A Reflection of my Experiences with Pallium India.

I have been coming to Kerala to work in Palliative Care for about eight years. I have slowly worked my way down to the south of Kerala to Trivandrum, where I have mostly been for the past 18 months, apart from two short trips back to New Zealand to reconnect with family and friends and renew my visa.

I have been asked to reflect on my time here both good and bad at TIPS, Pallium India, in my work both as a visiting nurse lecturer and Homecare nurse.

 I am sure that India equips one well to practice what we preach in palliative care; that is to put “life into days, instead of days into life”. India can force you to live in the present moment, to expect the unexpected, encourages you to not have too much expectation and to accept situations as they are. She teaches you to live among a certain degree of chaos and survive. She teaches you to love and hate, taking you to the edge again and again. Every day here is a surprise. But mostly India teaches me patience and resilience and almost always calls me back. Those of you that have visited India will have many stories to tell that reflect some of these thoughts, I am sure.

 I can hope that I make a difference to others life’s; isn’t this why we do the work we do? but sometimes the difference is so minute….. Can I see it? 

One of my main aims here is to teach nurses palliative care, so that eventually these nurses will teach others palliative care. Palliative Care Nurses are like; I cannot say gold as gold is very popular here, so I will say like greenstone. When I return to New Zealand I work with at least 30 very experienced independent palliative care nurses, and then I wonder why I am there and think I should get back to India and continue to share what I know. The nurses education here comes from a scientific point of view and areas of weakness seem to be in communication, holistic care and inter-personal skills; these are new concepts to them but as you know, really important in Palliative Care.

 My other aim is to raise the morale of nurses which can be low, so that they believe their job is of value and that they do make a difference to patients and families. Also the students need to be encouraged and empowered to think for themselves, not just to carry out a doctor’s instruction, so I stress the importance of thorough assessment, so that information can be shared within the team. The students here are very good at text-book learning, but the trick is to actually apply this to practice. Sometimes there is a gap between the learning and the doing. However we are lucky at Pallium India that there is a strong clinical approach to both the doctors and nurses courses.

Nothing is more beautiful than to be able to visit sick people and their families in their own home. This is particularly pertinent in India, where so many people in the villages will not seek medical care unless we as a team go to them. Their reasons are money; many are financially crippled by illness and also their basic discomfort of hospitals which are often very unfamiliar environments to them.

Our whole definition of what palliative care is is challenged here. There are many people who have had traumatic accidents, stroke or picked up a virus that has left them bed bound and they go home with no follow-up or rehabilitation. Therefore we often met them with a vast unnecessary array of problems, like contractures, pressure sores, immobility and depression. 

Financial needs are heavy, due to the medical costs and the loss of income through the illness. Many families no longer see admission to hospital as a viable option. A family member has to be available to care for their loved one in hospital here and this isn’t always possible either. Hence the importance of homecare, because without this service many many families will not access medical care.

I really admire the relatively new team here. Recently I went on a home visit to a new patient, an elderly widow with cancer of the buccal mucosa. She was curled into the fetal position and at first we thought she was asleep. Her fungatating wound was oozing through the dressing and obviously needed attention. When we opened the dressing, maggots just fell from the wound and the lady started to pick them up with her fingers and squash them. Her degree of dignity had dissolved to nothing. 

I watched the nurses get to and attend to the practical needs of this lady, by removing every possible maggot from the wound, redressing it beautifully, and attending to all other possible needs, like a two week history of constipation and some pain management with anti-emetic. She had had some morphine elixir prescribed but had stopped taking it because of nausea and vomiting.

While taking care of these matters they never forgot about the person living with such distress and resignation. Although the nurses were shocked, it never showed on their faces. The family had been scared to dress the wound as they thought they could catch the disease. Two hours later we saw a glimpse of a new happier woman that even managed to smile, when she could barely open her mouth. She died two days later.

There are so many stories like this to tell in all our countries, but in the developing world, the stories are made more difficult by the unevenness and lack of resources, lack of efficient government support and access to education in Palliative Care.

