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Care crusade
Many who have been let down by the aged care system are being further frustrated by the ofﬁcial channels of complaint.
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Jane Seaholme was threatened with stalking charges in a legal letter after repeatedly complaining about cold and poor food - such as hot dogs for Mother's Day
- served to her dementia sufferer mother, Phyllis, in a Wonthaggi nursing home. ''One night when she stood up to ask if anyone else's food was cold, she was
told to sit down - and later told to complain directly to the cook. She was 88 years old.''
Petrea Salter was threatened, in an email from a director of nursing, with loss of her guardianship over her father when she became emotional about a
Brisbane nursing home losing track of her father overnight. ''I threatened to sue them if anything happened to him.''

Demanding better: Petrea Salter has taken her frustrations with the aged care system online in the form of a blog. JAY CRONAN

Both women have taken their frustrations with the aged care system online, Seaholme in a confronting Facebook page, in which she posted photographs of
evening meals; and Salter in a blog that chronicles more than three years of frustration with her frail father's care, including a suspected near-fatal drug
overdose. Salter last week received an email threatening her with legal action unless she desists from her cyber activism.
Says Salter: ''It is just annoying that these types of homes think they can scare relatives into keeping quiet so the truth is never brought out in the open.''
Bringing allegations of nursing home neglect or wrongdoing into the open via
the internet may not be a trend exactly, but it's certainly a festering symptom
of a malaise in the system. Seaholme and Salter say they took their complaints
online after they were met with bullying and indifference by the respective
aged care facilities - and because, they say, the government channel of
complaint, the Aged Care Complaints Scheme, has been too slow and too weak
in its response.
''In my experience, the scheme favours the home and takes the verbal word of
[nursing home staff], which completely contradicts documented evidence including emails - supplied by the residents' family,'' Salter writes in an email.
''There is no transparency with what is happening to my father - just the
feeling of a big cover-up.''
Adrian Nye was trying to keep an open mind. He waited doggedly for ﬁve
months while the Aged Care Complaints Scheme moved at a ''glacial'' pace to
resolve his claim that a Sandringham nursing home left his mother Laurel, 87,
who was prone to seizures, collapsed on her knees for at least six hours,
resulting in wounds that rotted through to the bone; the nursing home says
she got sunburnt.

The Sunday Age has seen photographs of the wounds that are too disturbing to
publish here - and according to plastic surgeon David Ross, the injuries were
consistent with pressure sores. Laurel Nye was in ''extreme pain'' that, says
Adrian Nye, couldn't be treated effectively without putting her in a coma. After
ﬁve months of denial, the facility has accepted the diagnosis - but no one has
been held to account.
Nye lodged his initial complaint in March. His mother died on July 4. When
Fairfax Media ﬁrst met Nye, last month, he was waiting to see a draft report
from his complaint handler. He gave his impressions of the scheme: ''The ﬁrst
stage of the process is opaque and highly dependent on the commitment and
quality of the person handling the matter. At about the two-month mark I was
being told that there was nothing much that the scheme could do. A later
ofﬁcer saw things differently and escalated the issue to stage-two
investigation. Again it is, I suspect, a bit random as to the depth of
investigation that you get.''
In fact, the former Complaints Investigation Scheme, which focused on
forensically determining the truth of disputes, was abandoned after the 2010
Walton Review found that investigations took too long and were too costly. It
recommended shifting to a system based on win-win style conciliation.
But as Nye noted: ''In my mother's case there was nothing to conciliate … She
was severely damaged on the watch of those with a duty to her. They failed. Do
not try to dress it up as anything other than what it is - simple unacceptable
accountability for practices that harm older people. Conciliation comes across
as meeting a softly-softly need to ﬁnd common ground. Sometimes a just
outcome does not involve a mediated meeting of minds, it requires facts and
professional judgment to be applied about what is acceptable behaviour and
practice.''
Last week Nye met his complaint handler, and says he was told ''the facility
had been evasive, failed to provide proper bandaging care, not done proper
incident reporting, and failed to meet their responsibilities in many regards.''
But the ACCS ofﬁcer said the agency was less forensic than administrative:
''[They ] can only tell the tale … the act does not allow them to go to the
question of ﬁnding fault in the case of my mother or recommending sanctions
… it's all the more impotent than I thought.''

'My mother was severely damaged on the watch of those with a duty to her. They failed' said
Adrian Nye. PAT SCALA

Later that day Nye received a copy of the ﬁnal report - known as a feedback
letter - and an accompanying letter offered Nye condolences for the loss of his
mother. The report boiled the complaint down to two issues:
1) Concern that the service did not prevent Mrs Laurel Nye from
developing pressure areas/wounds to her knees.
Because of a great deal of vagueness on behalf of the facility in detailing
Laurel Nye's whereabouts on March 7, 2013, she suffered her injury, writes
Simon Taylor-White, delegate of the secretary for the scheme. ''I have decided
to end the resolution process on the basis that continuation of the process is
not warranted because, despite reasonable inquiry, the circumstances giving
rise to the issue cannot be determined.''
2) Concern that the service did not ensure the wounds on Mrs Laurel
Nye's knees (diagnosed March 25, 2013, as full thickness bilateral
pressure areas) were appropriately managed.
The scheme found the facility had failed to appropriately treat Mrs Nye's
wounds, and ruled the matter closed because the facility has since ''addressed
the issue''. Taylor-White's letter concluded by inviting Adrian Nye to complete
a satisfaction survey and return it to the scheme in a prepaid envelope.
Nye forwarded the feedback letter to Fairfax Media with a note full of dismay
and disgust. ''I did not want feedback, I wanted an answer - was my mother
injured while under the care of this facility and if so, was this a reasonable
thing to have occurred?''

Jane Seaholme posted the photos of her mother's meals online. PAT SCALA

How many people like Nye have been left unsatisﬁed by the Aged Care
Complaints Scheme's management of investigations? The fact is, the scheme,
under the governance of the Department of Health and Ageing - the body that
oversees government-funded aged-care facilities - doesn't honestly know if it's
doing a good job or not in satisfactorily resolving complaints.
After a funding boost of $50.6 million, the remodelled scheme was launched in
September 2011. In its ﬁrst 10 months, to June 30, 2012, it yielded 3195
complaints from 11,517 ''contacts''. The scheme boasts that customer surveys
in that period scored an 82 per cent satisfaction rate. But an Auditor-General's
report, ''Managing Aged Care Complaints'', published last November, found
that only 34 per cent of surveys were returned - and an undisclosed number of
respondents were nursing home operators.
The Auditor-General also noted ''that the department has not been able to use
complaints data to address systemic issues''. Nor could the department
''conﬁrm that complaints were being resolved more appropriately or whether
the outcomes were fairer as it had not compiled relevant data or performance
measures''.
The Combined Pensioners and Superannuants Association was a lone voice of
complaint when the report was ﬁrst published. ''The ﬁndings from the auditors
of the Aged Care Complaints Scheme make it clear that despite the
department's push for a focus on resolution for complainants, this is not the
case for many people who use the scheme, if indeed they can access it at all,''
wrote the association's policy ofﬁcer Amelia Christie. ''[C]ases are ticked off
and marked as resolved yet really there is limited consultation with relatives
and care recipients with a lot happening behind closed doors.''
Adrian Nye had hoped any ﬁnding would examine ''the fundamentals of care
and not just a series of process observations about record keeping and
paperwork. I know … that in my case that absence of records has hindered the
investigation. If you are a facility manager, which would you prefer - a ﬁnding
that your records could be improved, or a ﬁnding that your own records
demonstrate a lack of care or, worse still, negligence?''
For Petrea Salter, dealing with the complaints scheme has become
complicated, in part because, she says, the nursing home has been refusing to
meet for conciliation until she desists from venting her distress online. Salter's
story is one of compounding conﬂict, where an early breakdown in goodwill
and communication between herself and the Brisbane facility housing her
father means any true conciliation will be almost impossible to broker.
The trouble started in March 2011 when Petrea Salter received a late-night call
from the nursing home saying her father, Aubrey, urgently needed to go to
hospital. Aubrey, 84, a former tennis coach, had lost toes to diabetes (and later
a leg), suffered with heart disease and arthritis, and had grown increasingly
frail. The nursing home was in Brisbane while Salter was in Sydney, and the
home gave her the name of the wrong hospital, she says. When she called the
home back, no one picked up the phone.

Jane Seaholme's mother Phyllis.

''My husband and I spent all night tracking dad down … and we didn't ﬁnd him
until 6am.'' By the time she ﬁnally raised a nurse at the nursing home, Salter,
exhausted and emotional, threatened to sue the home if her father died.
Later that day, Salter received an email from the home's director of nursing
who advised that: ''Nursing staff will no longer provide you with information
over the telephone.''
The director advised: ''We are happy to speak with you professionally
regarding Aubrey, however if this becomes unmanageable we will cease all
contact with you and refer the matter to the DOHA [Department of Health and
Ageing] and Ofﬁce of the Adult Guardian, this may result in revocation of your
EPOA [Enduring Power of Attorney].'' In other words, he was threatening to
have Salter's guardianship of her own father terminated.
In fact, Aubrey was very ill in the Mater Hospital with a low white blood-cell
count, kidney function problems and vomiting from a suspected drug
overdose.
The hospital discharge summary notes the low white-cell count had been
caused by ''Methotrexate toxicity''. Methotrexate is a drug used to treat
rheumatoid arthritis and some forms of cancer - and one the Therapeutic
Goods Administration on its website notes ''carries particular risks of serious
illness and death through misadventure''.
The TGA advises there is particular risk of confusion as to proper dosage Methotrexate pills are all yellow, no matter what dosage strength, and they are
usually prescribed to be taken weekly. ''There are instances where this dose
has, instead, been taken each day or on several days each week resulting in
severe unwanted effects such as neutropenia … and bone marrow depression.''
When Salter - now on the back foot - relayed this concern to the nursing home,
the director of nursing dismissed the claim, asserting that Aubrey's problems
were a result of his pre-existing illnesses. When Salter repeatedly asked for her
father's medical records from the home, she was advised she could ﬂy to
Brisbane where she would be given four documents, but not the complete ﬁle.
When Salter took the matter of the apparent overdose to the Aged Care
Complaints Scheme, ''I was told it was too hard to prove''.

Phyllis Seaholme's notes about the food served to her at the Wonthaggi nursing home.

Since then there have been disputes over Aubrey's access to physiotherapy, a
scooter and even time out of bed. Salter and her father claim he was denied physiotherapy, as prescribed by an external doctor - while the home has produced
documents that purport to show physio has in fact taken place. Salter also believes her father has been left in soiled pants on three occasions as retribution for
her complaints. Meanwhile, access to medical records continues to be denied - a matter that Salter has taken to the complaints scheme. ''The scheme says that
the home is not obliged to provide me with copies of assessments and reports on my father,'' she says.
Elder Rights Advocacy chief executive Mary Lyttle says the major issue with the Aged Care Complaints Scheme seems to be the ''weight'' given to the
complainant's information against the documentation of the provider and staff. ''The care plan can detail physio or speciﬁc skincare and medication, but
whether this does happen as planned can be a concern,'' says Lyttle.
''We help people who have gone to the scheme to present their information in as much detail as possible so the scheme can look at it. Whether the scheme
decides to investigate the matter - and the decision to do so is theirs - and if they carry out a visit to the aged care home or just ask for documentation to be
sent to them … then we can be back to the issue of 'it was documented therefore it happened, if not it didn't'.''
Carolynne Bourne, adjunct senior research fellow at Swinburne University, believes the main issue dogging aged care, in her experience, is ''identity abuse'' where residents are no longer treated as people with their own tastes and personalities. Rather they tend to be treated as a set of tasks that need completing feed, medicate, wash - much like factory work.
Bourne formed this view after her mother suffered a range of small but ''dehumanising'' indignities. When Bourne asked that her mother not be fed bananas because she had never liked them, and, though suffering dementia, would push them away when offered - the clinical care co-ordinator allegedly told her:
''What does it matter? She doesn't remember she doesn't like them.''
Bourne didn't take her concerns to the Aged Care Complaints Scheme. She wasn't sure what to do. In the end, she drew on her life's work as a researcher,
submitting a paper, ''Eat Bananas - Identity Abuse in the Care of Older Australians'', to the 2011 Productivity Commission Inquiry into Aged Care. Her
submission can be downloaded from the commission website, along with 924 others.

