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òThese are brilliant- I love the yoga, movement, breath-work stuff. I think the PMDA  

(PMD Alliance people would love these and the Parkinson foundation people too.) 

~ UCLA Administrator 

 

  

"Thanks so much, Michelle, for these words of wisdom! I will try to incorporate your tips into 

our daily routine and I appreciate how REAL they are. I especially like using happy 

memories to strengthen relationships with the "patient." It is so easy to get bogged down in 

the cares of the day that I forget all the wonderful years we have had."  

 ~ Kayla Stratton- Attorney and caregiver for transplant and aneurysm survivor 

 

  

òI was the caregiver for my late wife, Betsy, who lived with multiple sclerosis for 37 years. I 

wholeheartedly endorse this wonderful booklet full of excellent suggestions. I wish there had 

been something like this available for us as we began our caregiving journey.ó 

~ Richard Baer, caregiver and retired hospice nurse 
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PART ONE 

 
  

I was a reluctant caregiver for my extremely disabled husband for almost seven years. 

Andy couldn't turn in bed, get up out of a chair or walk without help. He could not feed 

himself, brush his teeth, shave, cut his fingernails or toenails or brush his hair. The shaking 

he experienced from Parkinson's Disease was all pervasive and only stopped when he fell into 

a very deep sleep.  

  

I was a reluctant caregiver because I didn't want us to be in this situation and I was 

angry about the loss of our life together before Parkinson's came into it. Much of the advice 

given to me during those hard years fell short of being helpful. Platitudes were plentiful but 

real help was in scarcer supply. After nine years with Parkinson's, Andy was fortunate to 

receive DBS (deep brain stimulation) surgery and to have most of his large and small motor 

muscle use restored and much of his independence returned. 

  

My caregiver role shifted from what felt like a hurricane with massive flooding into a 

manageable rain storm. Parkinson's continued but we both got our lives back. Since this 

radical change for the better, I have taken time to reflect on advice I'd love to have received 

during those outrageously challenging years when I was responsible for both my husband's 

and my own well being. My failures have informed me as much as my successes. No advice 

will save anyone from that reality but perhaps my experiences and these ten suggestions can 

ease some of the difficulty and hardship.  

  

First, I will suggest five strategies for you, the caregiver. These were the top five 

suggestions that helped me when I was fully immersed in my caregiver role, when my 

husband couldn't seemingly do much of anything anymore. 

  

  

  

  

  

https://www.medtronic.com/us-en/healthcare-professionals/therapies-procedures/neurological/deep-brain-stimulation.html
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When a serious illness becomes part of your life, it's natural that life begins to 

revolve around the changes, challenges and reality of what that means. For Andy and me 

that meant absorbing the losses of what he could no longer do. We attempted to keep our life 

before Parkinson's going and that meant that I took up the slack and tried to do what he was 

no longer able to do. I fit being his caregiver into the extra busy life I was trying to embrace. 

One of the first forays into natural healing was with an organization in Santa Cruz, California 

called Parkinson's Recovery Project. 

  

In several of our healing sessions the practitioners turned the spotlight on me while 

they calmly treated Andy. "It's VERY important for you to understand and embrace the 

truth that you don't have Parkinson's Disease." They said. My first thought was, "Well yeah, 

I know." Each practitioner continued with a form of this message, "It's easy for a caregiver to 

take on the patient's issues and claim them as their own new purpose and reason for being. 

This just isn't true. You have your own path and Parkinson's isn't it. Let it be Andy's path 

and support him on it and never forget that you don't have Parkinson's."  

  

I took that lesson to heart. I have different issues, challenges and my own life 

forward. It doesn't help Andy for me to let go of my life because of all the loss he was 

experiencing. Ultimately, we left the program in Santa Cruz behind as we moved towards 

other treatments for Andy's healing but not before I learned to keep my own life vital and to 

pay attention to my own path and future while being Andy's caregiver. 

  

It was a relief to understand. I don't have Parkinson's and you don't have 

______________. 

  

  

https://pdrecovery.org/
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I learned that part of being a caregiver was becoming the spokesperson for the 

patient. Of course, sometimes that made sense and flowed easily, but often being asked 

countless times to give updates about the one you are caring for by people on the phone, at the 

grocery store, while filling the car with gas, and going about one's day, was exhausting at best 

and often painful. One time, when at a workshop for Ayurvedic healing, all attendees sat on a 

lushly carpeted floor and there were blankets available for those who felt cold. Andy had visible 

tremors at the time and a woman who worked there came up to us and asked me, "Is he cold?"  

  

My mom had shared a story about when she was my Nana's caregiver. Often, people 

would ask Mom questions that should have been directed to Nana. In a restaurant the server 

might ask Mom, "Does she want sour cream with her potato?" Mom learned that she could 

create a teaching moment for the server if instead of answering she looked at Nana until 

Nana answered for herself. 

  

I looked at Andy until he said, "Thank you, I'm not cold. This shaking is part of the 

disease I have.ó 

  

 I know there are times when care giving includes speaking on behalf of the patient. 

One of those times happened while sitting in the ER, with a wildly shaking Andy, who was in 

a lot of pain because he had fallen and broken his scapula. As each health care professional 

came into the room where we sat, I'd say, "I know this looks bad but the shaking is not why 

we're here. It's caused by Parkinson's disease and Andy has fallen and hurt his back. He is in 

pain and he does not have dementia and can answer whatever you need to know."  

  

As caregivers, we protect and advocate for our patients but we are not fodder for the 

random curiosity of people who know your situation but are not close enough to be in touch. 

I felt confusion when I was pulled out of my daily rhythm doing errands, not with a cheery, 

"Nice to see you, Michelle," but instead with a grip on my arm and a somber voice asking, 
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"How is Andy?" I'd be thrown into the heart of my pain. Andy wasn't well. Every day we 

struggled to do the best we could. Every day we faced losses. Every day there were 

disappointments and every day we somehow prevailed. 

  

One of my dearest friends who had more experience than I with well meaning but 

nosy intrusive people taught me the only strategy that worked. 

  

"He's fine." I'd answer. 

 

"Really?" They'd say. 

  

"Yes, he's fine." I'd repeat. 

  

Once in awhile the person was overly persistent and would then say, "Is he better from the 

Parkinson's?" 

  

I'd say again, "He's doing fine." 

  

So, it is not your job to explain, entertain or engage in sharing intimate information, 

unless you feel it's appropriate, just because it is known that you are care giving someone 

who has Parkinson's or another disabling illness or condition.  

  

As far as the world was concerned, I found the most powerful answer to awkward 

questions was always, "We are fine." 
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When Andy's abilities were being challenged and compromised by his disease, I 

was there helping with everything as it came up. Unintentionally we became caught in a 

vicious circle where I had less and less time for myself and that turned into never having time 

that wasn't going to be potentially interrupted. It happened gradually. 

  

 Like many couples, our long marriage (thirty plus years at the time) had evolved into 

a nice flow of communication, jobs shared, tasks done and personal time realized. If one of us 

became sick, the other would step it up, pitch in more and take on the work necessary that 

the other couldn't do. It was a good solution for an acute problem.  

  

Parkinson's was different as is any chronic incurable disease. As I'd step it up and take 

on more, Andy's illness didn't end and neither did the extra responsibilities. We found 

ourselves in a situation where Andy called me for any and every need he had as it came up. 

Sometimes it was really important and required immediate assistance and other times he 

could have waited. Andy was not a tyrant by nature but his illness made his continuous 

needs and requests of me feel tyrannical. 

  

One morning, after every task I did for myself, from brushing my teeth to doing yoga 

and meditation was interrupted numerous times with Andy's needs. I fell apart and I was 

upset. How could I meet his needs and take care of myself at the same time? I didn't know 

the answer. Andy had been seeing a local counselor weekly, for a few months, to help him 

come to terms with the disease he had. Ted was a resource for our whole  community because 

his depth and wisdom was extraordinary. I called and he agreed to see us together that 

afternoon. He squeezed us in because I said this felt like an emergency. 

  

As wise as Ted was, he always offered practical and pragmatic solutions. He told us 

our previous easy flow of activities needed a structure to support our new circumstances. 

Since my 1.5 hour morning ritual of wash up, tea, yoga, meditation and journal writing was 

such an important part of my well being, that's where he helped us build the structure.  

http://goldenwillowcounseling.com/?page_id=228
http://goldenwillowcounseling.com/?page_id=228
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Our mornings became a routine that was no longer easy flowing and ever changeable 

and formed into something that worked. We'd get up at the same time and I'd attend to all 

Andy's urgent morning needs. This included helping him to the toilet, washing up, dressing, 

preparing breakfast and feeding him and settling him into a comfortable spot. It was usually 

around 8:00am by then. Then it was my turn. I had 1.5 hours that he'd agreed not to 

interrupt under any circumstances barring an all out emergency.  

  

We kept to this schedule for a long time. My sanity was restored and my anger 

dissipated knowing I was able to have this much needed personal time almost every day. 

  

Affection is another subject that falls in the same category of needing structure and 

routine where none was needed before. Parkinson's patients have "on" and "off" times when 

they are more or less able according to their medication. Many diseases have times of feeling 

more "well" or more "sick" or "lucid" or "confused" and on and on. We learned that five or ten 

minutes of lying in each other's arms and relaxing into a blissful hug of deep affection 

restored both of us. Taking that time every day was essential to our well being, even if we 

had to set an alarm for it at two am because that was when the patient was at his best. 

  

We found that, when challenged with disease, small changes creating structure that 

allowed for self care triggered balance and contentment. 
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  The Bach Flower Remedies must be one of the most powerful and least 

known medicines. The explanatory book, published by Wigmore Publications, states, 

  

"These flower essences, like other forms of natural medicine, 

take effect by treating the individual, not the disease or the symptoms of 

the disease. They work specifically on the emotional condition of the 

person concerned. The effect of taking the essences is not to suppress 

negative attitudes but to transform them into positive ones, stimulating 

one's own potential for self healing and freeing the physical system to 

engage fully in fighting disease and stress." 

  

This inexpensive, self care treatment has restored balance to Andy and I when we felt 

fatigue and negativity. I was first introduced to them, when I was 25, by a Doctor of 

Oriental Medicine who prescribed three essences. I responded immediately to the positive 

effects. There is a mixture of five essences available for emergencies, called Rescue Remedy. I 

have used this often for myself, Andy and our kids as they grew up.  

  

I used Rescue Remedy for myself and Andy during the extreme times of his illness. I 

also looked in the book we owned to check out indications for the other 38 individual essences 

and used them according to our particular needs. This information is also online.  

  

Although they sound and appear to be a New Age treatment, Bach Flower Essences 

are actually an old time remedy. Dr. Edward Bach lived from 1886-1936. He developed these 

medicines over his lifetime while also being recognized as a renowned doctor. 

  

  

http://www.bachflower.com/
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I found being a caregiver to be hard work. The requirements on my body, mind, 

emotions and spirit were intense. In any one day I'd need to help Andy roll over in bed, get in 

and out of a chair, help him put on his socks and shoes and shave his prickly whiskers, all 

before feeding him breakfast. This was hard work for my body. That same day I might have 

spent a couple hours researching treatments for his condition and that engaged my mind. 

After he woke up from a nap, we'd probably talk over any new possibilities I'd found and 

that would make us face the reality that most doctors told us that likely he'd not get better, 

and our emotions would be tested. Our spirits, being the stream of life connecting our 

physical, mental and emotional, would be challenged.  

  

Being sick is often an isolating experience. Being a caregiver means you are often with 

the sick person and isolated by association. When chronic disease hits, the limitations of life 

can become severe and yoga and breath work can be life savers. I say yoga and breathing in 

the same sentence because they naturally pair up. The yoga I'm speaking of is movement and 

when we move, we breathe. 

  

As a caregiver, my time for long personal walks, going to the gym or any type of 

committed exercise routine was dependent on how my patient was doing. Often, getting 

away for exercise wasn't going to happen. Deep breathing and yoga was the one exercise I 

could do anywhere and anytime and the benefits happened to coincide with my biggest 

needs. 

  

Physically, yoga stretched out my muscles in a way that nourished my need for 

movement while turning up my awareness of how I was feeling. The slow holding of stretches 

allowed me to literally untie the knots in my body. 

  

Breathing rhythmically  calmed my mind and the attention I put on those deep 

breaths made space for my emotions to rest and my spirit to be recognized. My body/mind 

felt connection and harmony. Yoga is easy to learn, at least enough to have a self practice 

that can accomplish the much needed movement and peace of mind for caregivers.  

I suggest Brett Larkin Yoga and her free 100% beginnersõ online class.  

https://holybooks.com/the-science-breath-yogi-ramacharaka/
https://www.brettlarkin.com/pure-beginner-yoga/
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