is 
becoming part of a patient-centered approach to health.   

•	 For patients and families, this evolution means greater choice, safer care, 
and hope. For practitioners and policymakers, it calls for collaboration, 
innovation, and commitment to evidence. The future of rare disease care 
will not be built on a single therapy or system, but on the integration of 
many approaches—conventional and complementary—working together 
to meet the complex needs of those who live with rare diseases.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

1.7
Conclusion and Call to 
Action

The path through rare disease is often long 
and uncertain. Families face complex medical 
decisions, limited treatment options, and 
emotional and financial strain. Along this journey, 
complementary practices can provide meaningful 
support, helping to ease symptoms, improve 
well-being, and restore a sense of agency.

This book has outlined how to understand, 
evaluate, and integrate these practices. Here, we 
conclude with a summary of key lessons and a 
practical toolkit to help patients, caregivers, and 
providers move forward with confidence.
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Key Lessons

•	 Holistic care is essential. Rare diseases affect the body, mind, and spirit. 
Addressing only physical symptoms is not enough.

•	 Evidence is the safeguard. Scientific research, combined with clinical 
expertise and patient values, ensures safety and efficacy.

•	 Trustworthy practitioners make the difference. Skilled, well-trained 
providers are central to safe complementary care.

•	 Integration creates strength. Conventional and complementary 
practices, when combined, offer the most comprehensive support.

•	 The future is promising. Advances in personalized medicine, technology, 

and advocacy are expanding opportunities for safe, evidence-based care.

A Practical Toolkit for Patients and Families

Questions to Ask Any Practitioner

1.	 What are your qualifications and training?
2.	 Are you licensed or certified to practice in this country/state?
3.	 How much experience do you have working with rare or complex 

conditions?
4.	 What are the realistic benefits and risks of this practice?
5.	 How will this practice fit with my current medical treatments?
6.	 What costs are involved, and will insurance cover them?

Checklist for Safe Use of Complementary Practices

•	 Inform your medical team about all complementary practices you use.
•	 Check for possible interactions with medications.
•	 Look for evidence from reputable sources (peer-reviewed studies, 

systematic reviews).
•	 Avoid practitioners who promise cures or pressure you to abandon 

conventional care.
•	 Track your own outcomes: keep notes on how you feel, changes in 

symptoms, and any side effects.
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Tips for Caregivers

•	 Encourage open communication between the patient, medical team, and 
complementary practitioners.

•	 Use advocacy groups to find vetted resources and emotional support.
•	 Balance hope with realism—celebrate improvements but remain cautious 

of exaggerated claims.
•	 Remember self-care: supporting someone with a rare disease requires 

resilience and rest.

Looking Ahead

Rare disease care is evolving. Advocacy is stronger, science is advan-
cing, and complementary practices are moving toward greater integra-
tion with mainstream healthcare. Patients and families are not passive 
participants in this process—they are its drivers.

By asking the right questions, insisting on evidence, and working colla-
boratively with practitioners, families can shape a future where comple-
mentary practices are safe, effective, and accessible.

A Shared Future

The integration of complementary practices into rare disease care is more 
than a medical strategy. It is a statement of values. It acknowledges that 
patients are whole people, not just diagnoses, and that healing involves 
more than medication alone.

•	 The call to action is clear:
•	 For patients and caregivers: stay informed, be proactive, and trust your 

voice.
•	 For providers: listen, guide, and collaborate with openness.
•	 For policymakers and researchers: invest in evidence, education, and 

access.

Together, we can build a future where every person with a rare disease 
has the right to safe, holistic, and dignified care.



Pathways to 
Well-Being:  
Evidence-Based 
Complementary 
Practices
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Exploring the practices that can  
improve daily life

Part 2 moves from principles to practice. It introduces the specific prac-
tices that patients and caregivers most often ask about and explains, in 
plain language, what each one involves, what research shows, and how 
to use it safely alongside medical care.

These chapters cover a wide range of approaches: mindfulness-based 
stress reduction, yoga therapy, creative arts therapies, acupunc-
ture, massage, herbal medicine, and resilience training. Each section 
highlights both the promise and the limits of the practice. Some, such 
as mindfulness and yoga, have strong evidence for reducing stress and 
improving emotional well-being. Others, like supplements and herbal re-
medies, require greater caution and consultation with a doctor.

Through stories, examples, and practical checklists, readers learn how 
small, well-chosen practices can restore a sense of control and dignity. 
The focus is not on “fixing” disease but on improving life within it, on 
finding strength, calm, and community even in difficult circumstances.

Together, these chapters form a toolkit that patients and families can 
adapt to their own needs, preferences, and resources.

What’s Ahead

•	 Clear explanations of major complementary practices and what evidence 
supports them.

•	 Step-by-step checklists for safe participation.
•	 Examples of how practices such as mindfulness, yoga, or art therapy have 

helped real patients.
•	 Guidance on when to be cautious and how to discuss complementary 

care with your doctor.
•	 A new focus on resilience—how to find strength, balance, and hope in 

everyday life.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.1
Understanding More 
About Rare Diseases 
and Complementary 
Practices

Rare diseases, as the name suggests, 
individually affect only a small fraction of the 
population. Yet together they touch the lives of 
millions of people worldwide. 
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Defining Rare Diseases

Rare diseases can be genetic, infectious, autoimmune, or arise from 
other complex causes. Each has its own biology, symptoms, and treat-
ment needs. Conditions such as Cystic Fibrosis, Progressive Multifocal 
Leukoencephalopathy, Myasthenia Gravis, Leprosy, Idiopathic Pulmonary 
Fibrosis illustrate this diversity. The uniqueness of each disease adds 
layers of complexity to care and makes broad, one-size-fits-all solutions 
ineffective.

The Impact on Patients and Families

Living with a rare disease often means years of uncertainty. On average, 
it takes several years for a patient to receive an accurate diagnosis. In 
that time, conditions may worsen while families endure repeated misdia-
gnoses, inappropriate treatments, and profound emotional strain.

The toll extends far beyond the clinic. Families face fragmented support 
networks, limited treatment options, financial burdens, and isolation. 
Rare disease communities often describe feeling invisible—navigating 
complex health systems with little guidance or recognition.

Diagnostic Challenges

Symptoms of rare diseases often mimic those of more common condi-
tions, making timely diagnosis difficult. Specialized tests such as genetic 
panels and advanced imaging have improved diagnostic accuracy, but 
they are not always available or affordable. In many cases, no single 
diagnostic test exists, and clinicians must rely on combinations of clinical 
evaluation, laboratory work, and trial-and-error approaches.

This uncertainty underscores the need for better education among 
healthcare providers and greater awareness of rare disease presenta-
tions.



39

 B
i

o
t

e
c

h
 b

r
i

e
f

i
n

g
s

 | A Practical Guide

Research and Funding Gaps

Research into rare diseases lags work on more common conditions, lar-
gely due to limited funding. Pharmaceutical companies often prioritize 
larger markets where a return on investment is clearer. As a result, rare 
disease therapies are fewer in number and slower to develop.

Legislation such as the U.S. Orphan Drug Act and equivalent initiatives in 
Europe have incentivized investment through market exclusivity, tax cre-
dits, and grants. These measures have led to important breakthroughs, 
but progress remains uneven. For many rare diseases, treatment options 
are still minimal or non-existent.

Limited Conventional Treatments

Even where conventional treatments exist, they may only manage cer-
tain symptoms rather than address the root cause, have side effects, and 
not address the patient’s priorities. This reality often drives patients and 
families to seek additional support through complementary practices—
approaches aimed at easing symptoms, strengthening resilience, and 
improving overall quality of life.

Here is what we talk about in this section..

Living with a rare disease often means facing many challenges at once: 
uncertainty about the future, limited treatment options, and the daily ef-
fort of managing symptoms. Doctors and medical treatments remain the 
most important part of care. But for many people, medicine alone does 
not meet every need. Pain may continue, stress can build, and families 
may feel isolated.

That is where complementary practices can help. These are approaches 
used alongside medical care, not instead of it. They do not cure rare 
diseases, but they may offer comfort, ease symptoms, and give patients 
and families tools to cope. Mindfulness, Yoga, massage, acupuncture, 
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resilience training, and creative arts therapies are just some of the prac-
tices that people with rare diseases have found supportive.

In this section, we look at these practices in more detail: what they in-
volve, what benefits they may bring, and what risks to be aware of. Some 
have strong scientific support, others rely more on tradition or personal 
experience. The goal is not to recommend a single “right” choice, but to 
give clear information so that each family can decide what feels safe and 
useful for them.

Above all, complementary practices are about supporting the whole per-
son—body, mind, and spirit. When chosen carefully and used alongside 
medical care, they can help patients and caregivers find moments of 
relief, resilience, and even joy in the middle of difficult journeys.

Summary Table: Types of Complementary 
Practices

Practice 
Category

Examples Evidence Cautions

Lifestyle Diet, adapted 
exercise, sleep 
improvement, 
reducing 
alcohol/tobacco

Strong evidence for 
health benefits in 
general populations; 
some rare disease–
specific cases (e.g., 
phenylketonuria 
diets)

Requires 
individualized 
guidance; some 
conditions 
demand strict 
or unique 
adaptations.

Mental Health 
Support

Counseling, 
psychiatry, CBT, 
digital CBT

Robust evidence 
for CBT and 
counseling in 
reducing anxiety and 
depression; digital 
CBT increasingly 
validated

Access and 
affordability 
may vary; 
needs 
integration with 
medical care.
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Mind–Body 
Practices

Mindfulness, 
meditation, yoga, 
yoga therapy, tai 
chi, qigong

Good evidence for 
stress reduction, 
emotional 
regulation, and 
improved quality 
of life

Some yoga/
movement 
practices may 
need adaptation 
for physical 
limitations.

Manipulative & 
Body-Based

Osteopathy, 
chiropractic 
care, massage

Evidence mixed; 
massage shows 
benefits for 
relaxation and pain 
relief

Certain 
manipulations 
unsafe in some 
rare diseases; 
always consult 
a physician.

Whole-System 
Approaches

Naturopathy, 
Ayurveda, 
Traditional 
Chinese 
Medicine, 
homeopathy

Evidence varies: 
some herbal/dietary 
components studied, 
many unproven

Risk of 
interactions, 
inconsistent 
training 
standards, and 
some unverified 
claims.

Botanicals & 
Supplements

Herbs, vitamins, 
probiotics, 
dietary 
supplements

Some evidence (e.g., 
probiotics, vitamin 
D) but rare disease–
specific data lacking

Possible drug 
interactions, 
contamination 
risks, high 
costs.

Energy 
Practices

Reiki, healing 
touch, shamanic 
healing

Limited scientific 
evidence; anecdotal 
support for 
relaxation and 
comfort

Generally safe, 
but should 
not replace 
conventional 
treatments.

Living with a rare disease is never a straightforward path. Families often 
face long waits for answers, few treatment options, and the ongoing 
strain of daily symptoms and uncertainty. In this landscape, medicine 
remains essential—but it does not always address everything people 
need to live well. This is where complementary practices can play a role.

So far, we have explored how these practices can provide added sup-
port through lifestyle changes, emotional care, or approaches that bring 
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movement, touch, or creativity into daily life. We have also seen why it is 
important to look closely at the evidence, weigh risks and benefits, and 
seek out practitioners who are both skilled and trustworthy. Above all, 
we have emphasized that these practices are most helpful when used 
alongside medical treatment, never in place of it.

With this understanding in mind, the next part of the book looks more 
closely at individual practices. We explore what they involve, how they 
may help, and what to be cautious about. The aim is not to suggest a 
single answer, but to offer clear, practical guidance so that patients and 
caregivers can choose what feels safe, supportive, and right for their 
own journey.

Now we turn to individual practices, beginning with mindfulness and 
yoga, then moving through art therapy, acupuncture, massage, resilience 
training, and others. Each is explored in more detail, with a focus on how 
it may help, what the evidence shows, and how to use it safely alongside 
medical care.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.2
Mindfulness-Based 
Stress Reduction

Living with a rare disease often means living 
with constant stress from medical uncertainty, 
frequent appointments, unpredictable symptoms, 
and the emotional weight these bring. 
Mindfulness-Based Stress Reduction (MBSR) is 
a structured, evidence-based program that can 
help people manage this stress more effectively. 
It has been widely studied, with strong evidence 
showing benefits for well-being, resilience, and 
quality of life.
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What Is MBSR?

At its core, mindfulness means paying attention—on purpose, in the pre-
sent moment, and without judgment. The MBSR program was originally 
developed at the University of Massachusetts Medical School and is now 
offered in hospitals, universities, and community centers worldwide. It 
does not aim to “empty the mind” but instead to notice thoughts, emo-
tions, and sensations as they arise, allowing space to respond with cla-
rity rather than react automatically.

How the Program Works

A traditional MBSR course lasts 8 weeks and includes:

•	 Weekly group sessions (around 2.5 hours each).
•	 A full-day retreat midway through the program.
•	 Daily home practice of 45–60 minutes, using guided exercises.

Participants practice techniques such as:

•	 Body scan: systematically noticing sensations throughout the body.
•	 Breath awareness: focusing on breathing as an anchor to the present.
•	 Mindful movement: gentle yoga or walking meditation, adapted to each 

person’s abilities.
•	 Everyday mindfulness: bringing awareness to activities like eating, 

speaking, or listening.

Benefits of MBSR

While there is no published evidence specific to rare diseases, the broa-
der body of research shows consistent benefits, including:

•	 Reduced anxiety and depression.
•	 Lower perceived stress levels.
•	 Improved coping with chronic illness.
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•	 Enhanced emotional regulation and resilience.
•	 Better quality of sleep and overall well-being.

For people with rare diseases, these outcomes may ease the psychologi-
cal burden of illness and improve the ability to manage daily challenges.

A Practical Example

A patient group supporting people with Huntington’s disease piloted 
MBSR as part of their well-being program. Participants reported less an-
xiety and more calm in managing symptoms. Even though the disease 
itself did not change, the ability to face it with clarity and acceptance 
made life feel more livable.

Risks and Considerations

MBSR is considered safe, with minimal risks. The biggest challenge 
is the time commitment. Some people may also find it emotionally in-
tense at first, as mindfulness can bring difficult thoughts or feelings into 
awareness. Having a trained instructor is important to guide participants 
safely through the process.

Checklist: Getting Started with MBSR

•	 Look for programs offered by hospitals, universities, or certified 
instructors.

•	 Ask if adaptations are available for physical limitations.
•	 Start small—just a few minutes a day can build into a regular practice.
•	 Combine formal sessions with everyday mindfulness, like mindful eating 

or walking.

•	 Always share your experiences with your healthcare team.



46

 B
i

o
t

e
c

h
 b

r
i

e
f

i
n

g
s

 | W
E

L
L
-B

E
IN

G
 in

 R
a

re
 D

is
e

a
s
e

s

Final Thought

Mindfulness does not change the reality of living with a rare disease. 
But it can change the way people experience that reality. By cultivating 
presence, acceptance, and inner calm, MBSR helps patients and families 
navigate challenges with more resilience and peace.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.3
Yoga Therapy

Yoga is more than stretching or exercise, it is 
an ancient mind–body practice that combines 
movement, breathing, ethics, and focused 
awareness, and has become one of the most 
widely used complementary practices worldwide. 
Yoga Therapy is a distinct discipline. A certified 
trained Yoga Therapist adapts yoga to address 
specific medical conditions and can work 
alongside healthcare teams to safely meet the 
unique needs of patients with complex or chronic 
rare diseases. 
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What Yoga Therapy Involves

A session with a Yoga Therapist is usually one-on-one or in a small group 
and typically includes:

•	 Postures (asanas): physical positions that can be adapted for different 
levels of strength, flexibility, and mobility.

•	 Breathing practices (pranayama): techniques to calm the nervous 
system and improve focus.

•	 Meditation or relaxation: cultivating awareness and reducing stress 
through stillness and reflection.

There are many styles of yoga, ranging from vigorous to gentle and res-
torative forms. In rare disease care, Yoga Therapy—focused on safety 
and individual needs—can  provide gentle physical activity, stress re-
duction, and a greater sense of connection between body and mind.

Benefits of Yoga

Although few studies focus specifically on rare diseases, yoga has been 
shown more broadly to:

•	 Improve flexibility, balance, and mobility.
•	 Reduce pain and muscle tension.
•	 Lower stress, anxiety, and depression.
•	 Enhance breathing capacity and energy levels.
•	 Support better sleep and overall quality of life.

For rare disease patients, Yoga Therapy may provide both physical be-
nefits (gentle movement and stretching) and emotional ones (resilience, 
calm, and improved self-image) in a safe setting.

Safety Considerations

Not all yoga poses are safe for all patients. People with joint instability, 
muscle weakness, or respiratory limitations may need careful modifica-
tions. 
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For example:

•	 Avoid deep twists or inversions if they strain fragile joints or affect blood 
pressure.

•	 Focus on supported postures, chair yoga, or breath-centered practices if 
mobility or balance are limited.

•	 Always seek guidance from a certified yoga therapist (C-IAYT or 
equivalent) or instructor experienced in adapting yoga for medical 
conditions.

Yoga or Yoga Therapy should never replace conventional treatments. 
They work best when integrated into an overall care plan, with input 
from the healthcare team.

Practical Example

A small patient support group for muscular dystrophy partnered with a 
certified yoga therapist to offer chair-based yoga sessions. Participants 
reported improved breathing control, reduced stiffness, and greater 
confidence in managing daily tasks. Just as importantly, the group found 
emotional relief in practicing together, building community as well as 
resilience.

Getting Started with Yoga or Yoga Therapy

Checklist for Patients:

•	 Seek out certified yoga therapists, or yoga instructors with healthcare 
experience.

•	 Start gently with short sessions of simple movements and breathing.
•	 Use props (chairs, cushions, straps) to support comfort and safety.
•	 Combine physical postures with relaxation or meditation.
•	 Listen to your body. Stop if a movement causes pain, light-headedness, or 

fatigue.
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Final Thought

Yoga does not change the underlying course of a rare disease. But it 
can change the way patients relate to their bodies and their challen-
ges. By offering tools for movement, breathing, and mindfulness, yoga 
provides a pathway to greater resilience, improved well-being, and a 
renewed sense of inner balance. Yoga Therapy is a safer alternative to 
yoga classes for rare disease patients.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.4
Creative Arts Therapies

Art has always been a way for people to express 
what words cannot capture. For individuals living 
with rare diseases, art therapy and other creative 
arts therapies provide a safe and supportive 
space to process emotions, reduce stress, and 
strengthen resilience. These approaches use 
creativity not just as self-expression, but as a 
therapeutic tool guided by trained professionals.
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What Is Art Therapy?

Art therapy is a form of psychotherapy that uses visual arts—drawing, 
painting, sculpture, collage—as the medium for communication and 
healing. A trained art therapist helps participants explore feelings, de-
velop coping skills, and improve mental well-being. The goal is not to 
create a “good” piece of art, but to use the creative process itself as a 
path to healing.

Other Creative Arts Therapies

Beyond visual art, creative arts therapies include:

•	 Music therapy: using rhythm, song, or listening exercises to improve 
mood and communication.

•	 Dance and movement therapy: using physical expression to release 
tension, enhance body awareness, and improve confidence.

•	 Drama therapy: using role-play and storytelling to explore identity and 
relationships.

Each form provides a different channel for expression, and patients often 
benefit from choosing the one that resonates most with them.

Benefits for Rare Disease Communities

•	 Emotional expression: Offers a way to process fear, grief, or anger that 
may be difficult to articulate.

•	 Stress reduction: Engaging in creative flow calms the nervous system 
and lowers anxiety.

•	 Identity and empowerment: Helps patients reclaim a sense of agency 
beyond their diagnosis.

•	 Connection: Group sessions can reduce isolation and foster community 
among patients and caregivers.

Although formal research in rare diseases is limited, broader studies 
show improvements in quality of life, mental health, and coping across 
chronic illness groups.
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Safety and Practical Considerations

Art and creative arts therapies are generally safe. The key is to work with 
credentialed therapists, who have training in psychology as well as the 
creative medium. These professionals ensure the sessions are suppor-
tive and not overwhelming. Patients should also clarify how sessions are 
structured and whether they focus on self-expression, emotional proces-
sing, or skill development.

Practical Example

In one patient education workshop for rare diseases, art therapy was 
offered alongside yoga and mindfulness. Participants reported that di-
rected creative expression helped them “release what was stuck inside” 
and offered a sense of calm and relief, even when symptoms remained 
unchanged.

Checklist: Getting Started

•	 Seek out a licensed creative arts therapist.
•	 Explore whether your local hospital, patient group, or community center 

offers sessions.
•	 Choose the medium that feels most appealing—art, music, movement, 

writing or drama.
•	 Remember: no artistic skill is required; the process matters not the 

product.

Final Thought

Art therapy and creative arts therapies do not alter the biology of rare 
diseases. But they can profoundly alter how people live with those condi-
tions. By opening new pathways for expression, reducing stress, and 
fostering connection, creative arts therapies help patients and families 
rediscover strength, meaning, and joy in the face of challenge.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.5
Acupuncture

Acupuncture is one of the oldest forms of 
complementary care, originating in traditional 
Chinese medicine. It involves the gentle insertion 
of very fine needles into specific points on the 
body, with the aim of restoring balance and 
promoting the body’s natural healing processes. 
Today, acupuncture is practiced worldwide, both 
in traditional and modern medical contexts.
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Principles of Acupuncture

Traditional Chinese Medicine explains acupuncture as a way of balan-
cing energy, or “qi,” which flows through pathways in the body. Modern 
biomedical research has also proposed mechanisms, such as:

•	 Stimulation of nerves and connective tissue.
•	 Release of endorphins (natural painkillers).
•	 Modulation of blood flow and immune function.

Although the language may differ, both perspectives agree that acupunc-
ture can influence how the body experiences pain and stress.

Evidence of Benefits

For the general population, acupuncture has been studied most for:

•	 Chronic pain (such as back pain, arthritis, and headaches).
•	 Nausea and vomiting (including chemotherapy-related nausea).
•	 Stress and anxiety management.

While research in rare diseases is limited, some patients report relief 
from pain, muscle stiffness, and anxiety when acupuncture is part of 
their care. For people whose conditions involve chronic discomfort, even 
modest improvements can greatly enhance quality of life.

Safety and Considerations

When performed by a trained professional, acupuncture is generally 
safe. However, risks may include minor bleeding, bruising, or dizziness. 
Serious complications are rare but can occur if performed by unqualified 
practitioners.
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Important safety notes: 

•	 Always use licensed acupuncturists who follow strict hygiene 
protocols

•	 Acupuncture may not be appropriate for people with bleeding 
disorders or who are on blood-thinning medication. 

•	 Patients should discuss acupuncture with their doctor before be-
ginning treatment, especially if they have complex or fragile health 
conditions.

Practical Example

A patient advocacy group successfully lobbied for expanded insurance 
coverage of acupuncture for people with chronic pain. Their campaign 
included cost-effectiveness studies and policy engagement, leading to 
broader access and safer use of acupuncture as part of integrated care.

Checklist for Patients

•	 Seek a certified and licensed acupuncturist.
•	 Ask about their experience with chronic or rare diseases.
•	 Start with a small number of sessions to evaluate response.
•	 Share your full medical history with the practitioner.
•	 Keep your healthcare team informed about ongoing acupuncture 

sessions.

Final Thought

Acupuncture does not claim to cure rare diseases. But for many pa-
tients, it offers relief from pain, stress, and tension—helping them feel 
more comfortable and resilient in daily life. When used safely and in 
coordination with medical care, acupuncture can be a valuable tool in a 
whole-person approach to well-being.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.6
Massage Therapy

Massage therapy is one of the most widely used 
complementary practices across cultures. It 
involves the structured manipulation of muscles 
and soft tissues, usually through the hands of a 
trained therapist, to promote relaxation, relieve 
discomfort, and support overall well-being. For 
people living with rare diseases, massage can 
offer moments of comfort and connection that 
are especially meaningful.



58

 B
i

o
t

e
c

h
 b

r
i

e
f

i
n

g
s

 | W
E

L
L
-B

E
IN

G
 in

 R
a

re
 D

is
e

a
s
e

s

Principles of Massage Therapy

Massage works through both physical and psychological pathways:

•	 Physiological effects: Improves circulation, reduces muscle tension, and 
promotes flexibility.

•	 Neurological effects: Stimulates the release of endorphins and reduces 
stress hormones.

•	 Psychological effects: Creates a sense of relaxation, safety, and human 
connection, which can counteract the isolation many rare disease patients 
experience.

Evidence of Benefits

Massage therapy has been studied in a range of conditions, showing 
benefits such as:

•	 Reduction of muscle stiffness and pain.
•	 Improved sleep quality.
•	 Decreased levels of stress and anxiety.
•	 Enhanced mood and overall quality of life.

While large clinical studies specific to rare diseases are limited, patient 
reports and small trials suggest massage can be particularly helpful for 
managing chronic pain, spasticity, and fatigue.

Safety and Considerations

When performed by a trained professional, massage is generally safe. 
However, there are important considerations:

•	 Avoid massage over areas with fragile skin, recent surgery, or active 
infection.

•	 Patients with clotting disorders, bone fragility, or certain neurological 
conditions should consult their doctor first.

•	 Gentle techniques are often preferable for patients with complex or 
painful conditions.
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Key point: Always ensure your massage therapist knows your full medi-
cal history and communicates with your healthcare team where possible.

Practical Example

A hospital in a European rare disease center introduced adapted mas-
sage for patients with muscular dystrophies. Therapists were specially 
trained to use gentler techniques and shorter sessions. Patients reported 
reduced muscle tension and better sleep, and caregivers noted a cal-
ming effect that improved daily interactions.

Checklist for Patients:

•	 Work with a licensed massage therapist, ideally with experience in 
medical or adapted massage.

•	 Share your diagnosis, symptoms, and medical history in detail.
•	 Start with shorter sessions to see how your body responds.
•	 Avoid deep pressure unless advised by your care team.
•	 Monitor for side effects (soreness, dizziness) and adjust techniques as 

needed.

Final Thought

Massage therapy does not cure rare diseases, but it can ease pain, re-
duce stress, and offer valuable moments of comfort. For many patients 
and caregivers, it also represents a rare space of human touch and em-
pathy, both vital for resilience and well-being.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.7
Herbal Medicine and 
Dietary Supplements

Herbal remedies and dietary supplements are among 
the most commonly used complementary practices 
worldwide. They are widely available over the counter, 
marketed as “natural,” and often seen as safer 
alternatives to pharmaceuticals. For people living with 
rare diseases, where conventional treatment options 
are limited, the appeal can be strong.

However, the scientific evidence supporting herbal 
medicine and supplements in rare diseases is 
minimal. While some herbs and vitamins have been 
studied in common conditions, research specific to 
rare diseases is almost non-existent. This creates 
significant uncertainty about effectiveness, dosage, 
and safety. Some herbs and supplements may be of 
benefit in some cases, but they must be checked 
with your medical team before taking.
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Why Caution Is Essential

Lack of Evidence

•	 Very few herbal or supplement interventions have undergone rigorous 
trials in rare disease populations.

•	 Claims of benefit are often based on tradition, anecdote, or marketing—
not peer-reviewed science.

•	 Even when there is evidence in common diseases, it does not always 
apply to rare conditions, which often have unique biology.

Risk of Interactions

•	 Herbs and supplements can interact with prescription medications. 
For example, St. John’s Wort reduces the effectiveness of many drugs, 
including some used for epilepsy and cancer.

•	 Patients with metabolic or genetic rare diseases may be particularly 
vulnerable to harmful interactions.

Financial Burden

•	 Supplements (some labelled “herbal”) are often expensive and can be 
marketed as “specialized” or “premium.”

•	 Families coping with the costs of rare disease care can end up spending 
hundreds or thousands of dollars on products with little or no proven 

benefit.

Regulatory Gaps

Unlike prescription medications, most supplements are not strictly re-
gulated. Contents may vary between brands, and contamination or mis-
labeling are real risks.

Practical Example

A rare disease patient group surveyed its members about supplement 
use. More than 70% reported trying vitamins, supplements, or powders. 
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Yet only a small fraction reported meaningful benefits, while many des-
cribed no effect or felt misled by marketing. Several also reported finan-
cial strain from recurring supplement costs.

Checklist for Patients and Families

Be wary of claims of “cures” or “miracle results.”

•	 Avoid large financial commitments to unproven supplements.
•	 �Always check with your doctor or pharmacist before starting any herbal or 

dietary product.
•	 �Look for products tested by independent laboratories (quality seals such 

as USP, NSF).
•	 Track your symptoms carefully if you do try a supplement and stop if no 

improvement occurs.

Final Thought

Herbal medicine and supplements may have a role in supportive care, 
but only when chosen carefully, with professional guidance, and rea-
listic expectations. In many cases, supplements carry more uncertainty, 
risk, and cost than proven benefit.

In rare diseases, where resources are already stretched thin, families 
should be especially cautious. The most valuable investment is often not 
in a pill or powder, but in approaches with stronger evidence such as 
integrative care, mental health support, and community-based resilience 
practices.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

2.8
Resilience Training – 
Finding Strength in the 
Storm

“It’s not the load that breaks you down. It’s the 
way you carry it.” – Lena Horne

Living with a rare disease—or caring for 
someone who does—means carrying a weight 
few others can see. Appointments, waiting, 
financial stress, physical limitations, uncertainty, 
and the quiet isolation of being “different” often 
pile up into a heavy, invisible burden.
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Resilience training offers tools to help patients and families carry that 
burden differently. Not by pretending it isn’t heavy, but by finding new 
ways to live well alongside it.

What Resilience Really Means

Resilience is often misunderstood as toughness or never breaking down. 
In reality, resilience looks more like this:

•	 Crying when things are overwhelming and still getting up the next day.
•	 Saying honestly, “This is hard,” and asking for help.
•	 Laughing in the middle of chaos, not because everything is fine, but 

because life is still worth living.

It is not about forcing positivity but about bending without breaking.

Why Resilience Matters in Rare Diseases

Rare diseases are uniquely stressful: long diagnostic odysseys, limited 
treatments, frequent medical trauma, and profound social isolation. Me-
dications may treat symptoms, but they often cannot touch the emotio-
nal weight of the journey.

Resilience training provides strategies to:

•	 Manage fear, grief, and frustration.
•	 Strengthen identity beyond the diagnosis.
•	 Reduce emotional exhaustion for both patients and caregivers.
•	 Reclaim meaning, purpose, and a sense of control.

Core Elements of Resilience Training

Self-Awareness

•	 Recognizing emotions as they arise.
•	 Naming stressors instead of suppressing them.
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Coping Strategies

•	 Learning evidence-based tools like relaxation techniques, journaling, or 
cognitive reframing.

•	 Building small, sustainable habits that make daily life more manageable.

Connection

•	 Drawing strength from supportive relationships, peer groups, or therapy.
•	 Sharing experiences with others who truly understand.

Meaning-Making

•	 Finding purpose even in hardship.

•	 Integrating illness into, rather than allowing it to define one’s life story.

Practical Example

A resilience training program for parents of children with rare metabolic 
conditions used group workshops, mindfulness, and guided journaling. 
Participants reported less burnout, greater confidence in their caregiving 
role, and a stronger ability to balance their child’s needs with their own 
well-being.

Checklist: Building Resilience Step by Step

•	 Give yourself permission to feel everything—grief, anger, joy, hope.
•	 Develop daily practices that calm the body (breathing, stretching, prayer, 

or journaling).
•	 Connect regularly with peers or support groups.
•	 Reframe challenges as part of your story, not the whole story.
•	 Remember resilience is built in small steps, not in one dramatic leap.
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Final Thought

Resilience is not something rare disease patients need to “go find.” It is 
already present in the ways they survive, adapt, and keep going each 
day. Training helps make that strength visible, reliable, and sustainable. 
In this sense, resilience becomes not just survival, but a quiet form of 
healing in its own right.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

Conclusion 
Part 2
Complementary 
Practices in Rare 
Disease Care

Complementary practices cannot cure 
rare diseases. They do not replace medical 
treatments, genetic therapies, or the highly 
specialized care that patients require. But they 
can support something equally important: the 
ability to live with dignity, resilience, and hope in 
the face of profound challenges.
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Throughout this section we have explored practices as varied as yoga, 
mindfulness, massage, acupuncture, herbal medicine, resilience training, 
and creative arts therapies. Each has unique strengths, and each carries 
limitations. Together, they offer a toolkit of supportive approaches—tools 
that patients and caregivers can adapt to their needs, values, and re-
sources.

Key Themes Across Practices

Relief and Comfort Matter

•	 Whether through relaxation, movement, or creative expression, these 
practices help reduce pain, stress, and fatigue.

•	 Even modest improvements can be life-changing in the context of rare 
disease.

Safety First

•	 Always consult with your doctor before beginning any complementary 
therapy.

•	 Work with certified practitioners. Avoid unregulated or commercial 
“miracle” claims.

Evidence and Limits

•	 Some practices (e.g., mindfulness, yoga, massage) have more research 
support. Others (such as many supplements) lack evidence and may carry 
risks.

•	 Families should invest cautiously, especially given the already high costs 
of rare disease care.

Emotional and Social Well-Being

•	 Many practices provide a safe space to process emotions, reduce 
isolation, and strengthen connection.

•	 Resilience, meaning-making, and dignity are as vital as physical relief.
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Practical Recommendations

For patients and families:

•	 Discuss any therapy with your healthcare team.
•	 Start with approaches that have the strongest evidence and lowest risk 

(e.g., mindfulness, yoga therapy, massage, creative art therapies).
•	 Use journaling and poetry as low-cost, accessible tools for expression.
•	 Be cautious of expensive supplements, unregulated remedies, or 

therapies claiming to “cure” rare diseases.
•	 Choose practices that fit your values, energy, and resources—there is no 

single right path.

For healthcare professionals:

•	 Remain open to patient interest in complementary practices.
•	 Provide balanced guidance—neither dismissing patients’ needs nor 

endorsing unproven claims.
•	 Support access to safe, affordable, and evidence-based practices.
•	 Encourage integration of psychosocial, mind-body, and creative 

approaches alongside medical care.

Final Reflection

The rare disease journey is long, often uncertain, and always demanding. 
Complementary practices do not erase these realities, but they can help 
transform them. They offer ways to soothe the body, calm the mind, and 
open the heart.

The greatest value of these practices may not be in what they fix, but in 
what they restore: a sense of control, a voice for unspoken emotions, and 
the possibility of living well, even in the shadow of illness.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

Closing  
Part 2
A Practical Guide 
to Complementary 
Practices in Rare 
Disease Care

Complementary practices can support well-
being, but they are not cures. Families affected 
by rare diseases are often targeted by costly and 
unproven therapies. Choosing wisely protects 
both health and financial security.
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Quick Do’s and Don’ts

Do:

Always inform your doctor before starting any therapy.

Consult an integrative medicine specialist if possible.

Use licensed or certified practitioners only.

Start with low-cost, safe practices (mindfulness, breath work, journaling, 
art therapy).

Track results—if a therapy doesn’t help, stop.

Prioritize your well-being and dignity.

Don’t:

Replace prescribed medical treatments with alternatives.

Spend money on “miracle cures,” detoxes, or untested supplements.

Trust practitioners who make absolute promises or discourage medical 
care.

Assume “natural” means safe—many herbs and supplements interact 
dangerously with medications.

Let desperation drive spending. Families have lost thousands chasing 
therapies with no benefit.

Safer Options (Well-Supported)

•	 Mindfulness & Meditation: Proven to reduce stress and improve coping.
•	 Yoga Therapy: Builds flexibility, balance, and calm.
•	 Massage Therapy: Reduces pain, muscle tension, and stress.
•	 Creative Arts Therapies (art, music, writing, drama): Powerful tools for 

expression, connection, and resilience.
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High-Risk / Poor Value Options

•	 Supplements: Almost no evidence in rare diseases. Can be dangerous 
and are often extremely expensive.

•	 Unregulated therapies (detox, “energy diagnosis machines,” miracle 
products): Exploit fear and hope. Offer no proof, waste money, and may 
delay proper care.

•	 Commercial “expressive workshops” without licensed therapists:  
Expensive yet lack therapeutic depth.

Questions to Protect Yourself

•	 Is this therapy supported by scientific evidence in peer-reviewed journals?
•	 What risks or interactions could it have with my medications?
•	 Is the practitioner properly licensed or certified?
•	 What does it cost—and can I afford it long term without harm to my 

family?
•	 If it doesn’t help after a fair trial, will I be able to stop without guilt or 

pressure?

Final Takeaway

In rare disease care, every resource counts—time, money, and en-
ergy. Safe, affordable practices can provide comfort, expression, and 
resilience. But unproven treatments exploit vulnerability and add un-
necessary burden.

The best investment is in practices with clear evidence, low risk, and 
meaningful benefits. Protect your health, protect your resources, and 
focus on what truly strengthens you and your family.



The Human 
Circle of Care: 
Supporting 
Caregivers and 
Families
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Recognizing and empowering those who 
carry the weight

Behind every person with a rare disease stands someone who organizes 
appointments, asks the questions, and keeps daily life moving. In most 
cases, that person is a caregiver—often a parent, frequently a mother—
whose decisions shape every aspect of the care journey.

Part 3 shines a light on these caregivers as central figures in comple-
mentary practice. They are not simply helpers; they are gatekeepers who 
decide which therapies to try, how to pay for them, and when to stop. 
Their choices are made under intense pressure: financial strain, emotio-
nal fatigue, and the constant hope of offering relief.

This section explores both sides of caregiving: the compassion and stren-
gth it reveals, and the vulnerability it creates. It looks at how unproven or 
exploitative practices can deepen financial and emotional burdens, and 
how evidence-based, affordable practices can instead sustain dignity 
and resilience.

Part 3 also calls for change. It urges healthcare teams, policymakers, 
and advocacy organizations to provide better information, stronger safe-
guards, and real recognition of caregivers as equal partners in rare di-
sease care.

What’s Ahead

•	 Why caregivers are the real decision-makers in complementary care.
•	 The financial and emotional impact of unproven or high-cost therapies.
•	 How to identify safe, affordable, evidence-based options.
•	 Strategies for caregiver well-being, resilience, and self-care.
•	 Policy and community actions to support families who give so much of 

themselves.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

3.1
Caregivers as 
Gatekeepers

In rare disease care, decisions about 
complementary practices are rarely made by 
patients themselves. Around 70% of people 
living with a rare disease are children. 
For these children, and often for adults 
too, caregivers are the true gatekeepers 
of whether to adopt, sustain, or abandon 
complementary practices.
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Why Caregivers Hold This Role

Caregivers are more than companions. They are:

•	 Decision-makers: Choosing whether to spend scarce family resources 
on practices such as massage, yoga, herbal remedies, or supplements.

•	 Coordinators: Balancing schedules of appointments, school, work, and 
respite.

•	 Mediators: Interpreting information from doctors, advertisements, and 
peer groups, and then translating it into choices for their child.

•	 Protectors: Assessing whether a practice is safe, effective, and worth the 
cost.

The decision to try a therapy is rarely just about potential benefit; it is en-
tangled with fear of missing an opportunity, the hope of easing suffering, 
and the pressure of financial reality.

The Weight of the Burden

Research across Europe and North America shows that families absorb 
30–45% of disease-related costs outside the healthcare system, 
largely in the form of out-of-pocket spending. Complementary prac-
tices are a major part of this financial picture, alongside travel, nutrition, 
and home adaptations. Families report average household income 
losses of €500–€2,000 per month, often due to mothers leaving paid 
employment.

Against this backdrop, even small decisions like paying €50 for a single 
massage session or €100 monthly for supplements carry disproportio-
nate weight. When therapies fail to deliver, the financial and emotional 
cost lands directly on caregivers, who may feel guilty for “choosing 
wrong.”

Gendered Dynamics

In about 80% of cases, mothers are the primary caregivers. This 
pattern deepens the gendered burden of rare disease, with women dis-
proportionately experiencing:
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•	 Employment disruption.
•	 Reduced retirement security.
•	 Higher levels of emotional strain and anxiety.

As a result, it is mothers who most often decide whether a therapy is 
“worth it”—and mothers who absorb the consequences of those choices.

Why This Matters for Complementary 
Practices

Caregivers are not neutral consumers. They are operating under:

•	 Systemic pressure: Fragmented insurance coverage, lack of respite, and 
financial precarity.

•	 Emotional strain: Anxiety, exhaustion, and the hope of offering relief.
•	 Information gaps: Limited evidence for therapies in rare diseases, with 

advertising often filling the void.

This makes caregivers uniquely vulnerable to exploitation by unproven 
practices. Yet when safe, affordable, evidence-supported practices are 
available, caregivers can become powerful facilitators of resilience, di-
gnity, and comfort for their children.

Final Thought

Caregivers stand at the intersection of hope and reality. They are the 
ones deciding whether to open the door to a therapy—or close it. Re-
cognizing them as gatekeepers is not just descriptive; it is a call for 
health professionals, policymakers, and patient organizations to support 
caregivers with clear, evidence-based guidance, financial protection, and 
recognition of their central role in rare disease care.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

3.2
The Burden of 
Ineffective Practices

For caregivers, every decision about therapy 
carries weight. When a practice in question is 
unproven, unsafe, or exploitative, the burden 
multiplies. Instead of relief, caregivers may be 
left with debt, guilt, and deeper exhaustion.



79

 B
i

o
t

e
c

h
 b

r
i

e
f

i
n

g
s

 | A Practical Guide

The Financial Strain

Families caring for a child with a rare disease already lose €500–€2,000 
in household income every month due to employment disruption and 
the cost of care. At the same time, they absorb major out-of-pocket 
costs for therapies, specialized nutrition, and assistive technologies.

Into this fragile landscape, unproven practices introduce further risks:

•	 Supplements (some labelled “herbal”), and “natural cures” often cost 
hundreds of euros per month.

•	 Alternative workshops or programs promise transformation but can 
provide little measurable benefit.

•	 Families may pursue multiple practices at once, multiplying costs without 
multiplying results.

When these therapies fail, the money is gone—but so too is the hope 
that sustained it.

The Emotional Cost

Unproven practices do more than drain finances; they exploit hope. Care-
givers describe:

•	 Feeling guilty for not “trying everything.”
•	 Blaming themselves if a therapy fails: “Maybe I did it wrong, maybe I 

stopped too soon.”
•	 Experiencing conflict within families when one parent supports a therapy 

and another resists.

This emotional toll compounds existing stress, often leading to identity 
erosion, social withdrawal, and chronic anxiety.

Why Caregivers Are Vulnerable

Several factors make caregivers particularly exposed to unproven prac-
tices:
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•	 Desperation: With 95% of rare diseases lacking curative treatment, any 
promise of improvement is tempting.

•	 Information gaps: Evidence is scarce, while marketing is abundant.
•	 System failures: Fragmented support systems push families to seek 

solutions outside of formal care.
•	 Gendered burden: Mothers, often the primary caregivers, bear not just 

the cost but the emotional responsibility for choosing “right”.

The Real Consequence: Lost Resources

Every euro spent on an ineffective therapy is a euro not spent on:

•	 Reliable respite care.
•	 Mental health support for the caregiver.
•	 Evidence-based therapies that improve quality of life.

Over time, repeated investments in ineffective practices can permanent-
ly alter the economic trajectory of families, leading to debt, housing ins-
tability, and reduced educational opportunities for siblings.

Final Thought

Unproven practices can be more than harmless experiments; they can 
be active threats to family stability. They can siphon off money, time, and 
hope—resources already stretched thin. For caregivers, the burden is 
not just financial but deeply emotional.

Protecting families from these harms requires two things:

•	 Clear, evidence-based guidance from trained professionals and 
advocacy groups.

•	 Policy safeguards that limit predatory marketing and expand access to 
safe, low-cost integrative practices.

Only then can caregivers invest their limited resources where they matter 
most: supporting the dignity, resilience, and well-being of their children.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

3.3
Supporting Caregiver 
Well-Being Through 
Complementary 
Practices

Caring for someone with a rare disease is not 
only demanding—it is life-altering. Caregivers 
carry medical, financial, emotional, and social 
responsibilities that often leave them depleted. 
Complementary practices, when chosen wisely, 
can support not just the patient but also the 
caregiver. In many cases, the benefits are 
greatest when these practices are shared.
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Why Caregiver Well-Being Matters

•	 Invisible burden: Caregivers often neglect their own health, prioritizing 
the patient above all else. This creates long-term risks of burnout, 
depression, and physical illness.

•	 Ripple effects: When caregivers are healthier—emotionally and 
physically—patients benefit too.

•	 Shared resilience: Some practices foster connection between caregiver 
and patient, creating moments of joy and relief in the midst of difficulty.

Supporting caregiver well-being is not indulgence, it is essential for sus-
taining care.

Safe and Supportive Practices

Mindfulness and Meditation

•	 Short, guided practices can reduce stress and anxiety for caregivers.
•	 Practicing alongside children helps families regulate emotions together.

Yoga and Gentle Movement

•	 Adapted yoga or stretching supports both physical release and mental 
calm.

•	 Even brief sessions provide shared relaxation and a sense of routine.

Massage and Touch Therapies

•	 Caregivers may benefit directly from professional massage, or by learning 
simple touch-based relaxation techniques to use with their child.

•	 Gentle, shared massage fosters connection and reduces stress for both.

Creative Arts and Journaling

•	 Art, music, and poetry can provide caregivers with an outlet for grief, 
frustration, and hope, whether part of a self-practice or as a guided 
therapy.

•	 Journaling is low-cost, flexible, and easily integrated into daily life—
giving caregivers a private space to process their experiences.
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Herbal Remedies

•	 A simple cup of herbal tea or a warm herbal bath can bring back ritual 
and a sense of calm for caregivers.

•	 Check with your doctor to select the best herbs for you, and for safety 
choose well sourced whole botanicals over extracts or essential oils.

A Practical Example

A rare disease center in France introduced family-based resilience 
workshops that combined mindfulness, art therapy, and journaling. Pa-
rents reported that the sessions gave them tools not only to support their 
children but also to care for themselves without guilt. One mother 
described it as “the first time I felt seen—not only as a caregiver, but as 
a person.”

Checklist for Caregivers

•	 Choose practices that benefit both you and your child.
•	 Start small: a few minutes of deep breathing, a short journal entry, a 

gentle stretch.
•	 Be realistic. Complementary practices will not remove the burden, but 

they can make it lighter.
•	 Avoid costly, unproven options; prioritize accessible, low-cost practices.
•	 Give yourself permission to seek care for your own well-being—it is part 

of caring for your child.

Final Thought

Caregivers are the silent backbone of rare disease care. Their health, 
resilience, and dignity matter. Complementary practices—when safe, 
simple, and affordable—can give caregivers moments of relief and re-
newal. These practices remind caregivers that they are not just providers 
of care, but human beings deserving of support and healing themselves.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

3.4
Recommendations for 
Families, Professionals, 
and Policymakers

Caregivers are the central decision-makers in 
whether complementary practices are used 
in rare disease care. Supporting them with 
clear guidance, structural safeguards, and 
compassionate recognition is essential. These 
recommendations are aimed at three key groups: 
families, professionals, and policymakers.
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For Families and Caregivers

•	 Prioritize low-cost, evidence-informed practices: Mindfulness, yoga, 
massage, journaling, and creative arts can provide meaningful relief 
without heavy expense.

•	 Avoid unproven or high-cost remedies: Supplements, detoxes, and 
“miracle cures” drain financial resources and rarely provide benefit.

•	 Ask tough questions: Always check a practitioner’s credentials, evidence 
base, risks, and costs.

•	 Protect your well-being: Choose practices that support both your child 
and yourself, resilience depends on the caregiver’s health too.

•	 Track outcomes: Keep notes on what helps and what does not help and 
stop ineffective practices without guilt.

For Healthcare Professionals

•	 Engage openly: Ask families about complementary practices without 
judgment, so they feel safe sharing.

•	 Provide balanced guidance: Discourage unsafe or costly practices, 
while supporting safe, affordable options.

•	 Integrate caregiver needs: Recognize that supporting caregiver well-being 
strengthens patient outcomes.

•	 Educate yourselves: Build familiarity with the most common 
complementary practices, so you can guide families confidently. Seek 
accredited training in Integrative Medicine.

For Policymakers and Systems Leaders

•	 Expand coverage for safe, evidence-supported practices: 
Mindfulness, adapted yoga, and massage should be accessible regardless 
of income.

•	 Crack down on predatory marketing: Regulate unproven supplements 
and practices, especially those targeting children.

•	 Recognize caregivers in rare disease strategies: Include caregiver 
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well-being in policy frameworks, funding, and support services.
•	 Address inequity: Ensure rural and low-income families have access to 

safe practices, not just those with wealth and proximity to urban centers.
•	 Approve and fund accredited Integrative Medicine training: Foster an 

evidence-based oversight of complementary practices by trained health 

professionals.

Final Thought

Caregivers are the gatekeepers of complementary care in rare diseases. 
They make decisions under immense emotional and financial pressure. 
Families deserve protection from exploitation, professionals must be al-
lies in safe choices, and policymakers must close structural gaps.

The path forward is not to encourage “trying everything,” but to focus 
on what is safe, supportive, affordable, and evidence-informed. Only 
then can complementary practices fulfill their true promise: easing suf-
fering, strengthening resilience, and restoring dignity to families facing 
the immense challenge of rare disease.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

Summary 
Part 3
Caregivers and 
Complementary 
Practices
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Why it matters

•	 Around 70% of rare disease patients are children. Caregivers, mostly 
mothers, make the key decisions about complementary practices.

•	 Caregivers act as gatekeepers: weighing risks, managing finances, 
coordinating schedules, and protecting their children from harm.

Key Challenges

Financial strain

•	 Families lose €500–€2,000/month in income due to caregiving.
•	 Most complementary practices are not covered by insurance, adding 

major out-of-pocket costs.
•	 Unproven practices (some supplements, “miracle cures”) exploit this 

vulnerability and waste resources.

Emotional burden

•	 Caregivers feel guilty if practices fail or pressured to “try everything.”
•	 Conflict within families may arise over which practices to pursue.
•	 Emotional exhaustion and isolation are common.

Structural inequities

•	 Urban vs. rural access: services are clustered in cities.
•	 Wealthier families access safe practices; poorer families are more 

exposed to predatory marketing.
•	 Mothers disproportionately bear the impact, often leaving work and losing 

long-term security.

Safer, Supportive Options

•	 Mindfulness & Meditation: Stress relief for both child and caregiver.
•	 Yoga & Gentle Movement: Adapted for comfort, fosters shared calm.
•	 Massage & Touch Therapies: Reduce pain, promote connection.
•	 Creative Arts & Journaling: Provide outlets for grief, identity, and 

resilience.

These practices are low-cost, safe, and support both patient and care-
giver well-being.
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Clear Warnings

•	 Avoid unproven supplements, detoxes, or expensive “miracle” practices.
•	 Do not replace prescribed medical care.
•	 Be wary of practitioners who promise cures or discourage medical 

treatment.

Recommendations

For Families

•	 Choose safe, affordable practices; track outcomes.
•	 Protect caregiver well-being as part of the care plan.

For Professionals

•	 Ask openly about complementary practices.
•	 Guide families toward safe options; discourage unsafe or costly ones.
•	 Pursue additional training to better guide your patients, or refer to trained 

colleagues.

For Policymakers

•	 Regulate unproven practices and predatory marketing.
•	 Expand insurance coverage for safe, evidence-supported practices.
•	 Recognize caregivers in rare disease strategies.

Final Thought

Caregivers are the linchpin of rare disease care. Supporting them with 
clear information, financial safeguards, and safe options ensures 
complementary practices become tools of resilience—not sources of 
exploitation.

Think of this book as a companion—to give ideas, perspective, and 
reassurance—while your medical care remains guided by professionals 
who know your personal health needs.



Reminder: The information in this chapter is for support and education 
only and should never replace guidance from your healthcare team.

Final 
Thoughs
A Circle Completed
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Living with a rare disease is not only a medical experience—it is a hu-
man one. It reaches into every part of life: the body that struggles, the 
mind that questions, the family that hopes, and the community that ral-
lies. This book began with that truth and has followed it through the 
many ways people find comfort, meaning, and strength when conventio-
nal medicine alone is not enough.

Across these chapters we have explored how complementary prac-
tices—mindfulness, yoga, art, touch, and reflection—can restore ba-
lance and dignity. We have met caregivers who hold entire households 
together, and patients who, despite pain and uncertainty, continue to 
build lives that are creative, purposeful, and full of courage.

The message is simple but profound: well-being is not a luxury or an 
afterthought. It is part of treatment itself. Every breath of calm, every 
shared laugh, every moment of understanding between a patient and a 
caregiver is an act of healing.

Science will continue to advance. Policies will evolve. But even as new 
drugs and technologies emerge, the need for compassion, trust, and hu-
man connection will remain. Complementary care reminds us that health 
is not only measured in test results—it is measured in how people feel, 
relate, and endure.

Let this book stand as both a guide and an invitation:

• To patients—to believe that small changes can make daily life lighter.

• To caregivers—to care for themselves with the same devotion they 
offer others.

• To practitioners—to listen with openness and humility.

• And to policymakers—to see well-being not as optional, but as essen-
tial to rare disease care.

When medical science and human kindness meet, healing becomes pos-
sible in every sense of the word. That is the promise—and the hope—at 
the heart of Well-Being in Rare Diseases.
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afterthought. It is part of treatment itself. Every breath of calm, every 
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