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Most people recovering from heart related disease need all the help they can get.  Heart Support-Australia works with these people and complements the services provided by their health professionals.
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Remember

“They say the best exercise for your heart is to bend over backwards...for someone else.”

The title of this booklet was drawn from this quote to reflect the positive aspects of a carer’s role while acknowledging the flexibility and giving that is required.

This booklet has been designed to assist you, as a carer of a person with a heart condition. We have recognised that there is often a real lack of support and information available to those in your position. In designing this booklet, we spoke to real carers to find out their feelings and experiences, their needs as carers, and the type of assistance they received and where they accessed it.

 “Bending over Backwards” deals with the common issues from diagnosis to long term maintenance while recognising the uniqueness of each caring experience.  The collaboration in producing this booklet is a reflection of the genuine interest shown by allied health professionals in the wellbeing of carers.
It is hoped this information will meet your needs as they unfold.

Nicole Smith
Project Officer 
Heart Support-Australia.

FINDING OUT
When you discover that your partner has a heart condition it can be a shock. This news begins a change in the lives of you, your partner and your family.

Some common responses are:

DISBELIEF:
“I wanted to change places with my partner who has never been in hospital in his life.”

GUILT:
“If I had known earlier about heart attacks I would have tried to stop my husband from being a workaholic and cut down on the fat intake in his diet.”

FEAR:
“Even though I was well informed, fear was really the most difficult issue for me, fear of the unknown.”

SHOULD I TELL THE CHILDREN?
Children are extremely perceptive and will realise that something is amiss.  The child’s age will help you determine how much you feel that they can cope with. Trying to protect children by not telling them anything is understandable but can lead to unnecessary anxiety for the child because they will often imagine the worst possible case scenario.  Involving them in the situation also helps them to express their feelings and in turn, be able to cope better with the circumstances.

COPING INITIALLY
If your partner has to have surgery for their condition, the waiting can be very stressful. They will be experiencing a whole range of emotions. As the carer you will have your own emotions to deal with as well as helping the family to cope and organising everything (especially if you have to travel for surgery). This can be a very difficult time and you may feel that you have no-one to turn to. Family and friends are fundamental during this time – even if it’s for a friendly chat or to help you out with housework.  
DON’T BE AFRAID TO ASLK FOR OR ACCEPT HELP JUST BECAUSE YOU FEEL YOU SHOULD BE ABLE TO COPE ON YOUR OWN.

SUPPORT
Family and friends are crucial at this time. GP’s and specialists are sources of information and can refer you to others who can help.  Don’t be afraid to ask questions, no matter how trivial you may think they seem.  It is amazing how answers to simple questions can ease great amounts of anxiety! Social workers can offer emotional support enabling you to talk about feelings, anxieties and problems and they can also offer practical assistance on matters such as travel allowances and accommodation.

Many carers find strength in religion during this time.  As one carer said, “I never felt alone even though I was physically alone during the nights; I always felt God’s presence with me.”

The following table is designed to show you who can help and what type of assistance they can offer.

	SERVICE PROVIDER
	TYPE OF ASSISTANCE



	GP
	Coordination of your rehabilitation.  A source of medical information and referrals to other assistance such as counselling.

	SPECIALIST
	Again, a source of medical information and referral for other assistance.

	NURSING STAFF/COMMUNITY NURSE
	Many carers find assistance from nursing staff invaluable. They can inform you about the procedure and what to expect afterwards.  Many find they provide emotional support as well.

	SOCIAL WORKERS
	Social Workers can provide emotional support and counselling as well as practical information about matters such as travel and accommodation.

	HEART SUPPORT AUSTRALIA
 (HS-A)
	Provides support and information to you and your partner.  Especially helpful because HS-A members are carers are or heart patients themselves and are able to empathise with your situation.

	NATIONAL HEART FOUNDATION
	Can provide a range of written information on diet, exercise and living with your heart condition.

	PHARMACIST
	Can provide information on what medications do, how to take them correctly and their possible side effects.

	DIETITIAN
	Can provide information about dietary changes and ways of preparing heart healthy meals.  Dietitians work in hospitals and community health centres

	CLINICAL NURSE CONSULTANT (CNC)
	Located in the hospital, CNC’s can assist you with all aspects of rehabilitation and recovery at home.

	HOME HELP
	Provides assistance with household  chores

	COUNSELLORS/PSYCHOLOGISTS
	Can provide emotional support to help you cope before, during and after your partner’s illness.

	MEN’S HEALTH CLINICS
	Can provide information and counselling on sexual issues such as impotence.


ASK QUESTIONS


If something is bothering you or there is something that you’re not quite sure about, then make a list of questions to ask when you next visit your doctor.  Don’t be afraid to be involved and to ask questions.  Even if a question appears to be trivial, it is worrying you and causing concern it is important to get an answer.

The following are common questions that carers have identified.

1. Can I wait at the hospital?
2. What can I expect when my partner returns home form hospital?

3. What are the risks of complications?

4. What are the possible long term effects?

5. Is this symptom or reaction normal?

If you have unanswered questions you tend to imagine the worst possible scenario.  Having answers to these questions can ease much anxiety and make everything just a bit clearer.

PREPARING FOR TRAVEL

If you have to travel for surgery or a procedure you may have many things to organise like childcare, pet care, someone to take your place at work, or even someone to keep an eye on your home, collect the mail and water your plants.  These things can be the cause of much stress and anxiety.  It is important to identify good support people at this time, and this is where family and friends are critical. Don’t be afraid to ask for help – it is worth the peace of mind!!

THE OPERATION

Generally, it is not a good idea for you to wait around the hospital. However, most hospitals have a waiting area for you if you decide to wait.  Make sure the surgeon knows where you are so there will not be a communication problem. 

ICU (INTENSIVE CARE UNIT)

Many carers have reported the great shock of seeing their partner for the first time in intensive care. One carer recalls; 
“I had no idea that my husband, when he came back from the operating theatre, would be so very cold.  This was a shock”.

Simply being aware of a potential shock can be helpful in preparing for seeing your partner for the first time after the operation.

RECOVERY

Recovery can be a long process. The emotional healing may take much longer than the physical.  Your partner may change in themselves and it may also be recommended that they change various aspects of their lifestyle. This can be very difficult to cope with. Some of the common issues that may occur are:

Personality changes
One of the changes that can occur is a temporary personality change. After a trauma, such as a cardiac event, the physical and psychological stress can manifest itself as personality changes or mood swings which can also be aggravated by surgery and medication. One carer remembers;
“His personality changed completely, it was like living with a different person...He went from being a quiet man to an aggressive one, I often thought that it was something I had done – I thought it was my fault.”

Being aware that these changes sometimes occur allows you to deal with them and hopefully will reduce some of the associated anxiety.

Grief
Often people grieve after surgery or a cardiac event.  They may be grieving for things like, the loss of the life they had before or their loss of ability. Having to give up smoking or make drastic lifestyle changes can also be a source of grief.
Grieving is a natural reaction to losing something.  As a carer, you yourself might also experience grief for similar reasons. Talking to someone at Heart Support-Australia who may have had similar emotions can be very helpful.
Depression
Depression is relatively common after heart surgery or a heart event and is quite normal.  One carer wrote;

“Coping with depression and change of personality has been extremely difficult.  I expected things to get back to the way they were before but that hasn’t happened.”

Obviously everyone is different and may experience different levels of depression. If your partner experiences depression it can be very confusing for you as the carer to understand what is happening to them and you may blame yourself for not being understanding enough.  In order to overcome the depression your partner may be given medication such as anti-depressants by their GP.
Impotence
Impotence may also be a problem following a heart event.  It might be as a result of the medications your partner is taking or because of the physical and psychological stress caused by heart trauma.  Many men may also become anxious about having sex too soon after surgery because they think it may damage their heart.  One carer noted;

“Our sex life diminished, which is mostly a result of tablets, tiredness and self worth...”

Impotence can cause much anxiety and stress to both yourself and your partner but it is usually temporary.  For this reason it is very important to talk with each other about your feelings because a lack of communication can aggravate an already stressful situation.  Any continuing problems should be discussed with your GP.

Short Term Memory Loss

Many carers have noted that their partner has experienced short term memory loss. One carer noted;
“His cardiac memory (was) worse than his usual male memory.”

Memory loss can be worrying and frustrating but is common, quite normal and is usually temporary.  Simple techniques such as always having a notebook on hand can help alleviate anxiety associated with this problem.
Feeling Isolated
You may often feel lonely and isolated. The support of friends and family at this stage is critical. A combination of factors may make you feel this way.
For example you may feel that:

· No-one understands what you are going through

· Your partner has the worst possible medical condition
· You are the only one able to assist them

Being geographically isolated (i.e. Living in a rural area) can also be very difficult with the extra concern of things like ambulance availability.

The reaction of family and friends to your partner’s heart condition can also make you feel isolated and alone.  Many people do not know how to react to things like this and as a result may not contact you as much as they used to.

Branches of Heart Support-Australia can be extremely beneficial because they provide the opportunity for you to talk to others who are or have been in a similar position as you.  Talking with others also allows you to confirm that your feelings and reactions are normal.

LOOKING AFTER YOURSELF

Caring for someone has its rewards, but if you don’t take the time to look after yourself your own health can be jeopardised.  
TIPS FOR LOOKING AFTER YOURSELF:

· Don’t feel guilty about taking time off for yourself.  It is very important to retain your identity, independence and interests.  Ask your family or friends to take over your role sometimes to give you a break.

· When you are busy running a home, possibly working and caring for someone all at the same time, it is easy to fall into the trap of not eating properly.  This can aggravate already depleted energy levels.  Your partner may have to make dietary changes and a lot of carers benefit from including these changes into the whole family’s diet.
· Admit that you have limits and ask for help.  You don’t have to suffer in silence.  Asking for help does not make you a failure – it just makes you human.

· Try to get the amount of rest that you need.  If you are not getting enough sleep it will show and you will feel it too.

REDUCING STRESS
Stress seems to be a part of any carer’s life.  It is possible however, to take steps to reduce it.  Many carers find the following helpful.

Relaxation tapes – Taking time out each day to listen to a relaxation tape can be very beneficial.  One carer wrote;
“We both did not know how to relax; in fact I did not believe people and thought the relaxation tapes were a lot of rubbish.  But now have a different opinion about relaxation and the tapes.”

Massage – Is a great way to relax and reduce built up tension in your body.

“I survived the whole experience by having a massage every now and then and not just because it was relaxing - it was different scenery.”
Exercise – Is important for you but time is often a problem.  Your partner may have a walk each day and this can be a great opportunity to spend some quality time with them and get some exercise as well.
Other stress reducing activities may include; yoga, meditation, Tai chi, listening to music, reading or spending some time on your favourite hobby.

Heart Support – Australia

Heart Support – Australia (HS-A) is a not-for-profit, national heart support organisation that provides services to people with all heart conditions and their families. 
HS-A recognises the important role that carers play in the coping and recovery of the patient as well as maintaining a balanced environment for other family and friends.
HS-A members really understand the emotions and issues that carers face because they have experienced them first hand. They can make you feel that you are not alone, that your experience and feelings are normal and can also assist you with practical hints for living with a heart patient.

HS-A members can visit you while your partner is in hospital or at any stage after you return home.  At HS-A, we believe that is never too late to talk to someone who really understands.

Call the HS-A National Office or a local branch and we will put you in touch with a carer in your area, obligation and cost free.

Remember, a similar service is also available for your partner and other family members.

OTHER ORGANISATIONS AND SOURCES OF INFORMATION
Carers Australia
PO Box 73, Deakin West ACT 2600
Unit 1, 16 Napier Close, Deakin 2600
ph: 02 6122 9900
fax: 02 6122 9999
Contact Carers Australia via email - caa@carersaustralia.com.au 
State and Territory Carers Associations: 1800 242 636 (freecall*)
Carer Respite Centres: 1800 059 059 (freecall*)
*Freecall from local phones. Mobile calls at mobile rates. 

Commonwealth Department of Health and Aged Care
Central Office telephone enquiries
Switchboard: (02) 6289 1555
Freecall: 1800 020 103
After hours: (02) 6122 2747
Central Office postal address
GPO Box 9848,
Canberra ACT 2601, Australia 
www.health.gov.au  
Diabetes Australia

GPO BOX 3156
CANBERRA  ACT  2601
Level 2, 103-105 Northbourne Ave
TURNER  ACT  2612
Infoline: 1300 136 588
Phone: (02) 6232 3800
Fax: (02) 6230 1535 
Email: admin@diabetesaustralia.com.au 
Website: www.diabetesaustralia.com.au 
National Heart Foundation
Heartline 1300 36 27 87
www.heartfoundation.org.au 

National Stroke Foundation
Strokline: 1800 787 653
www.strokefoundation.com.au 

Heart Support Branches

ACT
Canberra

NSW
Bankstown
Central Sydney
Cowra
Deniliquin
Liverpool
Orange
Sutherland (Sydney)
Wagga Wagga

Victoria
Albury/Wodonga
Castlemaine
Echuca
Horsham
Kerang
Knox
Kyabram
Kyneton
Mansfield
San Remo
Warrnambool
Wangaratta
Wonthaggi
Queensland
Brisbane
Bundaberg
Hervey Bay
Ipswich
Maryborough
Sunshine Coast
South Australia
Central Adelaide

Western Australia 
Perth




REMEMBER

You have needs in the cardiac crisis... for information, to be needed, for support.

Try not t be so involved in your partner’s health that you neglect your own.

Don’t feel guilty asking for help – if you admit that you have limitations you often find a different kind of strength that you didn’t know you had.

You have a right to information; it will help you to make informed decisions and reduce any anxiety and feelings of helplessness.

Ask for and let yourself receive support; isolation can impede your recovery.

Properly handled, caring for your partner can have rewards and often you become closer than ever before. One carer wrote;

“My husband and I were always very close, we sort of read each other’s minds.  The operation has brought us a lot closer.  I didn’t think we could get any closer but we have....”

Members of Heart Support –Australia are available to support you and your family when you need them.

We would like to thank the following for their support and contributions:
Nicole Smith; Project Officer

Carers of Heart Support-Australia
Commonwealth Department of Health and Aged Care
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