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Systems Confidently
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Your job: Teach these skills systematically, not just
model good communication yourself.

W H Y  T H E S E  S K I L L S  M A T T E R

MND patients who master communication and
advocacy skills:

Receive better, more attentive healthcare
Have their concerns addressed promptly and
effectively
Build stronger, more collaborative relationships with
providers
Successfully navigate complex insurance and
disability systems
Feel confident and in control throughout their
healthcare journey
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Teach Patients to Research Before Appointments:
How to look up their specific MND symptoms and progression
How to research the healthcare provider's background and MND experience
Where to find reliable information about treatments and services
How to prepare specific questions based on their current needs
How to set realistic goals for each appointment

Documentation and Tracking:
Create simple symptom tracking systems they can maintain
Show them how to list medications with dosages and timing
Teach them to bring copies of recent test results and reports
Help them document questions and concerns in writing
Guide them in tracking changes and patterns over time

Strategic Goal Setting:
Help them identify their most important concerns for each visit
Teach them to prioritize questions and topics
Show them how to prepare for different types of appointments
Guide them in setting follow-up action items
Support them in planning next steps

APPOINTMENT PREPARATION SKILLS

T E A C H I N G  E F F E C T I V E  H E A L T H C A R E

C O M M U N I C A T I O N
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Teach Active Participation:
How to take notes or record conversations (with permission)
When and how to ask for clarification of medical terms
How to express concerns and symptoms clearly
How to request copies of all test results and reports
How to ensure they understand the treatment plan before leaving

Essential Questions to Always Ask:
"What changes should we expect in the next 3 months?"
"What symptoms require immediate medical attention?"
"Are there new treatments or equipment options available?"
"How should we prepare for the next stage of MND?"
"When should we schedule our next appointment?"
"What should we do if problems arise before our next visit?"

Effective Communication Techniques:
Start appointments with their most important concerns
Be specific about symptoms and their daily impact
Describe function changes, not just medical symptoms
Ask about alternatives if they disagree with recommendations
Don't leave until they understand the plan forward

DURING APPOINTMENTS: COMMUNICATION
EXCELLENCE

T E A C H I N G  E F F E C T I V E  H E A L T H C A R E

C O M M U N I C A T I O N
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Patient Rights Education:
Right to informed consent and shared decision-
making
Right to access complete medical records
Right to request second opinions without provider
permission
Right to refuse treatments or procedures
Right to file complaints about care quality
Right to communication accommodations when
needed

System Knowledge Building:
How South African medical aid benefits work for
chronic conditions
How to register for Chronic Disease List (CDL)
coverage
How to get pre-authorization for equipment and
procedures
How to access disability grants and support services
How to coordinate care between public and private
providers

B U I L D I N G  S E L F-A D V O C A C Y

S K I L L S

U n d e r s t a n d i n g  R i g h t s  a n d  R e s o u r c e s
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Strategic Benefit Management:
Understanding their specific plan benefits and
limitations
Planning expensive treatments around benefit year
cycles
Getting pre-authorization before purchasing
equipment
Submitting claims with proper medical
documentation
Tracking benefit usage throughout the year

Appeals and Problem-Solving:
How to request detailed explanations for declined
claims
Gathering additional medical documentation for
appeals
Working with doctors to provide stronger motivation
letters
Following up regularly on appeal status
When to involve medical aid consultants or
ombudsman

B U I L D I N G  S E L F-A D V O C A C Y

S K I L L S

I n s u r a n c e  a n d  M e d i c a l  A i d  M a s t e r y
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Informed Decision-Making:
How to research different assistive device options
How to compare features, costs, and benefits
How to access equipment trials before purchasing
Understanding maintenance and service
requirements
Knowing when to return or exchange unsuitable
equipment

Treatment Option Research:
How to evaluate new treatment claims safely
Where to find reliable research and clinical trial
information
When to seek second opinions about treatment
recommendations
How to discuss alternative treatments with providers
Understanding benefits, risks, and costs of different
options

B U I L D I N G  S E L F-A D V O C A C Y

S K I L L S

E q u i p m e n t  a n d  T r e a t m e n t  A d v o c a c y
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T E A C H I N G  A D V A N C E D  C O M M U N I C A T I O N

S K I L L S

D i f f i c u l t  C o n v e r s a t i o n s

F a m i l y  a n d  C a r e g i v e r  C o m m u n i c a t i o n

Preparation Techniques:
Helping patients identify their
core values and priorities
Teaching them to research
options thoroughly before
discussions
Showing them how to prepare
family members for difficult
topics
Supporting their right to lead
conversations about their care
Validating their expertise
about their own needs and
preferences

Including Others While Staying
in Control:

How to educate family
members about MND
progression
How to delegate tasks while
maintaining oversight
How to communicate
changing needs and
limitations
How to balance independence
with accepting help
How to maintain relationships
during illness

Communication Strategies:
How to express wishes and
concerns clearly and kindly
How to listen to others'
concerns while maintaining
autonomy
How to navigate family
disagreements with
compassion
How to maintain decision-
making authority respectfully
How to communicate changes
in condition and needs

Managing Family Dynamics:
How to handle disagreements
about care decisions
How to set boundaries while
maintaining relationships
How to lead family meetings
about care planning
How to communicate with
extended family and friends
How to maintain privacy while
keeping others informed
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E M E R G E N C Y  A N D  C R I S I S

C O M M U N I C A T I O N

P r e p a r i n g  f o r  U r g e n t

S i t u a t i o n s

Emergency Information
Management:

Creating comprehensive
emergency information cards
Preparing communication
aids for emergency situations
Planning alternative
communication methods
Organizing emergency
contact information
Preparing medical history
summaries for emergency
use

Crisis Communication Skills
During Hospital Stays:

How to communicate with multiple hospital staff effectively
How to ensure all providers understand MND limitations
How to monitor and advocate for appropriate care
How to participate in discharge planning meetings
How to coordinate follow-up care after hospitalization

Hospital and Emergency
Advocacy:

How to communicate
effectively with emergency
personnel
What information to provide
about MND limitations
How to advocate for
appropriate care
accommodations
When and how to request
MND-experienced staff
How to ensure continuity of
care during emergencies
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Growing Expertise:
Encouraging continuous learning about MND and treatments
Supporting efforts to stay current with research developments
Helping them build expertise in areas important to their care
Celebrating their growing knowledge and confidence
Connecting them with opportunities to help other families

Professional Support Networks:
How to build relationships with MND-experienced healthcare providers
How to coordinate care effectively between multiple specialists
How to maintain continuity during provider transitions
How to evaluate and change providers when necessary
How to contribute feedback for healthcare improvement

SKILL DEVELOPMENT OVER TIME

NETWORK BUILDING

B U I L D I N G  L O N G-T E R M

A D V O C A C Y  C O N F I D E N C E

Leadership Development:
Supporting their efforts to mentor newly diagnosed patients
Encouraging participation in healthcare quality improvement
Helping them advocate for better MND services in their community
Celebrating their contributions to MND awareness and education
Supporting their role in improving care for future patients

Peer Support Connections:
Connecting with other MND families for mutual support
Participating in support groups and community organizations
Sharing knowledge and experience with newly diagnosed families
Contributing to MND research and advocacy efforts
Building lasting relationships within the MND community
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FOR HEALTHCARE PROVIDERS
ADDITIONAL RESOURCES, CONTACT US

NPO 155-413

The most successful healthcare
providers are those whose patients
become increasingly capable and

independent over time. 

Empowerment is the highest
form of healthcare - it

multiplies your positive impact
far beyond individual

appointments and creates
lasting change in patients' lives.

https://mndasouthafrica.org/

