
*Rare Minds provides a counselling service that is free to MPS Society members. This is a confidential service available to both 
patients and families who are over 18 years old. More information can be accessed via the MPS Society website.2

HCP, healthcare professional; LSD, lysosomal storage disorder; MPS, mucopolysaccharidoses; WHO, World Health Organization.
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Build trusted partnerships  
with your patients:

Accommodate individual patient 
understanding and experiences
where possible, recognising differing 
levels of health literacy and the 
psychosocial impact of living with an LSD, 
including heightened stress and anxiety
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Foster a collaborative approach 
that supports fully informed consent 
and free patient choice, recognising that 
patients are more likely to engage when 
they feel empowered rather than coerced
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Promote realistic optimism
and provide quick feedback and 
encouragement to promote confidence 
and self-efficacy
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Support patients in accessing 
specialised services and resources 
such as the National Rare Diseases Office, 
as well as the MPS Society and Rare 
Minds,* and coordinate multidisciplinary 
care to form robust patient pathways

8

Create trusted partnerships 
with patients and families
by involving patients in open, 
empathetic discussions about 
treatment/care options, 
evidence, benefits and risks 
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Use motivational interview 
techniques, technical  
skills training and coaching  
in problem-solving 
to build rapport, encourage 
change, support autonomy 
and target interventions
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Be a trusted source of 
quality-assured information 
regarding the disease, treatments 
and outcomes. Check the 
patient’s knowledge and 
encourage them to ask questions 
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8 actions to enhance LSD care

The WHO defines patient empowerment as “a process through which 
people gain greater control over decisions and actions affecting their 
health”.1 This definition highlights the importance of individuals actively 
participating in their healthcare management, leading to improved health 
outcomes and enhanced quality of life.

Minimise disruption to 
normal family life
by being flexible and working 
with families to fit appointments, 
treatments, etc. around their schedules
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