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Agenda – Caregiving

• Settling in, Introductions, sign in sheet 10 min

• Write down questions, concerns 15 min

• Today’s Mind Blower(s) 5 min

• Caregiving Resources 25 min

• Break 10 min

• Roundtable/Discussion remainder



Submit Questions and Concerns

• Write down your questions or concerns about caregiving, one per 
index card.

• This will allow questions to be anonymous.

• Will also see if there are patterns or themes to direct discussion.

• To think about before the break:
• Would you like to all stay to together or would you like to break out the 

Caregivers and the PWP?



Today’s Mind Blowers

• Can you believe your eyes?
• Actually, can you believe your brain’s interpretation of the input from your 

eyes?

• Are the lines on the next page parallel?





How many blacks dots can you see?
How many black dots do you think there are?
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3 4

5 6 7 8

9 10 11 12



How many black dots do you see?
How many black dots do you think are there?



Caregivers
https://www.caregiver.org/caregiver-statistics-demographics

• A caregiver—sometimes called an informal caregiver—is an unpaid 
individual (for example, a spouse, partner, family member, friend, or 
neighbor) involved in assisting others with activities of daily living and/or 
medical tasks.

• About 34.2 million Americans (11% of the population) have provided 
unpaid care to an adult age 50 or older in the last 12 months. 

• Upwards of 75% of all caregivers are female, and may spend as much as 
50% more time providing care than males. 

• Of family caregivers who provide complex chronic care: 
• 46% perform medical and nursing tasks;
• More than 96% provide help with activities of daily living (ADLs) such as personal 

hygiene, dressing and undressing, getting in and out of bed, or instrumental activities 
of daily living (IADLs) such as taking prescribed medications, shopping for groceries, 
transportation, or using technology, or both.

https://www.caregiver.org/caregiver-statistics-demographics


Caregivers
https://www.caregiver.org/caregiver-statistics-demographics

• 57% of caregivers report that they do not have a choice about performing 
clinical tasks, and that this lack of choice is self-imposed. 
• 43% feel that these tasks are their personal responsibility because no one else can 

do it or because insurance will not pay for a professional caregiver.
• 12% report that they are pressured to perform these tasks by the care receiver.
• 8% report that they are pressured to perform these tasks by another family member.

• A vast majority of caregivers (85%) care for a relative or other loved one: 
• 42% care for a parent (31% for a mother, 11% for a father);
• 15% care for a friend, neighbor or another non-relative;
• 14 % care for a child;
• 7% care for a parent-in-law;
• 7% care for a grandparent or grandparent-in-law.

https://www.caregiver.org/caregiver-statistics-demographics


Online Resources

• Do an internet search on “Parkinson’s Caregiving”
• There are a lot of resources out there. This is a small and fairly random sampling.

• National Parkinsons Foundation – Caring and Coping: A Caregiver’s Guide to PD
• http://www.parkinson.org/sites/default/files/Caring-and-Coping.pdf

• Caregivers - Parkinson’s Disease and Caregiving
• https://www.caregiver.org/parkinsons-disease-caregiving

• Healthline - Parkinson’s Disease: Guide to Caregiving
• http://www.healthline.com/health/parkinsons/caregiving#1

• WebMD -
• http://www.webmd.com/parkinsons-disease/guide/parkinsons-caregivers#1

• National Parkinsons Foundation – Special Challenges of Caring for Someone with PD
• http://www.parkinson.org/understanding-parkinsons/caring-for-someone-with-

parkinsons/special-challenges-of-caring-for-someone-with-parkinsons

• Michael J Fox - Advice for Loved Ones and Caregivers
• https://www.michaeljfox.org/understanding-parkinsons/supporting-caregiving.php

• Partners in Parkinsons - Advice for Caregivers
• https://www.partnersinparkinsons.org/parkinsons-caregivers

http://www.parkinson.org/sites/default/files/Caring-and-Coping.pdf
https://www.caregiver.org/parkinsons-disease-caregiving
http://www.healthline.com/health/parkinsons/caregiving#1
http://www.webmd.com/parkinsons-disease/guide/parkinsons-caregivers#1
http://www.parkinson.org/understanding-parkinsons/caring-for-someone-with-parkinsons/special-challenges-of-caring-for-someone-with-parkinsons
https://www.michaeljfox.org/understanding-parkinsons/supporting-caregiving.php
https://www.partnersinparkinsons.org/parkinsons-caregivers


Other Resources

• HARDY Parkinson’s Group
• Monday nights (usually) about every 6 weeks

• Larimer County Parkinson’s Support Group
• First Wednesday of every month

• 10:15am to 12:30pm, Fort Collins Senior Center, 1200 Raintree Drive

• Men's Support Group for Caregivers for Alzheimer’s
• First and third Friday of the month.
• 12:00 to 1:30 at the Alzheimer’s office, 415 Peterson St., Fort Collins

• Professional Caregivers (listing ones from the PAR e3 conference)
• Home Instead
• HomeWatch CareGivers



Summary of Key Takeaways for Caregivers (1)

• Educate yourself about Parkinson’s Disease
• This will help you understand what is happening and what to expect

• Caregiving needs will change over time as the disease progresses

• Participate in Discussions and Processes
• Doctor’s visits, therapy sessions, exercise classes, conferences, etc.

• You may have observations that the PWP may not have

• You can ask questions directly to an expert

• You can understand what to look for and how best to help

• Keep Open Communication
• You already have a relationship with the PWP – committed partner, child, 

sibling, friend, etc. That will have its own ups and downs.

• PD adds a significant change on top of the existing relationship.



Summary of Key Takeaways (2)

• Help Stay on Top of All the Logistical Issues
• Calendars, Appointments, Schedules, Insurance, Medicines

• Become effective at time management

• Be Prepared for Decisions on Needs, Wants, and Priorities
• There may be things that the PWP wants to do that you can prioritize

• There may be things that the PWP wants to do that they can no longer do

• Balance helping versus making the person feel disabled/dependent

• Take Care of Yourself
• Build a team to help you

• Don’t feel like you have to do everything yourself

• Plan time and resources for your own enjoyment and breaks

• Find a support group, network, or friends to help you with your fears and stresses



Summary of Key Takeaways (3)

• Be Aware of and Prepare for the Future
• Will you need to transition to in home care?

• This may be as needed, part time, or full time

• Will you need to transition to institutionalized care?
• Independent living facility, nursing home, or specialized institutional care

• Think ahead of time about what would trigger each decision

• What will the financial/insurance implications be of each decision?



Break (10 minutes)



Roundtable/Discussion

• Additional Comments from discussion:
• Would like a dedicated caregivers meeting, not being the leftovers

• Need local physicians to be better informed on PD and resources available

• Ideas for Caregivers
• Schedule regular discussions with PWPs on how things are going

• Mood, sleep, medication, cognitive issues

• Idea is to not have the discussion when emotions are high around a particular issue


