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Message #21097 

Parts of the following have appeared on this listserv over the years; 

I have added to it based on my own experiences and suggestions from others.

But mostly, the following suggestions came from you and the thycans 

who came before you.

I am posting it now for whatever it's worth, and would love it if you all

would post your own suggestions which I will add on for the next posting. 

The question is - what have people done for you that has been helpful 
(physically or emotionally), and what you wish someone had done for you 

that would have made your thyca experience a little easier.

And what did people do that you wish they hadn't?

thank you -

Katie

==========================

ASKING FOR HELP:

Advice on asking for help may sound like a silly thing, but when we are overwhelmed, 

needing help & support the most, is when it is sometimes hardest to name the thing 
that would be helpful.    And often it's even harder to actually ask for help.

If you have a group of friends who are caring, supportive and

looking for ways they can help you out, you are a lucky person. 

And undoubtedly you are a good friend to these people, so now 

it's your turn to reap the benefits of your own kindness.

It may be easier for you to give a list of suggestions to anyone

who asks (or have your spouse or a friend hand it out); that way 

you won't feel guilty for actually asking. You will probably want 

to rewrite this in your own style, adding your own ideas.

On the other hand, you may feel dismayed because no one is offering help. 
I have found that many people want to be supportive,  but often truly don't know 

what to do or say. Chances are they have no idea what you are going through. 

It's cancer, but it's not.   You're sick, but you're not.

You've recovered from your surgery, but you're getting more 

incapacitated instead of more energetic. Immediately after the RAI, 

loved ones may start circling around you, watching you closely

- "are you better yet?" This thyca journey and hypo process is hard 

enough to understand when you're going through it, it's even more 

difficult for those have to just watch.

I know of one thycan who wrote a letter to her friends while she was 

going hypo for the second time, explaining as clearly and as detailed 
as possible, what she was going through, and, perhaps more importantly, 

what she expected to be going through down the line, and what kinds 

of help she thought she might be needing.

The following is a compilation of suggestions from the listserv, 

in response to requests from friends who want to help but just don't know what to do.

=================================================

AT THE HOSPITAL (after surgery)

- Smuggle in real food to the hospital (but keep it soft - my throat's going to be sore)

- Visits, cards, phone calls, flowers and balloons are very meaningful. 

  I may not be up to taking calls, and if I am, it will be difficult for me to talk, 

  so please keep it brief, and know that I appreciate knowing how often you're thinking of me.

- After surgery, come visit if you want, but please don't visit long, and please don't expect me 

  to do much talking; it just hurts too much. Five minutes is probably enough. I just want 

  to sleep-vomit-cry-be alone, to comprehend what is happening to me. But, I'll undoubtedly

  want to see you on the second day, and I'll definitely want to see you once I'm home again.

ERRANDS/DOCTOR APPTS.

- Help me get my bills paid/mailed on time.

- Help me with my grocery shopping. It's hard for me to carry bags  of grocery post-surgery.

- Pick up prescriptions and other items at the pharmacy.

- Come with me to doctors' appointments and take notes, as this is a lot for me to comprehend.

- Drive me to my appointments and errands until I can drive.

- Pick up /drop off my library books (video rentals / dry cleaning.....)

EMOTIONS

- This is a time of great emotional upheaval for me. Not only have I been digesting a lot of experiences

   and information lately, but also my hormones are out of whack. I expect to be all over the emotional map ,  

   without being able to control it, or even understanding it.

- Some days just a hug, or sitting with me, can be a more powerful display of support than any words.

- Be understanding if I'm not acting like the "old" me.

 (Example, I don't want to go to the mall but I still love you. I don't feel like baby-sitting but 

 don't think I don't care. I forget to ask how your important meeting went, but I'm always rooting for you.)

- Listen quietly when I sound off. There is a lot happening to me and I need to verbalize without 

  worrying about hurting your feelings.  But don't worry - I don't expect you to have any answers.

- Share your life with me. I still care about you and what is happening  in your life.

- Please hug me, touch me. You can't get my cancer by touching me 

(or damage my scar). The only time I'm "untouchable" is a few days 

during and after RAI, and I need to isolate myself to reduce your exposure  to radiation.

- Act normal. Just because I'm not myself doesn't mean you shouldn't be yourself. You don't need 

  to put on an act in response to everything I say and do. Don't hide your own happiness. I enjoy seeing it. 

  Be pushy or cheerful or empathetic (but not too much).
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- Don't feel guilty because you are well. It's not your fault I have cancer, 

  and I don't resent you for your good health.

- Don't try to cheer me up when I'm depressed. It's normal to be depressed

  when things are going badly or when the road ahead is muddy.

- Don't tell me that now I have the worst behind me. That trivializes what may be ahead.

- After I am diagnosed, don't tell me I will be fine before you know anything about my cancer

  or listen to me about what is going on. 

  Make an effort to understand before you dismiss this as insignificant.

- When obvious problems are over, don't assume that I'm fine. I'm still dealing with emotional issues.

ME AND MY FAMILY

- Offer to cook for my spouse, children, significant other, life partner, family.

- Give attention to my pets. Walk the dogs. Change the cat litter.

  Play with them, take the dog to the park.

- This is a scary time for my family - even more so than for me.

Invite them to your home after my RAI and surgeries so I can have

some time alone. Even if my children are well behaved, it is a stressful

time for them, and just having them around can keep me from getting

the rest I need. And if they're around all the time, I'll feel guilty that

I'm not giving them what they need.

- Offer to help me change my bandages/dressing. Chances are I won't need any help, 

   but some thyroid surgeries are more complicated than other thyroid surgeries.

- Instead of flowers, send over a cleaning service. Or a massage therapist.

(NOTE: this is a wonderful thing, both post surgery and while you're hypo)

- Check in on my garden, maybe even mow my lawn. It will probably be a few weeks before

  I will be able to bend down or yank on the rip cord without worsening my sore neck.

WHILE HYPO

- When I'm preparing for a scan, bake me a bread with plain salt and no dairy. 

  Or a big pot of stew. Or maybe some low iodine cookies. This is a bit tougher than it sounds, 
  since I will be on a low iodine diet.

  Ask me for the guidelines (or recipes), or go to www.thyca.org - then "radiation",

  and the low-iodine diet.

- When I'm hypo and fog brained, don't ask me what you should do. I will probably not have a clue. 

  If you think something you can do will be helpful, it undoubtedly will be - just do it - walk the dog, 

  or do the laundry, or bring dinner over, whatever. I can't remember or focus on details during this time and you'll need to take control.

- When I am post RAI, stay away until I say its okay to be around me.

Please don't make me tell you to stay away, since I will feel guilty rejecting you.

- While I'm still coming out of hypo hell, but no longer radioactive, invite me to a movie, 
  come have a glass of wine, hang out, if I'm in the mood for company (and I make no promises).

- Tell me which day (or days) that you can be available to drive for/with me.  There will be at least

   a two week period when I will be so hypo that I won't be allowed to drive.

- Send e-mails, checking on how I'm doing and see if I need anything. But don't be hurt if I don't respond

  .... I will still be grateful to get your notes.

COMMUNICATION:

- Handle phone calls from well-wishers.

- Send me an e-mail, postcard, or fax daily. Sometimes I get tired of talking on the phone 

  and repeating the same thing to different callers but I never tired of reading a message you've mailed to me..

- E-mail all my friends/family who want daily/weekly updates on my surgeries, RAI, post RAI health.

--------------------------------------------------

Now. I know this is a lot to ask. As you're reading this, wondering if I'm really worth all this trouble,

let me just say that all of these warnings and requests may turn out to be unnecessary. 

I may zip in and out of this hypo hell without feeling a thing.

But this is for just-in-case, and I want to let you know what's going on.

The first weeks after surgery shouldn't be too much of a problem, since I'll still have plenty of thyroid hormone
in my system.  After that, who knows! It could take as long as 5 weeks of spiraling  into hypo hell 

before my levels will be high enough to be scanned. 

And it can likely take that long again (or even longer) on the back up.

LOVE ME ANYWAY

If I seem cranky or unappreciative for your efforts, please know now that that's not the case. 

I love you and appreciate you more than I may ever be able to tell you, but I've had a lot on my plate lately,

my hormones are in upheaval, and I may just be incapable of letting you know how much I appreciate you. 

Please let this note make up for all the times I don't treat you as well as you deserve to be treated.

Thanks in advance
======================================================

SOME ADDITIONAL SUGGESTIONS -

- Speak to your children's teachers, letting them know what's going on.

Your kids may be feeling stressed and exhibiting it unexpected ways.

It will be helpful to them if their teachers can keep a distant eye on

them, and it will be reassuring to you, knowing that your hypo brain 

will have some back-up in that department.

- If you live alone, you may want to ask a friend to stay with you for 

the first night or two after your surgery. Not only to do some errands 
that you may not feel up to doing, but also to put your mind at ease in 

advance that there will be someone right there just in case you might 
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need them. Or at the very least, have someone be available on the phone 

who will be able to come over on a moment's notice.

- One list member mentioned that she is planning to invite some friends

over for a low iodine cook-a-thon in her home before she became very 

hypo.   I think this is a brilliant idea! Not only can she enjoy her friends'
company while she is still feeling well, but she can be sure that all the

ingredients used are, in fact, low iodine - no potential for accidental 

screw-ups.   And it helps her friends feel more involved in the process

 of what she will be going through.

This is also a great suggestion for other chores, as well.

Invite your friends over to help ...

- making and freezing meals for your family.

- after your surgery or while you're hypo, invite a small group of friends

over to do some light cleaning or tidying up. Or to have afternoon tea (catered by THEM).

- mostly try to learn to ask for what you need.

===================================== 


