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LIVING WITH OR MINISTERING TO OTHERS WITH CHRONIC ILLNESS 

FAITH COMMUNITY INSTITUTE 2020 
Dr. Craig Svensson 

Goal: To provide practical and Biblical help for those enduring the pain and suffering of chronic 
illness, or those who wish to minister to others who are living with chronic illness. 

CLASS 3 – Dealing with Difficult Medical Issues – Part 2  

Part I – Medical Challenges of Chronic Illness and Pain – Part 2 

I. What to do When Doctors Won’t Listen 
 
1. Understand why 
2. Set reasonable expectations 
3. Prepare for your visit 
4. Advocate for yourself 

 
II. How to Deal with an Uncertain Diagnosis 

1. Recognize medical uncertainty is common 
2. Time is often a key ingredient to a diagnosis 
3. Uncertainty is better than a misdiagnosis 
4. Keys to getting the right diagnosis 

When to get a second opinion 
• When diagnosed with a rare disease 
• Your doctor is not a specialist in the disease 
• When considering an intervention that could put your health at risk (surgery, drug) 
• When symptoms are not responding to treatment 

 

Where to go for a second opinion 
• A different institution, a different town, no relationship with current doctor 
• An experienced specialist in the disease 
• Look for external confirmation of their expertise (certified center, NIH grants for studying 

the disease) 
• Most likely to be located in an academic medical center 

 

III. How to Live with the Diagnosis of an Incurable Disease 
 
1. Give yourself time to absorb the new reality – avoiding life–altering decisions 
2. Become a student of yourself – learn what exacerbate symptoms, what makes them better, 

how you respond when symptoms arise 
3. Educate yourself about the disease 
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Why educate yourself about the disease? 
• Patients who understand their disease have better outcomes 
• The goal is to arm yourself with questions to ask 
• Prepares you for engaging non-specialists with other needs 

 
Questions to ask as you educate yourself: 

• What is known about the natural course of the disease? 
• Is there any evidence for effective treatment? 
• Identify the most troubling symptoms 
• Determine when getting a medical evaluation for new or worsening symptoms is needed 

Be discerning about health information, much that is available is unsound and even harmful! 

Generally trustworthy sources: 
• WebMD 
• Mayo Clinic 
• National Institutes of Health 
• National Organization for Rare Disorders 

 
IV. Thinking About Unproven Therapies 

 
1. Recognize there are three types of potential medical interventions 
• Interventions that have been proven to be safe and effective for your condition 
• Interventions proven to be unsafe and/or ineffective for your condition 
• Interventions whose safety or effectiveness is uncertain 

 
2. Determine which category an option fits within 
3. Questions for uncertain therapies 
• Is there a plausible reason to expect the treatment will work for my ailment? 
• What is the expertise of the person making the recommendation? Do they have a financial 

interest in the product? 
• What harm could the therapy produce? 
• Can I be sure of the quality of the product? 

 
4. Identify specific objective for therapy 
5. After time on therapy, assess safety and effectiveness 

 
V. Thinking Through Who to Tell 

1. Requires careful thought 
• Do they need to know? 
• Maintain confidentiality? Tell them to do so. 
• Will their knowing help me? 
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2. Varies over time 
3. Influenced by the impact of your disease 
4. Consider keeping a list 
5. Plan for disclosure 

Circle of Disclosure 

 

 

VI. Helpful Resources 

Agency for Healthcare Research and Quality, Questions to Ask Your Doctor: ahrq.gov/patients-
consumers/patient-involvement/ask-your-doctor/index.html.  This site provides helpful guidance on gaining 
the most from your office visit with a clinician. The site contains sample questions and informative videos.  

Office of Disease Prevention and Health Promotion, HHS, Choosing a Doctor: Quick Tips. 
healthfinder.gov/HealthTopics/Category/doctor-visits/regular-check-ups/choosing-a-doctor-quick-tips. 
This site provides some guidance on how to find the right provider. 

Genetic and Rare Diseases Information Center, NIH, How to Find a Disease Specialist. 
rarediseases.info.nih.gov/guides/pages/25/how-to-find-a-disease-specialist. This site provides resources to 
help patients find specialists with expertise in rare disorders.  

Access to Credible Genetic Research Network: Tool for Evaluating Health Information, 
http://www.trustortrash.org/# This website will walk you through three key questions to ask to help you 
determine whether or not you should trust health information you find on the internet, books, are other sources. 

American Chronic Pain Association, https://www.theacpa.org/, This organization has a wealth of resources 
on their website for patients living with chronic pain.  

Groopman J, Hartzband P.  Your Medical Mind: How to Decide What Is Right for You. Penguin Books, 2011. This 
is a helpful book that provides an accessible guide for readers on making difficult medical decisions, including 
those where there is uncertainty surrounding the choice.  

http://www.trustortrash.org/
https://www.theacpa.org/
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Part II – Faces of Chronic Illness: Shawna Wingert 
 

What It’s Like to Be a Mother of a Chronically Ill Child 
by Chronic Joy® | Mar 14, 2019 | Shawna Wingert  
 
Motherhood, special needs, and the beauty of everyday messes. 
These diagnoses feel so heavy. At times, I have found some words. I have been able to open up about 
little things that happen, to my friends and my husband. It feels good to admit it. 
 
This is real. He is actually chronically ill. This isn’t going away. 
 
“Now, I don’t want you to worry. Not yet. These results can mean any number of things.” When the doctor 
starts out with “I don’t want you to worry,” the first thing you do is worry. 
 
It has been a year since we got back test results that revealed my son had something wrong — 
something very wrong — with his autoimmune system. We went in one evening to an urgent care clinic, 
thinking the pain in his hip might be a minor injury. We left with a ton of referrals and a ton more 
questions. Over the course of the year, he has had four hospital visits and more than 48 prescriptions 
filled. Over the course of the year, after first being dismissed by a specialist as being overprotective (why? 
why does this keep happening to me?) we received not one, but two autoimmune diagnosis. Both don’t 
go away. Both mean my son, in addition to being on the autism spectrum has chronic illnesses. 
 
I wish that my son could talk to me about this past year, what it has been like for him — from his 
perspective. But he just can’t. Putting language around feelings, both the ones in his body and the ones in 
his heart, is not something he can do yet. At most, he will nod when asked if he is feeling better. Or he will 
repeat, “No, I am not going,” when I bring up the next doctor visit (even though we both know at this point, 
he is going and I will come up with some bribe incentive, to make it worth his while). 
 
So my son doesn’t speak about his experience. The truth is, I haven’t much either. These diagnoses feel 
so heavy. At times, I have found some words. I have been able to open up about little things that happen, 
to my friends and my husband. It feels good to admit it. This is real. He is actually chronically ill. This isn’t 
going away. 
 
But most of the time, especially publicly, my vocal cords feel frozen when the topic of my son’s illnesses 
come up. I can talk about autism, all day long. Autism makes sense to me. Autism is who he is. It fits. This 
doesn’t. These illnesses are foreign. They don’t belong here. But it’s been an entire year, and my throat is 
starting to unclench a little. My heart no longer feels like it is suffocating under a blanket of dread, when I 
think of what this means for my son — what this means for me and for my family. I am learning what it 
means to be a mother of a chronically ill child. 
 
Being A Mother Of A Chronically Ill Child 
Being a mother of a chronically ill child means I never really know if I am challenging him enough. It 
means I never know if I am spoiling him too much. It means I never know if I am pushing him too hard. 
 
Being a mother of a chronically ill child means I had to buy a wheelchair, which was one of the least fun 
forms of shopping I know. We couldn’t afford more than the most basic model, which frustrated my son to 
no end. Being unable to move well on your own, and then to have to struggle with a janky wheelchair isn’t 
fun. 
 
Being a mother of a chronically ill child means I am overwhelmed by the love my friends have shown my 
son and our family. One even found and retrieved a donated, much nicer wheelchair for him. He can now 
move freely and I can rest my aching back. It is impossible for my friends to know how much they matter, 
how much they keep me sane in the midst of chronic illness. I see that so much more clearly now. 
 

https://chronic-joy.org/author/chronicjoyministry/
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Being a mother of a chronically ill child means the pharmacist at CVS knows me by sight, and my son by 
name. She knows all the prescriptions he is taking, without having to check the computer. She says she 
wants to make sure she doesn’t miss something important. She says he is one of the regulars. She says, 
“See you soon!” brightly, every time I leave, and we both know she will. 
 
Being a mother of a chronically ill child means I check to see if he is breathing sometimes, in the early 
morning hours, when he is finally asleep. I used to do the same thing when he was an infant. I slowly 
grew more confident as a mom, and I stopped when he was around 6 months old. 12 years later, I find I 
am doing it again. 
 
Being a mother of a chronically ill child means we live our life according to good days and bad days. 
Good days mean we go places, we learn things, we get stuff done. Bad days mean we settle in, try to 
relax, stay home, and pray. 
 
Being a mother of a chronically ill child means I have seen my son limping and barely able to walk. It 
means I have seen my son in intense pain and have not been able to help at all. 
 
Being a mother of a chronically ill child means I am seeing a side of life that I barely knew existed. I see 
other mommas, in the waiting rooms, at the hospital, on the streets. I see them with their obviously 
medically fragile children. I really, really see them, and try to smile when I meet their eyes. 
 
Being a mother of a chronically ill child means I have a better understanding of the big picture, of the 
things that really matter most, of the way I want my son’s days to be. I worry less about him not wanting to 
cut his hair, his messy room, or his rejecting the dinner I made. Things that used to seem important, now 
seem minor. 
 
Being a mother of a chronically ill child means I pray a lot. It means I am learning to surrender to this life I 
have been given. It means I find peace in places I would’ve thought chaotic just a short year ago 
 
Being a mother of a chronically ill child means I cry, a lot. It means I love, a lot. It means I try harder. I 
give-up. I lose it. I laugh. I wish I could sleep more. I wear yoga pants more often than I should. I drink 
more coffee than I should. I cry some more. I enjoy everyday moments so much more. 
 
Being a mother of a chronically ill child, at its core, is really not that different from just plain being a mom. 
We all worry about our kids. We all struggle with how best to help them. We all wonder how prepared they 
will be for adulthood. We all do the best we can. We all fail. We all succeed. We all struggle with how to 
not mess it up. We all pour ourselves out. 
 
Being a mother of a chronically ill child is more about being a mom, than it is about chronic illness. 
And that, I know how to do. I have been his mom for 12 years. I’ve got this. 

Questions for discussion: 

1. How would you respond if, like Shawna and her husband, you were accused of being overprotective when 
seeking answers for a health problem with a child? 

2. Have you ever judged other parents based on their seeming to be overly protective about their child’s 
health? Does Shawna’s testimony give you reason to pause next time you are inclined to do so? 

3. How has Shawna’s writing helped you better understand the challenges of being a parent of a child with 
chronic illness? 
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Part III – Biblical Insight:  

The Contentment of Paul in the Face of Affliction 
 

Accepting our circumstances in life is hard, but it is also the only path to true joy. Because the truth is 
trouble is inevitable: 
 

For a man is born for trouble, as sparks fly upward.  Job 5:7 
 
As surely as sparks will find their path upward, man will have trouble in his life. 
 
These things I have spoken to you, so that in Me you may have peace. In the world you have tribulation, but take 
courage; I have overcome the world.             John 16:33 
 
Can you really be satisfied when life is hard and pain is perpetual? 
 
Yes, you can. Consider the experience of the Apostle Paul:  2 Corinthians 11:23-28 
 
After this accounting, Paul goes on to give 4 truths that will guide us to contentment in the midst of 
affliction: 2 Corinthians 12:7-10 
 

1. Suffering has a purpose. v. 7 
 
Paul’s words reveal two important purposes for his suffering. First, it was for his spiritual benefit.  
 
“And we know that God causes all things to work together for good to those who love God, to those who are called 
according to his purpose.”   Romans 8:28 
 
Second, suffering is an opportunity to put God’s grace on display for others to see. v. 9b 
 

2. Suffering draws us closer to God.  v. 8a 
 
Fewer things draw you to your knees with such force and frequency as physical affliction. 
 

3. God’s grace is sufficient in our times of suffering. vv. 8-9a 
 
You need never fear you will exhaust God’s grace for your trial. It can’t happen. 
 

4. God’s power shines brightest in our times of weakness. vv. 9b-10 
 
Not only does affliction provide an opportunity to display his grace, it is actually the time in which his 
power shines brightest. 
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