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MELANIE: Hello everyone. My Name is Melanie Robartson from Deafblind Information Australia.  I would like to start by acknowledging the traditional custodians of the lands and nations on which you join this webinar and pay respects to Elders past and present. Myself and today’s presenter Theresa Kirwan join you from the lands of the Whadjuk Noongar people, where it is the season of Makuru, a time of cold, wet, wind, campfires and storytelling. So to Theresa and her story of functional capacity assessments in deafblindness. Theresa is an Occupational Therapist from Australia with over 25 years of experience including the past seven years specialising in deafblindness. She works in a client-facing role at SensesWA as an occupational therapist and positive behaviour support practitioner and is also a project officer with Deafblind Information Australia. Theresa’s work focuses on enhancing communication access, participation and quality of life for people with deafblindness through multi-disciplinary person-centred practice.

THERESA: Thank you Melanie. Today we will explore how we conduct functional capacity assessments for individuals with deafblindness within the NDIS context using an occupational therapy lens. Throughout this webinar I will use a couple of acronyms. I will shorten "occupational therapist" to "OT", and "Functional Capacity Assessment" to "FCA". This webinar is an overview to deafblind FCAs for OTs who already have knowledge and skills in carrying out functional capacity assessments. It is also intended to be helpful for people with deafblindness and their support networks. In deafblindness, functional capacity is often masked by barriers to access rather than limited by ability alone. This idea underpins everything that we will discuss today. 

The aims of today's webinar are to understand impact of deafblindness on functional capacity, apply an OT approach to assessment, strengthen skills and functional capacity assessment in the NDIS, improve development of clear evidence-based recommendations and enhance person-centred and collaborative practice in deafblind care. 

Most of us today will be aware of what deafblindness is, but just in case, here is an explanation. Deafblind Australia defines deafblindness as a unique and isolating sensory disability resulting from the combination of both hearing and vision loss or impairment. This has a significant effect on communication, socialisation, mobility and daily living.

We need to remember that deafblindness is not just simply the sum of deaf plus blind. The interaction between vision and hearing loss creates a very different experience of the world. This has direct implications for how we assess functional capacity. A reminder to all of those working in this space that deafblindness is a spectrum. It’s not just one single condition. It exists across a continuum of combined hearing and vision differences. People may have mild to profound hearing and/or vision loss, congenital or acquired conditions and fluctuating or progressive changes. Even mild dual sensory loss can dramatically impact communication, safety and independence. 

Many people do not identify as deafblind. They may identify as hard of hearing, low vision or with the primary diagnosis. However, they may still meet the functional criteria for deafblindness when both reduced vision and hearing interact. While we respect the person’s identity and personal preferences for how they refer to their vision and hearing differences, it’s important to also recognise when someone meets the criteria for deafblindness. Without recognising deafblindness, we risk assessing the person in the wrong framework and missing the supports that they actually need. 

OT information gathering and assessment. It starts with understanding how the person with deafblindness communicates, how they receive and express information. Adapt your assessment to fit their communication. This is a critical foundation for OT assessment. Further communication information is discussed later.

The purpose of the FCA and the target audience shape the level of detail and the recommendations that we report. The primary aim might be to evidence the need for an increase in NDIS funding in certain budgets, while a secondary aim might be to increase knowledge and understanding of system supports or provide information to the person with deafblindness on supports and options available to them.

The Person-Environment-Occupation-Performance model, the PEOP model, is an important framework used by OTs to guide our assessment, intervention and evaluation of client-centred care. On the right side of this slide there is a picture of the PEOP model. It is a series of overlapping circles that represent the interaction between person factors, environment factors and occupational performance. As OTs we understand function through the interaction between the person, environment and occupation.
Deafblindness disrupts all three, access to sensory information, accessibility of environments and opportunities to engage in occupations; that is, everything a person does that is meaningful and purposeful in daily life. Often what might look like low capacity is a poor person-environment fit.

A key component of functional capacity assessment in deafblindness is drawing on multiple sources of information. No single method gives us a complete picture. We need input from the individual and their family, support staff who understand day-to-day functioning, sensory professionals such as orthoptists and audiologists, orientation and mobility specialists, behaviour support practitioners and other allied health. Each of these perspectives contributes a different piece of the puzzle. Without this detail, there is a risk that we under-or over-estimate functional capacity.
 
FCAs often focus heavily on the difficulties and challenges a person is experiencing. Because of this, it is not uncommon to hear that the FCA process can feel quite negative for individuals and families. The occupational profile at the beginning of this assessment provides an opportunity to bring humanity into the report. It allows us to capture the person's goals and priorities, life roles and responsibilities, what a typical day and week looks like, and most importantly, their strengths, values, and the meaningful role they play in the lives of others. This helps ensure that our assessment reflects not what just is difficult but who the person is and what matters to them.

When we assess person factors, we gather information about diagnoses, medical history, primary and secondary disabilities, medications, sensory function, communication, cognitive function, emotional and psychological functioning and physical functioning. We will look into these further in the next few slides. 

What information do we need about sensory function? Having robust up-to-date information about both hearing and vision is critical. As OTs we are not diagnosing, but we clearly need to understand the type and severity of hearing and vision loss, how the person functionally uses any residual sensory input, whether their condition is stable, fluctuating or progressive, assistive technology used to support hearing and vision, and environmental adaptations needed to support hearing and vision.

So where do we get this information? Functional vision assessments reports by an orthoptist provides the most comprehensive information about a person's vision. It includes diagnoses affecting vision as well as up-to-date information on the person's functional vision such as near or distance vision, visual fields, depth perception, colour, contrast sensitivity, fixation and following and more. It includes optimal strategies to support the person to use their remaining vision. Other sources of information might be ophthalmology and optometry reports and audiology reports play a clear role to understanding the person’s hearing thresholds and functional hearing and under what conditions they can access and interpret sounds. We cannot accurately assess functional capacity if we don’t understand how the person is accessing information. 

It's also important that we maintain a holistic understanding of the conditions that may contribute to deafblindness. For example, CHARGE syndrome and Usher syndrome commonly result in deafblindness but there are other features of these syndromes which impact on functional performance. These conditions may involve multisensory impairment, communication differences, cognitive or developmental factors and medical and behaviour features. Some conditions are progressive which means a person's functional capacity may change over time. Understanding diagnosis and prognosis helps to ensure we don't miss vital information impacting on current occupational performance and that we make recommendations for future supports to monitor change in functional capacity over time.

For people with deafblindness, there is a strong reliance on other senses to access information about their world. The Life Space Model refined by Deafblind Information Australia is a useful tool in understanding how a person accesses information and understanding of the individual's life space is vital to the support of individual's access and engagement across life domains.

Understanding sensory preferences also provides valuable information about what the person likes, dislikes, what helps them to regulate and what type of input can cause a stress response.

Before we move on to discuss other person factors, I want to highlight that development is significantly shaped by deafblindness. What we observe now is inconsistent access to information over a lifetime which affects learning, interaction and experience. The development of a person with deafblindness is often different in pattern and pathway. And now we'll explore other person factors.
 
Deafblind communication is often multi modal and highly individualised. It may involve speech, visual or auditory modifications, tactile Auslan or Key Word Sign, Objects of Reference, Touch Cues, assistive technology and more. Increased time for communication is always required. Be aware that literacy access also varies. A person may…it may include print, braille, symbols or limited or no formal literacy. Reading and writing may be impacted by access to language and information over time. For example, for some people who are profoundly deaf from birth, Auslan might be their first language and English may be their second language. They may need support with reading comprehension and writing in English. In deafblindness communication relies on how information is presented, who is supporting the interaction, the communication partners, and when the environmental conditions are conducive to communication. For example, lighting and acoustics.

Cognitive difficulties are often the result of limited access to information over time. This can include difficulties orientating to time. For example, date, day and time of day. A person may rely on routines to understand what is coming up. Because of vision and hearing differences, people with deafblindness have limited opportunities for incidental learning. They may have good knowledge in one area and very little to none in another. People with deafblindness often benefit from explicit learning experiences tailored to their access needs.

Deafblind people have an increased reliance on working memory. For example, to memorise where things are and keep track of conversations. They often require increased time to process information. For example, to make sense of what is being communicated without visual or auditory access to social cues.

Deafblindness can have an impact on the development of executive skills, like problem solving, abstract reasoning and this is linked to decreased opportunities for incidental learning.

 You may see different thinking styles like concrete and black-and-white thinking. Again this is linked to decreased access to information and experiential learning throughout their lifetime and these thinking styles help the person make sense of their world.

 Concentration fatigue is very common in deafblindness. The extra effort and time required to access and make sense of their world can result in mental and physical fatigue and fluctuating function and participation.
 
When assessing emotional and psychological function, consider the increased risk of social isolation. Increased vulnerability to depression and anxiety and the presence of behaviours of concern. Behaviours of concern may reflect decreased access to information now and over their lifetime. Reduced social and emotional learning, communication breakdowns and the sensory preferences are used to fill gaps in vision and hearing and self-regulate. 

 As OTs, we often focus on the motor aspect of how someone moves around the home and community, including transfers, mobility, endurance, balance, falls, gross and fine motor skills and participation in exercise. In deafblindness the focus is not only on these aspects, but also on geographical orientation. How does the person understand where they are, where they're going and how they're going to get there safely and effectively? The person with deafblindness may use mobility aids prescribed by an Orientation and Mobility Specialist. They might have a seeing eye or guide dog and/or they might be supported by human guides. Also consider mobility in differently lit conditions, especially night-time. Some conditions, like retinitis pigmentosa experience night-blindness.

Here I have listed environmental factors that we assess for. We have social supports. This includes informal supports like family and friends and formal supports which are paid supports like support workers, Comm Guides, therapists, medical professionals.

 Culture and attitude may also play an important role in functional capacity. For example, how well do the people around them understand their disability and their access needs? As OTs we assess the physical environment, especially the home, with a focus on layout, lighting, colour contrast and tactile features. In the community setting there may be barriers to access as well. This is often a role that I leave to the orientation and mobility specialist, but the OT can be involved in this too.
 
In terms of assistive technology, I focus, in particular, on hearing vision, communication and alerting systems and I'll go into these more when we look at FCA recommendations. 

 As OTs we want to know about occupational performance across all life areas. Personal care, domestic tasks, community tasks, shopping, finances, transport leisure activities, work, study, for children, play, making and keeping friends and engaging with people in different settings, and self-safety like protective behaviours and identifying emergency situations and getting immediate help.

We need to remember that for people with deafblindness, occupational performance is heavily influenced by access to information. This means performance can be more variable and context dependent. Tasks may require increased effort due to sensory load and fatigue, and individuals may rely more on support to complete activities. As a result, what we observe doesn't always reflect true ability. It often reflects the level of access in that moment. 
OTs choose standardised assessments to strengthen our observational skills. We are highly skilled at assessing real-world performance in natural environments, using task analysis and our understanding of occupational performance. We need to be careful when we apply standardised tools to the deafblind population. They often assume sensory access and may misrepresent function.

I recommend carrying out these tools with the person and support people to ensure questions are understood and accurately reflect their real-life performance and experience. If incorrectly implemented there is a risk of under- or overestimating capacity.

In terms of recommendations, there are some consistent themes we see on deafblind functional capacity assessments. Communication supports may include communication guide support, that is, the specialist support worker with an understanding of deafblind communication and human guiding, deafblind aware Auslan interpreters, training for families and staff in deafblind communication, consistent communication systems across environments to support access to information, and deafblind consultants or deafblind aware speech pathologists.

Environmental modifications, things like lighting, colour contrast, tactile features, and reducing sensory barriers, can dramatically improve independence. Structured, predictable environments are very important in supporting independence and safety. These are not only for navigation and engagement in everyday activities but are vital for communication where visual methods such as Auslan are used. A note about lighting. It is the single most important feature for individuals who are deafblind with some functional vision. The lighting needs of each individual varies depending on their particular eye condition. This is a specialist area of assessment and it is okay to reach out for support.

I don't have time today to give more examples, but the accessibility guidelines for sensory loss, the 3rd edition, 2020, developed by the Deafblind Ontario Services is a really great place to start in terms of understanding environmental design for people with deafblindness.
 
In deafblind functional capacity assessments there is a focus on hearing and vision-related assistive technology. What is the person currently using that may need replacing soon and what else would they benefit from? A good understanding of vision and hearing access will ensure that assistive technology meets the person's deafblind needs.

For example, a person who has very low vision and is profoundly deaf won't hear a liquid level indicator that only beeps, but a vibrating model works for them. Vision-related OT can include magnifying devices, colour contrast and the use of tactiles, such as bump on stickers to locate buttons on commonly used appliances.

And does the person use or need AT to support communication? For example, a tablet with speech to text apps or other AAC? Do they require replacement canes and tips? What is required to maintain safety and independence in personal care? Non-slip mats and magnifying mirrors. What is required for personal safety? For example, accessible SOS devices, falls alerts and smart security systems?

 Alerting systems are extremely important in providing access to information and real-time safety. These are to give the person information about someone at the front door, the smoke alarm, if a baby or child is crying in another room of the house, and more. Smart devices are becoming increasingly popular and effective in supporting access to information, independence and connection with others. This includes smart homes, smart watches and smart phones.

Assistive technology recommendations may cross-over with other professionals. For example, orthoptists, audiologists and speech pathologists, so the OT will incorporate information from these professionals in our functional capacity assessment. 

Orientation and mobility is a certified and registered profession. This work is outside the scope of physio and OT and it's really important that if this is a recommendation that we're quite explicit about this recommendation. The O&M Specialist assesses safe and independent travel skills, supports the development of orientation, navigation and spatial awareness, identifies environment al barriers and facilitators to mobility, recommends strategy, training and aids. For example, cane use, environmental cues and, of course, human guides, and they promote safe access to home community and meaningful activities.

In terms of routine and skill development, the OT may support the establishment of more consistent routines. This might look like developing daily and weekly routine schedules, down to task-specific routines which gives the person greater predictability and autonomy. 
 
Structure and predictability can significantly reduce cognitive load. An OT may also recommend greater skill development, like learning to put on make-up, preparing a task, preparing a snack or meal, shopping, budgeting or, perhaps, learning more about protective behaviours. The hand-under-hand approach is a method you might consider using with some people with deafblindness to support learning and engagement. The introduction of assistive technology and home modification will require training to support effective implementation. The supports may also require training to have active engagement across settings. This might include training with the orientation and mobility specialist, technology specialist, the OT, the orthoptist, the audiologist and more.
 
Support models and specialists that the OT might recommend includes consistent trained support teams, communication guides, the involvement of deafblind consultants for detailed assessment and training, deafblind aware allied health and increased support ratios where required.

Most deafblind people require the ongoing support from orthoptics and audiology for accurate information on sensory function and health over time. Scheduled assessments by the orthoptist help to monitor vision changes over time and ensure strategies match changes to maintain independence and safety.

Audiologists have a vital role in monitoring hearing and ensuring hearing technology is working well. Emotional and psychological support can include deafblind peer mentors and support groups, deafblind peer mentors and groups, sorry I've repeated myself, psychologists, social workers and counsellors who are deafblind aware, behaviour support practitioners, medical and mental health services, allied health and daily supports through support workers or communication guides.

In the NDIS context it's essential that we clearly articulate not just functional limitations but also the risk of harm if appropriate supports are not provided. This ensures that the person's needs are accurately represented and appropriately funded. For individuals with deafblindness these risks often relate to reduced access to communication, environmental information and safe navigation. This can result in increased vulnerability, including social isolation, unsafe mobility, mental health issues and behaviours of distress linked to unmet needs.

These risks are not purely a result of vision and hearing differences. They often arise from barriers to access and inconsistent support. As OTs, our role is to clearly link these risks to functional performance and to the person's ability to participate in daily life. Within the NDIS framework this supports the justification of reasonable and necessary supports.

Thank you for joining me today for this webinar. I hope it's been helpful for you to understand that functional capacity in deafblindness is shaped by access, not just ability.  Occupational performance reflects the interaction between person, environment and occupation. Communication and environment are critical to valid assessment. NDIS reporting requires clear articulation of functional impact of deafblindness and risk. Strong recommendations are deafblind specific, evidence-based and context driven; and effective practice is collaborative, person-centred and multidisciplinary.
 
For more information on deafblindness and living with deafblindness I recommended Deafblind Information Australia as a trusted source of high-quality information. Feel free to read the website, watch the webinars, attend their practical workshops. The online deafblind introductory training course is available and there's also the option of “Ask a Deafblind Consultant”.

End of document.
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