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Adjusting to Life in Remission



Abandonment



What you want to know

Why am I still so tired?
When can I go back to work?
Do I still need my blood test every week?
When will I get my CT scans?
What signs should I be looking for?
Can I go to Florida?



What your doctor wants to tell you

What is your chance of relapse?
What is your chance of late 
complications?
How often you need to come to clinic?



Communication Gap

YOU

Why am I still so tired?
When can I go back to work?
Do I still need my blood test 
every week?
When will I get my CT scans?
What signs should I be 
looking for?
Can I go to Florida?

ME

What is your chance of 
relapse?
What is your chance of late 
complications?
How often you need to come 
to clinic?



Cause of death in patients with HL



Late Effects of HL Treatment

Risk of developing another cancer 25 years after 
Hodgkin lymphoma diagnosis is 21.9%
The risk of coronary artery disease is 6% at 10 years, 
and 10-20% at 20 years
chest radiation in women under 30 results in a 30% 
risk of breast  cancer at 30 years following treatment
after chest radiation for HL, risk of lung cancer is 20 
times higher in heavy smokers, and 7 times higher in 
light or nonsmokers

Gospodarowicz, Hematology 2006



Lymphoma Basics



Lymphoma Basics

Indolent
Slow growing
Long survival
Treatable
Not Curable

Aggressive
Fast growing
Curable, but…
Short survival of not 
cured

Follicular
Marginal Zone
Lymphoplasmacytic
Small Lymphocytic

Diffuse Large B Cell
Burkitt’s
Lymphoblastic
Hodgkin’s



Goals of Treatment

Indolent

Improve symptoms
Improve QOL

Disease-free interval

Aggressive

Cure

5-year survival



Goals of Treatment

Indolent

Disease-free interval
Example – Follicular Lymphoma

Maintenance Rituximab
average length of remission: 

with maintenance Rituximab          52 months
without maintenance Rituximab     32 months



Goals of Treatment

Aggressive

5-year survival
Example – DLBCL

Adding Rituximab to CHOP
age <60   >60

Alive in 5 years with Rituximab         90%     60%
Alive in 5 years without Rituximab    80%     50%



Recommended Lymphoma Follow-Up

Clinic visits
Every 3 months for 
2 years, then
Every 6 months for 
3 years, then
Once annually

Hematologist or GP? 
Halifax versus 
Yarmouth



Recommended Lymphoma Follow-Up

What is the risk of relapsing over time?

Disease 1 year 2 years 5 years

Advanced DLBCL, Age >60 30% 40% 50%

Advanced DLBCL, Age<60 10% 15% 30%

Follicular 20% 30% 50%



Recommended Lymphoma Follow-Up

Tests
Physical examination and bloodtests each 
visit; CXR each visit if had chest radiation
Annual TSH, mammogram (start @40 if 
radiation, 50 if no radiation), Pap smear
Annual flu shot



Recommended Lymphoma Follow-Up

What about CT scan???

Depends on goals of treatment



Recommended Lymphoma Follow-Up

What about CT scan???

If goal was cure (aggressive 
lymphoma)

If CT at end of treatment showed 
complete remission, no further routine CT 
required

If CT at end of treatment showed a 
residual mass, repeat CT in 3-6 months



Why not routine CT scans?

MOST relapses 
occur between
scheduled visits or 
tests

In this case the 
patient is usually 
the first to know!!!



Recommended Lymphoma Follow-Up

What about CT scan???

If goal was control (indolent lymphoma)

Results after R-CVP:
Complete remission  40%
Partial remission        40%
No remission              20%

If CT at end of treatment showed a residual mass, repeat 
CT in 3-6 months



Recommended Lymphoma Follow-Up

Why can’t I have another PET scan?

If a CT was done at end of treatment, and 
there is worry about a mass, then a PET 
scan will often be done
We are now doing routine PET at the end of 
treatment, so this is no longer an issue
Studies show that routine follow-up PET 
scans have high false-positive rates, so 
these are not recommended.



Recommended Lymphoma Follow-Up

Why can’t I have another PET scan?

Studies show that routine follow-up PET 

scans have high false-positive rates, so 

these are not recommended.



What should I look out for ?

New lumps
Aggressive lymphomas – contact us right 
away
Indolent lymphomas – if you feel fine, keep 
your eye on it – if rapid growth, call us

Fevers, night sweats, weight loss
New unexplained pain, bowel symptoms, 
urinary symptoms



What should I look out for ?

New lumps
Aggressive lymphomas – contact us right 
away
Indolent lymphomas – if you feel fine, keep 
your eye on it – if rapid growth, call us

Fevers, night sweats, weight loss
New unexplained pain, bowel symptoms, 
urinary symptoms



What can I do to prevent relapse?

Probably nothing
But what about green tea?

SO, time to shift your focus

How do I optimize my quality of life?
Physical – why am I so tired?
Psychological – how can I deal with stress?
Functional – when can I go back to work?



Physical Activity

EPIC Study!
343,000 Europeans from 10 countries
778 cases of Non Hodgkin lymphoma

NO relationship between physical activity 
and risk of developing lymphoma



Physical Activity in your past

EPIC Study!
343,000 Europeans from 10 countries
778 cases of Non Hodgkin lymphoma

NO relationship between physical activity 
and risk of developing lymphoma



Physical Activity in your Future

Randomized controlled trial of the effects of 
aerobic exercise on physical functioning and 
quality of life in lymphoma patients.
PURPOSE:  Lymphoma patients commonly 
experience declines in physical functioning and quality 
of life (QoL) that may be reversed with exercise 
training.
Study: 122 lymphoma patients were randomized to 
usual care or 12 weeks of supervised aerobic exercise 
training

Courneya et al. J Clin Oncol. 2009



Category change in patient-rated general 
health by group assignment.

Courneya K S et al. JCO 2009;27:4605-4612

©2009 by American Society of Clinical Oncology



Change in (A) patient-rated physical functioning and (B) peak 
oxygen consumption (VO2peak) by major disease type.

Courneya K S et al. JCO 2009;27:4605-4612

©2009 by American Society of Clinical Oncology



Physical Activity in your future

Physical activity and quality of life in adult 
survivors of non-Hodgkin's lymphoma.
PURPOSE: To examine the prevalence and correlates 
of physical activity in adult survivors of aggressive 
non-Hodgkin's Lymphoma (NHL) and to explore the 
association between physical activity level and health-
related quality of life (HRQOL).
STUDY:  319 lymphoma survivors (2-5 years) 
completed surveys about physical activity and QOL. 
Results were divided into moderate activity (150 
minutes per week), less activity (50-150 minutes per 
week), or no activity (<50 minutes per week)

Courneya et al. J Clin Oncol. 2009



Improvements in QOL depending on 
amount of activity

Courneya et al. J Clin Oncol. 2009



Depression and anxiety scores are lower 
for those engaging in physical activity

Courneya et al. J Clin Oncol. 2009



Psychological Well-Being

Diagnosis of lymphoma is stressful
35-45% of cancer patients suffer 
significant stress at some point

Some survivors have Post Traumatic 
Stress Disorder (PTSD) !!!



PTSD

Study of 886 lymphoma survivors
8% met full criteria for PTSD
9% met partial criteria
39% had at least one symptom

Note: in a non-cancer population, rate of 
PTSD is 2.4%



Stress / Distress Resources

Screening for Distress Program

Patient Support Groups

Cancer psychologists

The Healing Circle



www.healingandcancer.org



Functional Well-Being

761 lymphoma survivors completed a 
quality of life study

Average survivor was 10 years post-
diagnosis, average age 62
60% were retired or unemployed due to 
issues related to lymphoma

Smith, Cancer 2009



Functional Well-Being

242 lymphoma survivors
49% report no change in work status
17% reduced work hours
34% stopped working or retired

Survivors who maintain work status 
reported higher physical QOL than those 
who reduced hours or stopped 
completely.

Mols, Psychooncology 2009



Functional Well-Being

“Rehabilitation programs that improve 
vitality in cancer patients, especially 
those treated with chemotherapy can 
influence the work-force participation 
positively and have a high social impact 
since half of cancer survivors experience 
work changes after cancer.”



Summary

Lymphoma is a diverse and unique 
cancer
More and more patients are 

Living After Lymphoma Treatment

This difficult transition occurs at the 
same time your oncology clinic visits are 
cut way back!



Summary

Physical, Psychological, and Functional 
Well-Being are an important focus of 
lymphoma survivorship

You are not alone

There are many resources available to 
help



Adjusting to Life in Remission



www.lymphoma.ca



www.llscanada.org



www.cancer.ca



Resources

Lymphoma Foundation Canada
www.lymphoma.ca

Leukemia and Lymphoma Society
www.llscanada.org

Canadian Cancer Society
www.cancer.ca


