
When You Need

Backup Support
Strategic Use of MNDA SA and Building Caregiver

Expertise



M N D A  S A :  Y O U R  R E S O U R C E  A N D  S A F E T Y  N E T

Y o u 'v e  H i t  a  W a l l :

You've researched care options but need guidance on next steps
You're getting conflicting advice from different healthcare
providers
You need clarification on information you've found about MND
You're facing a complex care decision and want input from
experienced families
You need help understanding medical or equipment information

Y o u  N e e d  C o n n e c t i o n :

You want to connect with other caregivers who've faced similar
challenges
You need emotional support during particularly difficult times
You'd like to learn from families who are further along in their
journey
You want to share your experiences to help newly diagnosed
families
You need validation that what you're experiencing is normal

Y o u  N e e d  R e s o u r c e s :

You need specific equipment recommendations or supplier
contacts
You want to access our equipment library for temporary needs
You need referrals to MND-experienced healthcare providers
You're looking for funding sources or assistance programs
You want information about respite care and support services

MNDA SA is here when you need backup support, guidance, and
connection with others who understand your caregiving journey. We're
not here to do everything for you - we're here to help you become a
confident, capable caregiver.

W H E N  T O  R E A C H  O U T  T O  M N D A  S A
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Before You Contact Us:
Try to research or address the issue yourself
first
Prepare specific questions rather than general
requests for help
Document what you've already tried and what
didn't work
Be clear about what type of support you're
seeking
Gather relevant information about your
situation

COME PREPARED

H O W  T O  U S E  M N D A  S A  E F F E C T I V E L Y

Instead of: "I don't know how to handle feeding
problems"
Try: "My loved one is having difficulty swallowing and
choking occasionally. I've spoken to our GP, but we
don't have a speech therapist yet. Can you help me
understand what questions to ask and how to find a
therapist with MND experience?"
Instead of: "Everything is overwhelming"
Try: "I've been caregiving for 6 months and I'm feeling
burnt out. I've tried to arrange respite care but I'm not
sure how to find reliable help. Can you connect me
with other caregivers who've successfully managed
respite care arrangements?"

SAMPLE EFFECTIVE REQUESTS

083 467 8018 mndasouthafrica.org  NPO 155-413 | PBO 930013853



M A K I N G  T H E  M O S T  O F  O U R

S E R V I C E S
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Join our monthly Resilience Support Group meetings for
caregivers and families
Participate in online forums and discussion groups
Connect with families at similar stages of their MND journey
Attend educational workshops and information sessions
Participate in community events and fundraising activities

Access our website library of information sheets and guides
Attend webinars on specific caregiving and MND topics
Get referrals to healthcare providers with MND experience
Learn about new research developments and treatment
options
Access training materials for specific caregiving skills

Explore our equipment library for items you can borrow
Get recommendations for reputable suppliers and service
providers
Access information about funding sources and assistance
programs
Connect with other families who might share or sell
equipment
Learn about equipment maintenance and safety procedures
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B U I L D I N G  Y O U R

C A R E G I V I N G  E X P E R T I S E

M O N T H S  1-3:

F O U N D A T I O N  B U I L D I N G

Focus on learning basic
care skills and building
confidence
Establish relationships
with key healthcare
providers
Begin organizing medical
and care information
systems
Start building your
support network and
identifying resources

Connect with MNDA SA for
initial guidance and support

Develop proficiency in
complex care techniques
Become comfortable
navigating healthcare
systems
Build expertise in
equipment selection and
use
Master advocacy skills
with providers and
systems
Begin helping other
newly diagnosed families

Become a resource for other families beginning their journey
Lead support groups or mentor new caregivers
Advocate for improved MND services and awareness in your
community
Contribute to research and education efforts
Share your expertise through speaking, writing, or training

Y E A R  2+:  E X P E R T

C A R E G I V E R

M O N T H S  4-12:  S K I L L

M A S T E R Y

Y o u r  J o u r n e y  t o  E x p e r t

C a r e g i v e r
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D E V E L O P I N G  Y O U R  S P E C I A L T Y

A R E A S

M o s t  E x p e r t  C a r e g i v e r s  E x c e l  i n  2-3  K e y

A r e a s :

Healthcare System Navigation:
Building relationships with
quality providers
Understanding medical aid
systems and maximizing
benefits
Coordinating care between
multiple specialists
Advocating effectively for
your loved one's needs

Care Technique Expertise:
Mastering safe transfer and
mobility techniques
Developing efficient
personal care routines
Understanding medication
management and
administration
Learning emergency
response and crisis
management

Equipment and Technology
Mastery:

Researching and selecting
appropriate equipment
Training others on
equipment use and
maintenance
Finding funding sources and
navigating claims processes
Adapting equipment for
individual needs

Support System Development:
Building and managing effective
support networks
Training family and friends to
provide quality help
Organizing respite care and
backup support
Creating sustainable caregiving
routines
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P E E R  S U P P O R T  A N D

C O M M U N I T Y  L E A D E R S H I P

C o n n e c t i n g  w i t h  O t h e r  C a r e g i v e r s

G r o w i n g  I n t o  L e a d e r s h i p  R o l e s

Benefits of Peer Relationships:
Practical advice from people
who've faced similar
challenges
Emotional support and
validation of your experiences
Information sharing about
resources, providers, and
strategies
Friendship and social
connection beyond MND
Opportunities to help others
and find meaning in your
experience

Signs You're Ready to Help
Others:

Other new caregivers start
asking you for advice
You've successfully managed
major caregiving challenges
You have effective systems
and strategies that work for
your family
You can offer practical tips
rather than just emotional
support
You understand the difference
between your experience and
universal advice

Finding Your Caregiver
Community:

MNDA SA support groups and
events
Online caregiver forums and
social media groups
Local hospital or clinic
caregiver support programs
Community organization
caregiver networks
Faith-based or cultural
community support groups

Ways to Share Your Expertise:
Mentor newly diagnosed
families through MNDA SA
Participate in caregiver
training programs and
workshops
Share your story through
speaking engagements or
writing
Lead or co-facilitate support
groups
Advocate for improved
caregiver resources and
services
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https://mndasouthafrica.org/

