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This Binder Belongs To:

	Name
	

	Address
	

	City
	

	Province
	

	Postal Code
	

	Telephone


Home


Work


Other
	_______________________________________________________

_______________________________________________________

	Care Card Number
	

	Hospital Card Number – BCCA #
	


	In Case of Emergency, Please Notify:

Name:  ________________________________
Relationship:  ____________________

Phone Number(s)
Home:  __________________________________________________




Work:  __________________________________________________




The development of this binder was made possible through the support of the 
Neuro-Oncology Group Fund.  For more information about this fund and how you can support brain tumour research and care initiatives, please contact:

Sharon Kennedy at the BC Cancer Foundation

(604-877-6160 or 1-888-906-2873).

Contact Information

BC Cancer Agency Centres

Abbotsford Centre

32900 Marshall Road 
Abbotsford, BC V2S 1K2 
Phone: 604-851-4710 or toll-free 1-877-547-3777

Nurse Helpline: 604-851-4710, local 645212
Patient and Family Counselling: 604-851-4710, local 644733
Centre for the Southern Interior

399 Royal Avenue
Kelowna, BC V1Y 5L3

Phone: 250-712-3900 or toll-free 1-888-563-7773 (within British Columbia) 
Nurse Helpline: 604-712-3944
Patient and Family Counselling: 250-712-3963
Fraser Valley Centre

13750 96th Avenue

Surrey, BC V3V 1Z2

Phone: 604-930-2098 or toll-free 1-800-523-2885 (within British Columbia)

Nurse Helpline: 604-930-4039

Patient and Family Counselling: 604-930-4000
Vancouver Centre

600 West 10th Avenue
Vancouver, BC  V5Z 4E6
Phone: 604-877-6000  or toll-free 1-800-663-3333 (within British Columbia)

Nurse Helpline: 604-877-6000 local 2231
Patient and Family Counselling: 604-877-6000, local 2194
Vancouver Island Centre

2410 Lee Avenue, 

Victoria, BC V8R 6V5
Phone: 250-519-5500
Nurse Helpline: 250-519-5596

Patient and Family Counselling: 250-519-5525
*For urgent medical advice on the weekend or in the evening, call the main switchboard (bolded phone number) and ask for the on-call physician.

Brain Tumour Foundation of Canada
1-800-265-5106
Frequently Called Phone Numbers
	Type of Doctor
	Name
	Phone No.
	Location

	Family Doctor (GP)

	
	
	

	Neurosurgeon


	
	
	

	Medical Oncologist


	
	
	

	Radiation Oncologist


	
	
	

	Ophthalmologist / Optometrist
	
	
	

	Dentist


	
	
	


	Position / Agency
	Name
	Phone No.
	Location

	Nurse

	
	
	

	Volunteer Drivers

	
	
	

	Pharmacy

	
	
	

	Dietician

	
	
	

	Community Care / Home Care
	
	
	

	Other:

	
	
	

	Other:

	
	
	


Appointments and Calendars
This section provides some sheets to help you keep track of appointments and the questions you may want to remember to ask at your next appointment. You may also want to record changes in medications and doses on these sheets. Photocopy these sheets when you need more.

Helpful Hints for your Appointments:

· When treatments are to be discussed with your physician, bring a family member or a friend to the appointment to help absorb and remember the information.  Ask the person who has come with you to take notes or ask your doctor if you may tape record the conversation.

· Don’t hesitate to ask your health care provider to repeat or explain the information you receive.  It’s normal for people to be unable to absorb new information completely the first time it’s heard, especially if they are upset or feel overwhelmed. Sometimes a different health care provider such as a nurse or a social worker can help to reinforce and clarify the information.

· You may wish to have a small notebook that fits into a pocket or purse to carry with you as a handy reference for appointments and other information.

· It is a good idea to bring all your prescribed and herbal medications (in their original bottles) to your medical appointments.

· Suggestions for coping with an MRI scan:

· Wear loose comfortable clothes 

· Do not wear or carry anything metallic into the MRI machine

· Bring your own earplugs – soft silicon type recommended

· For distraction during the scan hold or squeeze something in your hands, for example, a fuzzy toy or silicone squeeze ball

· Try visualization (taking your mind to a pleasant scene) and other relaxation techniques

· If you are claustrophobic, consider taking a sedative prior to the scan

· After any test is completed, ask when and how you will learn the results.
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Personal Health History
This section provides sheets for you to record the following information:

· Summary of personal health history

· Allergies

· Medications

· Other therapies

You may also wish to include the following information in this section:

.  

· A copy of the neurosurgeon’s postoperative report 

· A copy of the pathology report 

· A copy of MRI reports

· Blood results

· Drug information sheets 

Location of Brain Tumour:
(Ask your doctor or nurse to mark the location of your tumour on this drawing)

[image: image1.jpg]Parietal Lobe

Frontal Lobe




Summary of Personal Health History

Brain Tumour Characteristics:
Symptoms prior to diagnosis:  _____________________________________________________

Date of first symptoms:__________________________________________________________

Type of tumour:  _______________________________________________________________

Brain tumour location:  __________________________________________________________

Other information:  _____________________________________________________________

Brain Tumour Operation(s) and Treatments:
Biopsy - 
Date:  __________________________________
Doctor:  ________________________________
Hospital:  ___________________________
Surgery - 
Date:  __________________________________

Doctor:  ________________________________
Hospital:  ___________________________

Radiation - 
Date Started: - - / - - / - -    Finished: - - / - - / - -       Total Number of Treatments:  ___________

           D       M       Y

D       M       Y
Doctor:  ________________________________
Treatment Centre:  ____________________
Chemotherapy - 
Date Started: - - / - - / - -    Finished: - - / - - / - -       Number of Treatment Cycles:  ___________


           D       M       Y

D       M       Y
Type of Chemotherapy:  _________________________________________________________

Doctor:  ________________________________
Treatment Centre:  ____________________

Further Treatment for Brain Tumour - 
Type:  ____________________________
Date(s):  __________________________________

Doctor:  __________________________
Treatment Centre:  __________________________

Type:  ____________________________
Date(s):  __________________________________

Doctor:  __________________________
Treatment Centre:  __________________________

Type:  ____________________________
Date(s):  __________________________________

Doctor:  __________________________
Treatment Centre:  __________________________

Additional Medical History:
List other medical problems - 

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________
List other surgeries and dates - 

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________

______________________________________________________________________________
Medications:

Include non-prescription, herbal medications and vitamin supplements

Medication:  ____________________________    Started:  - - / - - / - -        Stopped:  - - / - - / - -  
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Purpose:  _____________________________________________________________________

Dosage / Instructions:  ___________________________________________________________

Time of day taken:  _____________________________________________________________

Side effects experienced:  ________________________________________________________

Medical advice for relief of side effect:  _____________________________________________
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Allergies:

Include allergies to medications (for example - penicillin) and other known allergies (for example – foods, hay fever, dogs)

Allergy:  _____________________________________________________________________

Reaction:  ____________________________________
Date:  ________________________

Treatment:  ____________________________________________________________________

Additional Information:  _________________________________________________________

Allergy:  _____________________________________________________________________

Reaction:  ____________________________________
Date:  ________________________

Treatment:  ____________________________________________________________________

Additional Information:  _________________________________________________________

Other Therapies:

List other therapies (e.g.: acupuncture, massage and reiki) you use to complement conventional treatments

Therapy:  _____________________________________________________________________

Frequency:  ___________________________________________________________________

Additional Information:  _________________________________________________________

______________________________________________________________________________

Therapy:  _____________________________________________________________________

Frequency:  ___________________________________________________________________

Additional Information:  _________________________________________________________

______________________________________________________________________________

Symptoms

Symptoms during treatment may vary from person to person.  Ask your physician or nurse for guidance about which symptoms should be reported immediately, and which ones can wait until the next appointment.  For the symptoms that need to be addressed immediately, ask who should be contacted, and how to contact them.

Symptoms:

Symptom:  What happened?  ______________________________________________________

When did it begin:  - - / - - / - -      Time of day:  _______________________________________
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What was I doing?  _____________________________________________________________

How long did the symptom last?  __________________________________________________

What did I do for relief?  _________________________________________________________

Medical advice for relief of symptoms:  _____________________________________________
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Support and Information Services

This sub-section briefly describes some of the support and information services available to people living with brain tumours and their families.

BC Cancer Agency

In addition to the medical care given at BCCA, many other health care professionals and services are available at no cost, including the following:

· Social workers/counsellors offer counselling to patients and their families, run support groups, and link people to community resources

· Dieticians give nutritional counselling

· Psychiatrists offer counselling and medication as needed

· Palliative Care Clinic for pain and symptom management
See the attached link for resources to help you cope:

http://www.bccancer.bc.ca/PPI/copingwithcancer/default.htm

BCCA Support Groups:
Adult Brain Tumour Support Group:  A monthly support meeting for people with brain tumours and their loved ones.  By meeting with others in similar situations and listening to guest speakers, you can share experiences and receive emotional support.

Where:
BCCA – Vancouver Centre
When:

Every 1st Wednesday of the month



9:30 AM – 11:00 AM

Contact:
Patient and Family Counselling, 604-877-6000, local 2194


Where:
BCCA – Vancouver Island Centre

When:
            Every 2nd Thursday of the month



11:00 AM – 12:30 PM.

Contact:
Patient and Family Counselling, 250-519-5525


Where:
BCCA – Cancer Centre for the Southern Interior

When:
            Every 3rd Monday of the month

11:00 AM – 12:30 PM
Contact:
Patient and Family Counselling, 250-712-3963

Individual sessions are available to patients and their families. To make an appointment or for more information, please call BCCA Patient & Family Counselling Services:



The Children’s Support Group Program supports children 6-12 years old who have a parent of family member living with cancer through art and music activities and learning about cancer and its treatment.  Offered three times a year, 3 weekly sessions in each program. Informal parent groups included. To register, or for more information, please call Patient & Family Counselling at the above numbers.
Complementary and Alternative Therapies –

CAMEO – Complementary and Alternative Medicine Education and Outcomes Program
http://www.bccancer.bc.ca/RES/ResearchPrograms/cameo/default.htm 


Contact: 604 707 5960. In BC, toll free: 1 800 663 3333 x 675960
The CAMEO Program is a combined research initiative of the BC Cancer Agency and the University of British Columbia School of Nursing. The CAMEO Program supports health care professionals and BC Cancer Agency patients in making informed decisions about complementary and alternative therapies. 
Quality of Life -
Look Good…Feel Better Program

Trained cosmeticians give free workshops for patients who are receiving cancer treatment and want to know more about facial skin care, makeovers, and options for hair loss.  Workshops are given at the B.C. Cancer Agency.  Please call the Patient and Family Counselling Department in your Cancer Centre to obtain more information.

Rehabilitation Services for Brain Tumour Patients -

All rehabilitation services aim to produce significant improvements in daily functioning and quality of life through realistic, time-limited and goal oriented treatments.

Services include occupational therapy, speech therapy, physiotherapy, neuropsychology, recreational therapy, vocational rehabilitation, social work and sexual health counselling.

For more information, contact your BCCA Patient & Family Health Counselling Department.

Medical Equipment –

Red Cross Loan Bank

Many communities have loan cupboards that offer medical equipment, at a nominal charge, for limited time periods.

Brain Tumour Foundation of Canada (BTFC)

The Brain Tumour Foundation of Canada offers the following resources.

· Funds research directed towards understanding brain tumours, finding a cure, and helping people live better with brain tumours
· Produces the Brain Tumour Patient Resource Handbook in both adult and paediatric versions (in English and French).  It is a comprehensive, easy-to-read resource book.  

· Publishes a quarterly newsletter, Brainstorm, which provides educational information about research, treatment and patient support

· Offers support groups for adults with brain tumours and their loved ones

· Offers a virtual support centre which provides interactive services, including chat rooms, bulletin boards, on-line support groups, and on-line access to conferences

For more information and to get on their mailing list, phone BTFC at 

1-800-265-5106, or contact them through their website www.braintumour.ca
Canadian Cancer Society (CCS)

www.cancer.ca

1.888.939.3333
CCS offers a number of services to cancer patients:

Cancer Information Service

This is a free telephone information service, with translation provided in almost 200 languages, to answer questions about cancer and its treatment, prevention and early detection, drugs and clinical trials complementary therapies, etc.  
Cancer Connection

If you would like to talk to someone who has experienced the same cancer or brain tumour, Cancer Connection will help connect you by phone with someone in another community with whom you can talk.
Volunteer Drivers 

See Transportation in this section. 

.

Lodging:
The Canadian Cancer Society has lodges located near the Vancouver, Vancouver Island and the Southern Interior Cancer Centres.  These lodges offer below market rates for BCCA patients. Please call the Cancer Centre’s Patient and Family Counselling Department for information on booking into the relevant lodge.

Transportation: 
If family or friends are unable to assist you with transportation to medical appointments, the following are some options.

· The Freemason’s and the Canadian Cancer Society volunteers may be able to provide transportation to the Cancer Centre.  Call your local Cancer Society Unit Office. 
Freemasons Volunteer Drivers (no charge)

Vancouver, Burnaby, New West, Richmond, Pt Moody

Please book 2 days ahead, if possible
872-2034 or 1-800-663-2524

Canadian Cancer Society Volunteer Drivers (no charge)

All lines are voice message only; a co-ordinator will return your call within 12 hours.

	Coquitlam, Port Coquitlam, Pitt Meadows, Maple Ridge  ………………….
	604-463-8277

	Abbotsford, Aldergrove, Clearbrook  ………………………………………...
	604-504-2361

	Chilliwack  ……………………………………………………………………...
	604-795-2351

	Langley  …………………………………………………………………………
	604-539-2316

	Ladner, South Delta, Tsawwassen  ……………………………………………
	604-948-2351

	West Vancouver  ……………………………………………………………….
	604-921-2361

	Mission  …………………………………………………………………………
	604-814-2350

	Hope  …………………………………………………………………………….
	604-863-2351

	White Rock  …………………………………………………………………….
	604-536-2961

	Surrey, North Delta  ……………………………………………………………
	604-574-2361

	North Vancouver  ………………………………………………………………
	604-904-2361

	New Westminster  ……………………………………………………………...
	604-540-2361

	Squamish (Marion Bilh)  ………………………………………………………
	1-604-892-2293


For airport pick-up: drivers need name of airline and flight number, as well as the patient’s home address & telephone number. Any comments or concerns regarding the Volunteer Drivers Program please call 

253-8470 local 226.

Please note that a minimum of 24 hours notice is needed to arrange for a ride.

· HandyDart Operators:  Transportation is offered to individuals who have a permanent physical disability – Check the availability in your area. 
http://www.translink.ca/en/Rider-Info/Accessible-Transit/HandyDART.aspx
Metro Vancouver

Registration                                                    778-452-2860
Booking and Cancellation                              604-430-2692

Abbotsford/Mission

Registration, Booking and Cancellation         604-855-0080

Chilliwack

Registration, Booking and Cancellation          604-795-5121
Parking – Parking program for people with disabilities contact 604-718-7744 or see the web site at www.sparc.bc.ca.

Travel to Cancer Centres in other Cities -
Travel Assistance (TAPS)

Eligibility – Physician’s referral to travel for medical care services insured under MSP and participating carriers (does not apply to travel outside of BC)

· Discounts with designated air carriers
· 50% discounts off VIA Rail & BC Rail
· Ferried – free passenger fare for patient and escort (Pacific Coach and Malispina Coach Lines) will deduct the ferry cost from the ticket.
Taxis –
	Business Office Cab - Yellow Taxi ……………………………………………..
	604-681-1111

	Vancouver Taxi/Wheelchairs, Regular Meter Fare ………………………….....
	604-871-1111


Financial Support:
See the attached link or ask for a copy of the BCCA publication, Financial Information for Cancer Patients.  You may also speak directly to a social worker at your Patient and Family Counseling Centre.

http://www.bccancer.bc.ca/NR/rdonlyres/2715788C-3EE3-4865-BF90-C167D66AF5E3/47224/BC_Cancer_financial_brochure_Sept2010.pdf 
Income Replacement:
The following is a brief summary of some of the financial resources available.  For more detailed information about eligibility and about other financial support available please go to:    or ask your health care team to give you the financial resources booklet. 

Short Term Disability, Long Term Disability, Sick Days and Vacation Days -
· Some employers provide this benefit. Make sure to check with your employer to see what benefits are provided. 
Federal Employment & Assistance

Employment Insurance Sickness Benefits

Contact Information:

Service Canada

Phone:  1-800-206-7218

Website:  www.servicecanada.gc.ca

Canada Pension Plan Disability

Contact information:

Phone English:  1-800-277-9914

Phone French:  1-800-277-9915

Website:  www.sdc.gc.ca 

E.I. Compassionate Care Benefits Program (For Caregivers)

Contact Information:

Service Canada

Phone:  1-800-206-7218

Website:  www.servicecanada.gc.ca

The BC Ministry of Social Development offers several forms of income assistance. 

These include:
“Regular”  BC Employment and Assistance Benefits

Persons with Disabilities Benefits (PWD)

Persons With Persistent Multiple Barriers Benefits  (PPMB) 

Ministry of Human Resources

Phone – Enquiry BC:  604-660-2421

Phone- Victoria:  250-387-6121

Phone-Toll Free:  1-800-663-7867

Websites:  http://www.gov.bc.ca/hsd/
                  http://www.hsd.gov.bc.ca/bcea.htm
Prescription Costs -
Extended Health Care Plans: some employers provide plans that cover all or proportion of prescription costs.

PHARMACARE

It is important that all citizens of BC be registered for Pharmacare, even if you have extended health benefits. If you are not certain that you are registered for Pharmacare call Health Insurance BC at the # below to check.  They can tell you how to register if necessary. 

Contact Information:

Pharmacare Reimbursement Programs (Fair Pharmacare)

Phone -Toll Free:    In Vancouver (604) 683-7151
                                Toll free from anywhere else in BC 1-800-663-7100



        http://www.health.gov.bc.ca/pharmacare/

Level of assistance is based on family income

SPECIAL AUTHORITY DRUGS

· There are certain drugs, such as ondansetron for nausea control, that may be covered through special programs through the drug companies, or through “special authority” by Pharmacare via your cancer doctor.  Ask your cancer care team about these drugs.

CANADIAN CANCER SOCIETY (CCS)

· The CCS’s Emergency Aid Program may provide limited, short-term funding designated medications for those on low incomes with no funding from the Ministry of Employment of and Income Assistance.  Must be registered for Pharmacare to apply. 
Contact your local Canadian Cancer Society vide in your community

call toll free, 1-888-939 – 3333.
B.C. PALLIATIVE BENEFITS PROGRAM

Contact Information:

BC Ministry of Health

Phone -Toll Free:    In Vancouver (604) 683-7151

                                Toll free from anywhere else in BC 1-800-663-7100

Website:                  http://www.health.gov.bc.ca/pharmacare/outgoing/palliative.html
The Palliative Benefits Program covers cost of some medications, medical supplies and equipment for individuals in the terminal phase of a life-threatening illness.
Individuals must be covered by BC Medical Services Plan.
Medical Costs -
MEDICAL SERVICES PLAN OF BC

Contact Information:

Medical Services Plan of BC

In Vancouver (604) 683-7151

Toll free from anywhere else in BC 1-800-663-7100
http://www.health.gov.bc.ca/msp/

· Premium Assistance: Persons eligible for BC Medical Services Plan who have  low incomes and  are Canadian Citizens or Landed Immigrants who have lived in Canada for the last 12 months.  Assistance based on net income for the previous year, less deductions for family size, age and disability.  Applications for Premium Assistance are available on request.
· Temporary Premium Assistance:  Assistance available to persons who are unable to pay their premiums because of unexpected financial hardship, and who do not qualify for Regular Premium assistance based on their previous year’s income.

If you are eligible for premium assistance, your Pharmacare deductible may change to give 100% reimbursement for prescription drugs after deductible.

Accommodation -
Accommodation Costs – People From Out Of Town      
· Assistance may be available through your extended health benefits.  People with financial limitations may apply to the Canadian Cancer Society.  This assistance is available for one year.  You can contact them directly in your community, through the Canadian Cancer Society phone listings, or through the Patient and Family Counselling Department. 

· Ministry of Social Development clients should contact their Ministry worker for help.

Adult Brain Tumour Web Sites:
These web sites are provided for information purposes only and are not intended to replace medical care.

1. www.btfc.org The Brain Tumour Foundation of Canada: Canadian website for the national foundation (located in London, Ontario) which provides support and education for patients and families and funds research.

2. www.tbts.org The Brain Tumor Society: information and support for patients and families

3. www.braintumor.org The National Brain Tumor Foundation: support, information, survivor network, links to other sites

4. www.abta.org  The American Brain Tumor Association: award-winning website for patients and families

5. www.clinicaltrials.gov Clinical trials in North America: sponsored by the National Institutes of Health and frequently updated

6. http://www.cancer.gov/cancertopics/types/brain/ The National Cancer Institute’s website 

7. www.bccancer.bc.ca  BC Cancer Agency homepage includes library, cancer information, other links

8. www.naturaldatabase.com Natural medicines comprehensive database provides information about complementary and alternative herbal therapies

9. www.discern.org.uk Designed to provide health care consumers with a useful tool for assessing health information on the internet

10. http://www.quackwatch.org/ Panel of medical advisors provides assistance in distinguishing between proven and unproven therapies 

11. http://medlineplus.gov/ Online medical encyclopedia, dictionary, drug information, links to other health sites

Contact the BC Cancer Agency Libraries for additional information, including books and films. 
1-888-675-8001, local 8001 (within BC and the Yukon)

http://www.bccancer.bc.ca/PPI/Library/default.htm
BC Cancer Agency Libraries:
Vancouver Centre Libraries

Rix Family Discovery Centre
675 West 10th Avenue
Vancouver, BC
Canada V5Z 1L3
(604) 675-8001 or toll-free within British Columbia and Yukon only 1-888-675-8001, ext. 8001    
Hours for Patients & Public: Mon-Fri 9:00 am - 5:00 pm

Cancer Information Centre
Lobby, Vancouver Centre
600 West 10th Avenue
please call Library at number above for info
Hours for Patients & Public: Call Library at number above for availability

Abbotsford Regional Hospital and Cancer Centre.  Library/Cancer Information Centre (CIC)
32900 Marshall Road
Abbotsford, BC
Canada, V2S 0C2
(604) 851-4710 ext. 646825 or toll-free within British Columbia and Yukon only 1-877-547-3777 ext. 646825
Hours for Patients & Public: Mon-Fri 8:00 am - 5:00 pm

Centre for the Southern Interior. Library/Cancer Information Centre (CIC)
399 Royal Avenue
Kelowna, BC
Canada, V1Y 5L3
(250) 712-3900 ext. 686821 or toll-free within British Columbia and Yukon only 1-888-563-7773  ext. 686821
Hours for Patients & Public: Call Library for availability

Fraser Valley Centre. Library/Cancer Information Centre (CIC)
13750 96th Avenue
Surrey, BC
Canada V3V 1Z2
(604) 930-2098 ext. 654576 or toll-free within British Columbia and Yukon only 1-800-523-2885 ext. 654576 
Hours for Patients & Public: Call Library for availability

Vancouver Island Cancer Centre. Library/Cancer Information Centre (CIC)
2410 Lee Avenue
Victoria, BC
Canada V8R 6V5
(250) 519-5500 or toll-free within British Columbia and Yukon only 1-800-670-3322 
Hours for Patients & Public: Mon-Fri 8:00 am - 4:00 pm
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