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Carer Wellbeing and Learning: - Synopsis of online survey

During the period from April to July 2011, Carers NZ carried out an online survey asking family carers what wellbeing and learning topics they felt were most important to support their role, and where and how they would like to access learning opportunities.

The survey was based on the Survey Monkey online tool, and promoted for several months at Carers NZ’s website, in regular electronic newsletters, via the Carers Alliance network of 45 national not for profits, and in Family Care magazine.

Regional carer support networks, TOA Pacific, and the national Aotearoa Maori Whanau Support network held face to face meetings to gather feedback from carers who do not have access to the Internet.

671 carers, from Kaitaia to Southland, completed the survey.

Survey Respondents
Only 25% of carers who completed the survey had attended some form of learning programme.  Learning providers cited by carers included Autism NZ, Careerforce, Caring for Carers, Community Living Trust, Idea Services, Ministry of Health, Parent to Parent, Presbyterian Support Otago, SAMS, St John, Standards Plus, Supporting Families, and various hospitals.
84.3% of carer respondents looked after a family member or friend in their own homes, and 25.6% cared for more than one person.

46.4% of carers said they also have their own health needs, such as angina, cancer, ulcers, fibromyalgia, arthritis, heart conditions, Parkinson’s, high blood pressure, thyroid problems, epilepsy, asthma, mental health issues/depression, migraines, sight impairments, and deafness.  A large number of carers stated that they suffered from diabetes.    

33% of the survey respondents care for a spouse or partner; 33% cared for a friend or family member who has a physical disability; and 31.1% for a child with disabilities.  

6.5% of carers support more than one elderly person, while 5.4% care for one or more disabled children as well as an elderly person.

Ethnicity
50.6% of carers identified themselves as being of New Zealand ethnicity, with 34.3% identifying as European.  

7.9% identified as being Maori, with 4% identifying as being Pacific. 

1.6% identified their ethnicity as Asian, and 1.6% as Indian.  

[image: image2.png]Ethnicity

 Asian

M European

M Indian

M Maori

M New Zealander
M Pacific





Other ethnic groups identified included Canadian, English, Scottish, Russian, South African, Hispanic, Australian, Chinese, and Dutch.
Ages

78.9% of carers who completed the survey were aged 22 to 65, and 20.3% were over the age of 65.  0.2% were under the age of 16, and 0.6% were aged 16 – 21.
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Age of person being cared for
23.4% were caring for a person aged 0 to 16.  

10.5% cared for someone aged 17 – 21.

37.3% of carers were supporting someone between the ages of 22 to 65.

24.1% cared for someone aged 66 to 80.

20.4% were caring for someone aged 80+.  
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Number of years caring
  5.4% of carers who completed the survey have cared for less than one year.

32.6% of carers have provided support for 1 to 5 years.

25% have been caring for 6 to 10 years.  
14% have been caring for more than 10 years.

12.9% have been caring for 11 – 15 years.  

10.2% have cared for 16 – 20 years.
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Caring tasks


The top 10 caring tasks carried out by survey respondents were:-


- Providing emotional support



82.5%

- Meal preparation




80.0%

- Dealing with health professionals


76.2%

- Companionship




75.4%


- Assisting with transport



72.0%

- Attending medical/therapy appointments

71.0%

- Going on outings




70.0%

- Assisting with paperwork



69.3%

- Relationships/social activities



66.4%

- Assisting with shopping



64.6%

The remaining care tasks ranked as follows:  

- Managing medications




60.1%

- Housework 





59.5% 

- Paying bills 





59.3% 

- Advocacy 





58.1% 

- Assistance with dressing 



48.7% 

- Behaviour management 



48.4% 

- Showering/bathing 




47.9% 

- Monitoring symptoms 




46.2% 

- Falls prevention 




45.5% 

- Mobility assistance 




42.4% 

- Power of Attorney/Legal Guardian 


39.6% 

- Supervision of support workers 


37.2% 

- Bowel/bladder management 



35.8% 

- Continence/assistance in toilet 


35.5% 

- Lifting and transferring 



32.2% 

- Gardening 





31.8% 

- Physical therapy 




29.7% 

- Schooling 





25.5% 

- Wound monitoring/management 


22.4% 

- Injections 





  8.6%

Other care tasks identified by carers included:

· Daily visits to a rest home

· Cutting finger and toe nails

· Writing to friends and relatives on behalf of the person requiring support

· Preparing special meals for dietary needs

· Managing individualised funding and discretionary funding

· Monitoring medical equipment throughout the night

· Encouraging and assisting the person being supported to maintain their hygiene (wiping chin, blowing nose etc)

· Monitoring symptoms

· Keeping the fire going

· Ensuring ongoing safety

Carer injuries


35.6% of carers have sustained one or more injuries in their caring role.

Many of these injuries were muscle strains including neck, shoulder, back, leg, wrist and arm strains due to lifting, transferring, and preventing falls.  

Other injuries reported by survey respondents included cuts and abrasions, carers suffering from their own slips and falls, assaults from the person being cared for, emotional/psychological injuries, torn ligaments, and RSI.

Priority wellbeing and learning topics for carers

The top 10 preferred topics identified by carers were:

· Accessing support




76.1%

· Accessing information



68.4%

· Wellbeing





63.0%

· Respite options and strategies


59.8%

· Family relationships




52.3%

· Maintaining and accessing equipment and aids
52.3%

· Advocacy, self advocacy, confidence


50.8%

· Planning for emergencies



47.5%

· Legal and financial planning



44.7%

· Emergency first aid at home



42.7%

The remaining learning topics ranked as follows:  

-     Strategies to combine employment and caring 
40.7% 

-     Relationships 




39.9%

-     Practical care tasks (knowing what to do) 

39.2% 

-     Letting go 





37.5%

-     Housing options 




37.4%

-     Injury prevention 




35.7%

-     When caring ends 




35.4%

-     Transport 





27.9%

-     Sexuality 





15.9%

-     Rural support options 



15.8%

Preferred ways to receive learning

55.2% of carers preferred to receive learning via email updates, closely followed by attending special courses (53.5%), with 53% of carers preferring to receive learning via printed materials and publications posted to their home.   

45.8% of carers wished to receive learning via Internet based information, while 38.2% of carers preferred to receive their learning via support meetings.  

Other ways that carers would like to receive learning included visits by a support person, learning delivered in the home, and via telephone.  

Many carers expressed that they have intensive caring roles, are ‘time poor’, and said they are not able to attend a ‘real world’ learning or training programme.  Finding alternate care for their family member while they attended a course was also an issue.   

Other carers noted that they did not have access to broadband or ‘fast Internet’ which might hinder them from undertaking any form of online learning. 

65.3% of carers did not want any carer learning programme to be recognised for study or employment purposes, they simply wanted the knowledge to support their caring role.  

However 25.7% of carers did want a learning programme to be recognised as they may seek employment that will utilise their caring experience.

24.6% said they would like formal recognition as they may undertake study for a qualification in the future, so recognition of their caring skills may be helpful.  

General comments from carers


“I’m the expert in my son’s care needs.  Absolutely nobody recognises that I have needs.”

“I just want to know what and how to help my Mum and what others have found useful.”

“When will carers get some sort of financial assistance to cover all the unpaid work we are expected to do?”

“The most important thing for me is being able to plan respite care for myself regularly.  It helps to know you have something to look forward to, but when unable to book a respite bed ahead, it is impossible to plan the next break.”

“The support group I attend is very important to me.  We discuss how to cope with all sorts of issues, in particular the aloneness we feel as carers.  Other people don’t want to know so we cope on our own.  This makes life very lonely at times.”

“There does not seem to be an area covering the ‘graduated carer’.  This seems so important as often the carer is absorbed by their loves ones illness so that much of their own selves are shelved.”

“I find it extremely hard looking after a child with an intellectual disability.  I’m always trying hard to do my best with him and get the best for him while working, and not even know how or if funding is available.  It’s such a fight to find it all out especially when you’re tired just from you caring role.”

“The learning I undertook as a carer of my son has assisted me in getting employment now that he is almost 20 years old.”

“As a parent I wouldn’t have chosen this as a career but I don’t have a choice and I just do what I have to.”

“The caring role needs be valued by the community as a whole, at the moment I feel isolated and a burden on society.”

“A certificate of attendance would be helpful.  This can aid recognition by health professionals that you do have the knowledge to talk as equal partners.”
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