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The Fine Print

The information in this document is in no way intended to constitute medical advice. It is simply my personal story about my personal experiences with total knee replacement (TKR) surgery. I am not a doctor and cannot diagnose your condition or tell you whether or not to have surgery. Please consult your own doctor for information specific to your own case.

My Story

I have had rheumatoid arthritis since 1991 – diagnosed shortly after my 21st birthday. My knees were particular sources of trouble early on, and in August 1997, my rheumatologist decided that they had deteriorated badly enough that I should consider TKR. However, because I was only 27 years old at the time, I was urged to wait as long as possible.

Unfortunately, pain and disability made it impossible to wait too long. My right knee, especially, became increasingly swollen, painful and deformed. I had to use a cane to get around, I was taking pain medication almost daily just to function, and I was afraid my ability to work would become impaired. In June 1998 I decided to go through with the operation. My rheumatologist referred me to Dr. Rick Schram.

Dr. Schram, who was then with the Southwest Orthopaedic Group in Austin, Texas (where I lived at the time), performed the surgery on June 10, 1998. It was an outstanding success. My implant fit perfectly. I experienced very tolerable pain management. In fact, I ate a hearty vegetable soup and crackers for dinner that evening and was eating normally by the next day. I was on my feet the day after surgery, and after three days I was transferred to an inpatient rehab facility.

I entered the rehab facility on a Saturday, and I found out that the weekends there were very “quiet” without much therapy scheduled. This particular facility wasn’t a good fit for me, but I am a firm believer in the importance of rehab and definitely don’t mean to advise anyone not to go. I encourage people to work with their doctors to decide whether inpatient or outpatient rehab is best for them. 

I ended up leaving the inpatient rehab facility two days later, walking on my own without a cane. I went to outpatient physical therapy instead and did exercises at home that were prescribed by the physical therapist. In three weeks, I went back to work part-time, and about a week and a half after that, I was working full-time hours again.

It’s important to note that my job did not involve much walking or standing, mostly sitting in front of a computer. Also, even though I was working full-time hours at about four and a half to five weeks after my surgery, it wasn’t like I was breezing through the day; I was tired, and it was very hard at first. I point this out because I have heard from patients who feel bad when they read my story and don’t heal quite as quickly as I did. Remember I was only 27 years old and otherwise in pretty good health when I had that first TKR! And most important, everyone heals at his or her own rate. There are a lot of other variables involved.

My Second TKR

I had my left knee replaced in March 1999 by the same team in the same hospital, with – if anything – even better results. This time, my doctor did not even send me to inpatient rehab. I went straight home from the hospital, and was walking without assistance in two days.

I realize that my story is not typical, and I want to repeat that it is much more usual for a TKR patient to take six weeks to three months recover, and as long as six months to a year to be “back to normal.” However, I wanted to give potential patients the message that the surgery is not necessarily something to fear, but instead, something that can offer you at least the possibility of great results.

The Website

I decided to put my story and some photos on a website on the internet at http://www.hieran.com/knee, and I began to receive dozens of e-mail messages from people who were thinking about having the surgery. I got to the point where I couldn’t answer all of them individually, so I did two things: I created this document, and I created a message board at Delphi Forums where people could share experiences with me and lots of others.
The message board, On Our Feet, was a wonderful success and has now been a source of support and friendship for TKR patients for more than 11 years. I am very proud of the fact that people who have found their way to the forum and gotten help with their questions and fears now stay around to help others get through the surgery.
Preparing for the Surgery

My number one tip for getting ready to have knee surgery is to find the best surgeon in your area and follow his or her advice and instructions religiously, before and after the surgery. This advice really applies to any major surgery. If you are not sure you trust your surgeon, then please get a second opinion, even if you have to travel to another town. Your surgeon’s skill and expertise, and your rigid attention to his instructions, are key to your success. If you don’t feel 100 percent comfortable with this surgeon, why would you let him or her cut you open?
Also, a good, confident and reputable surgeon should not feel threatened by your desire for a second opinion. He should understand that you are about to go through major surgery and need all the information you can get.
How do you find the “best” surgeon? Here are a few suggestions.

· Talk to other doctors, such as your general practitioner or rheumatologist.

· Find out what surgeons in your area specialize in knee replacements and do lots of them every year. My surgeon did 100+ TKRs each year.

· Call the orthopedic wing at your local hospital and ask the nurses there who is the best surgeon.

· Do the same with a couple of local rehab/physical therapy clinics. The same one or two names should start to come up.

· Check those names with the American Academy of Orthopaedic Surgeons (www.aaos.org) and Angie’s List (www.angieslist.com). Other sites that provide reviews and “grades” for doctors include MD Junction and Healthgrades.com. Note that some of these services may have some fees associated with them.

Other tips for getting ready for TKR surgery include:

· Ask your surgeon whether he wants you to do special exercises before your operation to build up your leg muscles.

· Also ask whether your surgeon wants you to store your own blood prior to the surgery or have friends/family bank blood for you.

· Find out whether you need to adjust your medication ahead of time (for example, I was advised to stop taking a medicine that promotes excessive bleeding).

· Discuss whether you want to have a foley catheter. Some kinds of pain medication make it difficult for a patient to urinate, and I found that I couldn’t use a bedpan after surgery. I had to have a foley put in while I was awake, which is not a pleasant experience. You might choose to have the nurses put one in while you are still under anesthesia.

· Line up as many friends and family members as you can to come visit you in the hospital or at least call. Visits were my most welcome distraction from the boredom of the hospital stay.

· If you don’t have a spouse, roommate or housemate, consider lining up a friend or relative to stay with you for a few days after you come home. Coworkers, neighbors and fellow church members are also great to ask for help. If you can line up several people, no one will feel too overburdened – not that your friends will mind helping you out! A lot of people worry about putting too much pressure on their family and friends, but you will find that most people are anxious to know how they can help in some way.

· Stock up on easy-to-cook meals beforehand, too. If you like to cook, make some of your favorite meals in advance and freeze them in small, easy-to-carry-and-heat containers. Remember that you will be walking with a walker, cane or crutches of some kind and won’t have both hands free to carry lots of items. Providing food is another great thing that your friends and church group can do to help.

· If you have a two-story house, consider setting up a “headquarters” downstairs so that you don’t have to deal with stairs for the first few days. If you don’t have a guest room, put a daybed in an office or other spare room. If you have a big, comfortable couch, you can even set up there. Just be sure you are sitting high enough up to make getting up and down from the bed/couch/etc. as easy as possible. Some suggestions of things to keep close to you: 

· Footstool

· Cushions and pillows

· Blanket or throw

· Ice packs

· Walker

· Reacher

· Books and magazines

· Snacks

· TV remote

· Bottled water

· Medicines

· Phone

· Bell (to ring for attention)

What to Bring to the Hospital

I found that I seriously overpacked for my hospital visit. 

DO bring:

· Your address book, so you can call and bend the ear of all your friends when you are bored.

· All of your medications, including a list of any over-the-counter meds, vitamins and supplements that you take regularly. The medical staff will need to know exactly what you are taking, and they will most likely take it away from you and administer it on their own schedule.

· Your favorite snacks.

· Fun, not-too-challenging books, magazines and games. I found it hard to concentrate on anything too intellectual.

· A picture or two of important people and things in your life, such as spouse, friends, kids and pets.

· A hat, scarf or other head-covering to hide your hair when you’ve been in the hospital for four days without a shower. ( 

· One or two changes of comfortable, loose clothing, including VERY LOOSE pants or shorts that can go over a large bandage, and several changes of underwear and socks.

· An extra blanket or bathrobe if you are cold-natured.

DON’T bring:

· Too much clothing. I didn’t change at all for two days, and even after that I hadn’t much chance to change clothes.

· Too many books and/or activities. You will be busier than you think with therapy and more tired than you imagine afterward. You might feel stressed if you bring too many other things to accomplish and keep track of.

· Anything too intellectually challenging. Of course this is up to you. But I found that the medication, tiredness, etc. kept me from concentrating well on challenging books.

· Jewelry and other valuables (iPod, computer, etc.). Unfortunately, theft is rampant in hospitals.

Some Thoughts on Your Hospital Stay 

Here are a few personal tips on your hospital stay itself, immediately post-surgery.

Be assertive about discussing your pain management before and after your surgery. Ask for more or different pain medication if you need it. If you have been taking narcotic pain medication before your surgery, you may be somewhat resistant to morphine-based drugs. Remember you have a right to good pain management! If you have problems, ask to speak to the nursing supervisor or the anesthesiologist.

Also, don’t be afraid to ask the doctor or nurse if you feel like something is wrong – that is, if you have a strange symptom or a concern.

This is one reason why it is really good to have a close friend or relative with you in the hospital. Most of the medical personnel you run into will be great. But sometimes, some of them might not take you, the patient, as seriously as they should — because you are tired, in pain, and on medication. Your friend or relative can be sure you get the attention you deserve.

Don’t let them force a laxative on you if you are not constipated. It is routine in most hospitals to prescribe a laxative and sometimes an additional stool softener after surgery. It’s up to you whether you take it – just be aware that you can refuse it if you wish.

If your doctor prescribes the use of a Continuous Passive Motion (CPM) machine, try to use it faithfully. It will really help your mobility later.

Several people have asked me additional questions about the CPM. It seems that some surgeons use it and others don’t. I don’t know why. My surgeon evidently believed in it. I was put in one directly after I came out of recovery after both of my TKRs. It is a very gentle, surprisingly comfortable machine that simply bends your knee slowly in and out. They start you out at a very mild angle and slowly increase it over time. I was required to be in mine several hours a day for several days, until I was walking around pretty freely and doing daily exercises.

Rehab

In my opinion, second only in importance to the skill of your surgeon is your attitude toward rehab and physical therapy.

Some surgeons routinely prescribe inpatient physical therapy for their patients. Usually you stay in the hospital for three or four days and have fairly light PT. Then you may be transferred to a different floor of the hospital or to a separate rehab facility, where your PT becomes very aggressive and focused. How long you stay there depends on the goals set by you and your surgeon and how fast you achieve them.

When you go home, you will be given some combination of home exercises and outpatient physical therapy visits to continue to strengthen your new knee and make it as flexible as possible. You must do your home exercises like a fanatic. I was told to do my exercises on the hour, and I did this faithfully. I believe that is one of the main reasons for my excellent recovery. 

I also worked hard at my physical therapy appointments and did everything I was asked to do, even if it hurt initially.

However, it’s important to note that people progress and heal at varying rates, for many different reasons. If you have difficulty with PT, or if you don’t hit the goals you and your therapist have set quite as fast as you hope, it does NOT mean that you’re a “wimp” or a failure. Anytime the human body and medical “science” collide, there are going to be loose boundaries and varying results. You must work with your medical team to find what works for you.

You probably will be told by many people to push yourself and work hard, and I do think that is true – but you also need to pay attention to your body. Excessive pain, swelling, discoloration of your knee or leg, fever, extreme exhaustion – all of these things are signs that something may actually be wrong, and you must bring them to your doctor’s and/or physical therapist’s attention.

I found that ice packs before and after therapy helped to decrease the pain and swelling greatly (not that there was much of either). Some people have also told me they made sure to time their pain medications so they took them right before therapy.

If you feel you are not getting the results you wanted, do not be afraid to discuss this with your doctor and physical therapist. Aggressive physical therapy and a great attitude are absolutely the KEY to a successful recovery. However, I believe that PT should not be excruciatingly painful. There is always going to be some level of pain, but if the pain is unbearable, and/or lasts for hours after you go home, talk to your PT or your surgeon about it.

Other Resources

If you haven’t already done so, please visit my website at http://www.hieran.com/knee. It includes some pictures of my recuperation process and some links to other websites with more information on TKR. 

Please also visit my public message board, “On Our Feet,” on Delphi at http://forums.delphiforums.com/onourfeet. Visitors can post messages about their experiences and ask questions. The On Our Feet board is a great, supportive community that has become a real “online home” for many knee and hip patients.

Additional links you might find useful:

· Knee1.com
· On Our Feet - the Joint Replacement Forum is the place where you can post your questions or concerns and get answers from your peers.

· Another great general knee site is Bob’s Bum Knees (http://www.willmot.com/knees/knees.html), which includes info, pictures, and a message board mainly dedicated to ACL problems.

· The University of Iowa has a site called Total Knee Replacement: A Patient Guide. This site is specific to the University of Iowa hospital, and some of the particular details may be different with your own doctor. But in general, this information may be helpful to you. There’s a hip replacement guide there too.

· A well-liked orthopedic surgeon in Utah has an informative website.

· The Totally Hip Home Page is a great page for people who have had or are thinking of having hip replacements.

· Having Surgery? What You Need to Know is an excellent checklist compiled by the Agency for Health Care Policy and Research. (The information is about surgery in general, not just TKRs.)

· Want to research a new doctor or find another HMO? Check out Healthgrades.com.

· HealthcareScoop.com is a relatively new website that offers patient reviews of doctors from all different specialties. 

· You can sometimes find cost, quality and safety data about local hospitals or doctors on the website of your health insurance carrier, such as Blue Cross or Humana. Most large insurers have a section of their website that helps you choose a doctor in your network, and many of them offer some kind of review or grading resource for those doctors.

Unicompartmental Knee Replacement

Several people have made me aware of a procedure called unicompartmental knee replacement that can sometimes be done as an alternative to TKR. It is basically a sort of partial knee replacement that apparently can be done if not all of the knee is damaged.

For more information, check out one or more of the following links: 

· http://www.drmendbone.com/hemi.htm 

· http://www.repicci.com/ 

· http://www.stoneclinic.com
Tips from Other Patients

I asked members of the On Our Feet forum to submit their best and favorite tips related to total knee replacement. Below is a compilation of their replies, edited only for spelling and punctuation. 

Please remember, as always, that these are personal stories. The contributors to this document are not medical professionals, and their tips are not meant to constitute any kind of medical advice or to substitute in any way for the advice of your own physician. Please remember these tips are only advice offered by ordinary patients who have gone through joint replacement surgery. Always check with your physician before making any health care decisions.

Note: Most of these tips apply to total knee replacement, but some can be applied to hip replacement, shoulders, ankles, etc. as well.

Strengthen your muscles (upper and lower body) by doing exercises in the months before surgery. With a stronger upper body, you’ll be able to get around easier with your walker or crutches as well as getting up and down from a chair. With a stronger lower body, your progress in physical therapy will be improved. Exercises will be a bit easier and you will progress faster. Check with your OS or MD for specific exercises.

The best advice I can give, and still try to remind myself, is that EVERYBODY is different. Your body, pain tolerance, knee history, etc. So if you hear of someone who is doing great after their TKR, and bless ‘em if they are, and you are not doing so great, then try not to get discouraged and keep plugging along with PT. 

Relax. Be a patient patient.

My best tip: Before surgery, work hard to get yourself in shape; lose weight if needed, build upper and lower body strength. You are going to have to learn to walk all over again, and the upper body strength will be extremely helpful as you move around. This will also really speed up your recovery and shorten the time you need to spend in PT.

My best tip to everyone is to focus on the future not on the present period (i.e. pre-surgery or post-surgery rehabilitation). After all, the purpose of the surgery is to rid yourself of pain and to regain your life. The intermediate pain and discomfort, frustration, and work of a joint replacement are all part of getting you to a much better place in your life.

I am an MIS [minimally invasive surgery] bilateral TKR of June 2004. My very best tip is to do your research and find the orthopedic surgeon whose practice and sensibilities best match your needs. And then ... put yourself in his hands.

As the VERY happy recipient of two new knees, I would say that the best tip I could give anyone anticipating this surgery (or to those who have already had it) would be to keep as positive an attitude as you possibly can ... and, in order to help do that... find people to talk to... people who understand what is like to BE a joint replacement patient. In other words, I would tell them to come to this forum, where they will find the answers to all the questions that will come up, as well as unfailing support and empathy.

As the owner of terrific painless six-month-old BTKRs [bilateral total knee replacement, or both knees replaced at the same time], the best advice I can add to that above, is about PAIN CONTROL. You must have the right medication to allow you to do the intensive physical therapy you need, without excessive agony and torture. Otherwise recovery will be slower and harder. Don’t expect it to be painless, but you must be somewhat comfortable. Only you know how you feel and what your pain threshold is and what reaction and side effects you are getting from your medication. Let your medical team know how you are doing so that they can fine-tune your drug cocktail for the best effect and best result for you.

Can’t resist my soap box ... If there is any chance that you could be metal allergic, or if you have multiple allergies, Please, Please, Please get metal tested before proceeding. There is only one absolutely proof positive test, the Melisa Blood Test @ http://www.melisa.org/. If you are allergic there are alternatives, such as the ceramic knee, so don’t give up hope!

To me the single greatest tip to a successful surgery is a positive and upbeat attitude. Once you make the decision to have a knee replacement, do your absolute best to relegate all the doubts and fears to the back burner. Your job now is to become as informed as possible and be that “Little Engine That Could” — your new mantra will start as “I THINK I can, I THINK I can” and then proceed to “I KNOW I can, I KNOW I can.”  YOU have to believe in what you are doing and then commit your energy to achieving that goal. The surgeon puts the hardware in place; most of the rest is up to you. A can-do attitude along with a sense of humor thrown in will go a long way to getting to the end of the recovery road.

My suggestion is to commit yourself to doing your share of the hard work that lies ahead in rehab. I firmly believe that in most cases the surgery is 10% and the PT is 90%, with the patient largely responsible for that 90%.

My best tip for joint replacement patients is to first choose a doctor who knows what he’s doing and who will answer your questions. Secondly, I would say don’t neglect those exercises afterward!

My best tip is to wiggle those staples. They are so easy to get out if you keep wigglin’. 

My most important suggestion I could give anyone is to not hesitate to insist on cleanliness and washing of hands before anyone touches you or your wound area. Never be afraid of offending others; this is your health, and you want to keep it in excellent rating.

My best advice is do those exercises at home no matter how hard they seem. You can’t progress just with the PT a few times a week. It takes you doing your part at home as much as possible. Even if it hurts!!!! Be determined to get up and move!!!

If you are experiencing the pain associated with degenerative knee arthritis/any other knee pain, seek treatment. Don’t wait till you have a fall resulting in a severely fractured femur, like I did. Personally speaking, if I had only sought early treatment, I wouldn’t have had to deal with the possibility of perhaps not being able to walk at all. Thankfully, I can walk, due to the expertise of a good OS and months of rehab.

Maintain a positive attitude, be patient and faithfully perform your exercises on a daily basis.

Best advice: use this Forum. If nothing else, it will make you feel as though you are not so alone. There will always be someone out there who is going through or has gone through whatever’s going on with you. That, and CHOCOLATE.

First tip: try this combination: warmth before your PT and cold (ice) after. I used to and still sometimes use a warm bath, bicycle and then ice before getting into bed and seemed to do better.

Second tip: if your ROM [range of motion] does not seem to be coming along right (ask your PT) - insist on getting the earliest/immediate appointment with your doc and get a manipulation if it is needed - better do it early than late. It saves a lot of unnecessary pain in PT that accomplishes nothing until the scar tissue is dealt with. 

The best tip I can give anybody preparing for TKR is to do both knees together if appropriate health-wise. Get an opinion from more than one OS on this. Do strength exercises for both your upper and lower body to get yourself in the best possible health before the surgery. This will make your post surgery therapy and recovery much easier. 

Be prepared — have a lot of pillows so you can built a pyramid to prop your knee higher than your heart and have at least two large ice packs (one for under and one for over). Have frozen dinners you like in the freezer.

Have books or whatever interests you — including some things that don’t require much concentration since you will not be your sharpest self for a while.

Have a clean house if that is important to your mental health.

And on a minor note — cut your toenails before surgery ;-) — they are really far away afterward, but they still grow.

Of course you should do your PT and have a positive attitude.

I haven’t been there yet, so my only advice to get there is: be informed, make your best decisions, turn your worries over to God, be positive and then JUST DO IT (and practice what you preach!).

The best advice that someone on the forum said which has stuck with me as I limp toward BTKR is: when you’re “pre-op” the knees just get worse day by day, HOWEVER, when you’re “post-op” every day there is a noticeable improvement.

The best tip that I can give is to do your exercises before your surgery. Leg raises, butt squeezes, rotating your ankles. Anything to tighten your quads. Start lifting with your arms, if not already doing so. 

My best advice is to remember that it is all up to you. You don’t need anyone else really if you know what to do, but others do help. You can rehab by yourself or in PT, but the results are up to you. You keep a positive attitude and go for it. The pain-free walk is definitely worth it!

The best tip for a TKR would have to be to really concentrate on improving your upper body strength before surgery. Without good upper body strength recovery would be longer and more uncomfortable.

Best tips — get as fit as possible beforehand and lose weight if you can. Afterwards, control the pain and be positive, determined but patient!! (I try!)

I’ve had both knees replaced — 6 months apart. Tip: every person is different and every knee is different. Be patient, do your exercises as directed — no more/no less. Listen to your PT, take your meds and be patient with your body. The payoff is fantastic.

My Best Tip: EDUCATE yourself, all the way through! Find out all that you can before, during, and after the TKR. Come to this forum frequently. Ask and learn as much as you possibly can. Find the best orthopedic surgeon your money and your life will buy. Find the best PT in the world. Ask them everything you can think of. Then, listen to everything they tell you, and do it all! The more you know, the better you do!

BTW — I am 2 years post-op with bilateral TKR and believe me, it is a pure joy! It is worth every bit of effort it takes to live a normal life. Last week in NYC, I walked 40 blocks a day — and I wasn’t too tired to go out to dinner afterward, either! I adore my wonderful knees! They give me the life I want.

Don’t expect to be perfect all at once. Remember that this is major surgery, and it will take TIME to recover. That said, after knee replacements it gets better over time, whereas before it just kept getting worse.

Best tip I have used is the ice packs with 1 cup of rubbing alcohol and 3 cups of water. With RA in hands and wrists I could not use the cryo-cuff, but these worked well and seemed to last awhile. Icing has been my saving grace, and I do it after each exercise session and when I feel the pain increasing. I am 3 weeks post-op and seem to be doing well. 

# # #

TKR Tips from http://forums.delphiforums.com/onourfeet
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