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			Dedicated to Dr. Wendy Looman, Jocelyn Lehman and Tracy L. Powell.
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			Introduction

			This Little Bird eBook is a labour of love. Written over the first few months of the pandemic, Little Bird is a compilation of all the course content that I created specifically for health faculty educators.  It is free of charge and written for students to complement their online learning. 

			Much of the content in this eBook comes from my book Bird’s Eye View: Stories of a life lived in health care. Little Bird is chock full of extra links, videos, audio clips, photos and stories. My intention is to make the humanities, including patient and family stories in health care, accessible and, dare I say, even fun.

			Enjoy and please share widely! 

			Sue Robins

		

	
		
			Module 1: Compassion in health care

			Lesson Plan 1: About Dr. Darwish

			Goal

			Understand how simple kindnesses are important to patients and families – and how demonstrating compassion often doesn’t take more of a clinician’s time.

			Learning Objectives

			
					Students will critically observe clinician behaviours to identify which ones demonstrate compassion.

					Students will reflect on their own experiences of the effect of compassion demonstrated by others when they were in health care settings or felt vulnerable in some way.

					Students will commit to an action to incorporate compassion in their work.

			

			Activity

			
					Read or listen to a chapter from Sue Robins’ Bird’s Eye View book called About Dr. Darwish.Read the chapter here.
Listen to the author reading the chapter here:
[image: ]


					As you review the chapter, note all the compassionate behaviours shown by Dr. Darwish towards this family who has a new baby with Down syndrome.

					Consider the Reflective Questions, either in a group setting or as a written assignment.

					Commit to a Take-Away Action.

			

			Reflective Questions

			Personal

			
					Describe a time when you were shown compassion in a health care setting, or any time when you were feeling vulnerable.

					How did it feel?

					What did that compassion do for you?

			

			Dr. Darwish

			
					Which demonstrations of compassion took planning with the clinic staff?

					Which compassionate behaviours took more time?

					Which compassionate behaviours did not take more time?

			

			Family

			
					How did Aaron’s family feel during the appointment?

					What was the effect from Dr. Darwish’s approach after the appointment?

			

			Take-Away Actions

			Which demonstration of compassion can you commit to incorporating into your own work with patients?  What would you need to put in place in order for you to fulfil your commitment?

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

			Supplemental Readings

			Poem – Late Fragment by Raymond Carver
https://allpoetry.com/Late-Fragment

			Journal Article - Qualitative Health Research, Best Practice in Provider/Parent Interaction, Betty Davies, Rose Steele, Guenther Kroeger, et al. https://journals.sagepub.com/doi/abs/10.1177/1049732316664712

			TEDx Penn Talk – How 40 Seconds of Compassion Could Save a Life by Stephen Trzeciak 
https://youtu.be/elW69hyPUuI

			Essay - Love, the Word That Medicine Fears by Dr. Kirsten Meisinger https://www.kevinmd.com/blog/2012/11/love-word-medicine-fears.html

			Special Thank You

			A review of this material was kindly provided by:

			Wendy S. Looman, PhD, APRN, CPNP-PC, Professor, School of Nursing Chair, Child and Family Health Cooperative
University of Minnesota 

			Ella Gay, RN, BScN, Pediatric Nurse
Stollery Children’s Hospital, Edmonton, Canada

		

	
		
			Module 1: Compassion in health care

			Lesson Plan 2: Bird’s Eye View Book Discussion Guide

			Learning Outcome

			By the end of this session, students will be able to critically reflect on a variety of patient + family experiences in health care settings and be able to identify what actions they would have been taken to ensure a patient and family centred outcome. 

			Activity

			
					Watch the author’s welcome video:
Module 1, Lesson 2[image: ]


					Read the Bird’s Eye View book, or choose to read only the chapters referenced in the questions below.

					Discuss these questions in a group setting or reflect on them by answering them in written form.

			

			Approach to Practice

			
					After reading Bird’s Eye View, what are changes you will make to your practice as an APRN based on Sue’s experience?

					Robins mentions an unsettling encounter with a cardiologist on page 75. As a provider, if you witnessed a colleague interacting this way, how could you suggest a better approach? (Neck Deep in Health Care chapter, page 74).

			

			Provider-Family Relationships

			
					Dr. Azza Darwish made an incredible impact on Robins and her family. What are some principles that Dr. Darwish demonstrated that can be incorporated into our future practice so that we may also build positive relationships with our patients and their families? (About Dr. Darwish chapter, page 62).

					Robins says: “The best sort of people are those who create space for stories. They can sit with an uncomfortable story without minimizing it, interrupting, looking for the bright side, correcting the storyteller, or running away. Encouraging patients to tell their own stories in their own way paves the road towards healing.”
How can we as providers create space for stories in our time-limited visits?
(The Patient Storyteller chapter, page 216). 


			

			Building Family Strengths

			
					In the “The Blocks to Really Listening,” Robins talks about the importance of clinicians helping strengthen patients and their families so that after they leave your care, they can carry this strength throughout their life/journey. As a PNP, what are some things you can do to help the families you care for become stronger?(The Blocks to Really Listening chapter, page 247).


			

			Language

			
					In several of her essays, Robins talks about the language in healthcare and the power of words.  What are some strategies that can be used as a PNP to choose words and language that help convey compassion and help the patient/family feel comfortable and understood?(various chapters, including Sharing the News, page 50, Point of Conception, page 58). 


					Robins suggests that the term, patient centered care has become “meaningless jargon”? What are your thoughts about this assessment?(The Bedrock of Health Care chapter, page 197).


			

			Diagnosis

			
					Robins discusses her experience of learning about the diagnosis of Down syndrome in her child. What are your takeaways of how you will approach a diagnosis such as Down syndrome (or autism spectrum disorder, etc) with families?(Sharing the News chapter, page 50). 


			

			Kindness and Compassion

			
					At the end of the book, Robins writes about the role of kindness and compassion in caring for patients. Yet, we all have our bad days. At work, how can we “catch” ourselves when we are failing to be kind and compassionate so we can shift toward thoughts and actions that are kind/compassionate?(various chapters, including All the Warm Blankets, page 266).


					One of the chapters in Bird’s Eye View is titled “Be Kinder Than You Think is Necessary”. What are some ways that you might uphold this principle in a busy pediatric clinic?(Be Kinder Than You Think is Necessary chapter, page 271).


			

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

			Special Thank You

			Permission to share this Discussion Guide kindly granted from:

			Wendy S. Looman, PhD, APRN, CPNP-PC, Professor, School of Nursing Chair, Child and Family Health Cooperative
University of Minnesota 

		

	
		
			Module 1: Compassion in health care

			Lesson Plan 3: Let Me Know That You Are Human Too

			A series of four one-minute videos by Sue Robins, sharing personal stories of tender care in health care.  

			Learning Outcome

			This lesson plan introduces the notion of storytelling for teaching to students.  By the end of the session, students will be able to identify the value of careful listening to patient stories and identify the key learning from a series of one-minute videos.

			Students will recognize the value of storytelling by engaging in a creative activity and practice telling a short story of their own through a writing or video exercise. 

			Activity

			
					Watch the short one-minute videos.

					Have a conversation about one key question per video.A.	Pediatric Nurses Video
[image: ]
Question: According to the author, is overhearing nurses talk in the hall about their weekend plans a good or bad thing?
B.	In This Together Video
[image: ]
Question: How does the author think we can revolutionize health care?
C.	Pediatric Resident Video
[image: ]
Question: How will you make the time to talk about the hard things that happen in health care? 
D.	Housekeeping Video
[image: ]
 Question: How can you recognize housekeeping staff in their role in caring for patients?


					Write or video record your own short story about a time you experienced gentle care in a health care setting. This can be from your perspective as a patient or health professional. The experience can be with anyone: a parking attendant, receptionist, cafeteria cashier or clinician.

			

			Pre-requisite: None

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 1: Compassion in health care

			Lesson Plan 4: All the Warm Blankets

			Learning Outcome

			After viewing the presentation and pausing to discuss the Reflective Questions, students will be able to differentiate between empathy and sympathy.  They will identify the importance of compassion in health care for patients and recognize how the ‘little things’ matter a lot when people are in vulnerable health care situations.

			This is a PowerPoint presentation about the power of kindness to heal patients in health care, narrated by Sue Robins.  It includes chapter readings from Bird’s Eye View.

			Activities

			
					Watch the 25 minute PowerPoint presentation, All the Warm Blankets. [image: ]


					Stop at the Reflective Practice questions embedded in the talk to pause and have a conversation or write an answer to the question.

			

			Supplemental Learning

			Please watch these two short videos:

			
					Brené Brown in RSA Shorts’ Empathy Video

					Cleveland Clinic Empathy Video

			

			References

			
					Best Practice in Provider/Parent Interaction, Betty Davies et. al.

					Compassionomics, Stephen Trzeciak + Anthony Mazzarelli

					Bird’s Eye View: Stories of a life lived in health care by Sue Robins.
ISBN: 978-1999156015

			

		

	
		
			Module 2: The Nuts and Bolts of Patient Centred Care

			Lesson Plan 1: Patient Centred or Not?

			Learning Outcome

			Students will be able to identify which scenarios are patient centred and which are not. For the scenarios that are not patient centred, they will be able to describe what actions need to be taken so the scenario becomes patient centred.

			Activities 

			Read the eight short patient scenarios.

			Decide if the scenario is patient centred or not.  

			If it is not patient centred, contemplate what actions need to be taken to transform this scenario into a patient centred one.

			[image: ]
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			Scenario 1 – First Touch

			A specialty hospital mails out little cards to patients to tell them when their next appointment is.

			[image: ]

			Scenario 2 - Talk to Me

			A young patient and his mom are at a pediatrician appointment.  The physician knocks on the door, walks in the clinic room and enthusiastically greets the patient.  

			[image: ]

			Scenario 3 – Who Are You?

			A woman waits in a curtained area for surgery to remove an ovary.  Six people who work at the hospital come in and out to prepare her for surgery. Nobody introduces themselves by name or profession, or tell her what they are there to do.

			[image: ]

			Scenario 4 – The Waiting Room Experience

			A newly diagnosed cancer patient sits in the radiation therapy waiting room before her first radiation appointment. The television on the wall is loudly playing CNN news.

			[image: ]

			Scenario 5 – Scheduling Appointments

			A family physician’s office offers an online scheduling system so patients can book their own appointments.

			[image: ]

			Scenario 6 – Save My Dignity

			No gowns are offered to those awaiting a mammogram at a diagnostic imaging clinic. Patients have to disrobe in front of the technician.

			[image: ]

			Scenario 7 - Connections

			A baby is born at a hospital and is tested for Down syndrome. The social worker on the maternity unit offers the family a choice to have a visit from another family who is trained in peer support and has a child with Down syndrome.

			[image: ]

			Scenario 8 – Physical Environment

			A patient arrives at a walk-in medical clinic and is told to take a number from a machine mounted on the wall.  When she is called into the treatment room, the receptionist refers to her by the number.

			Answer Key

			Scenarios 2, 5 and 7 are patient centred.

			Reference

			These scenarios are adapted from:

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 2: The Nuts and Bolts of Patient Centred Care

			Lesson Plan 2: K.I.D.S. – A Way to Demonstrate Respect

			Learning Outcome

			Students will be able to recite the meaning of the acronym K.I.D.S. and explain how taking these simple steps when entering a patient’s room demonstrates respect.

			Activities 

			
					Read the essay Explaining K.I.D.S.: Four easy steps to demonstrate respect by Sue Robins.

					Watch the video starring Aaron Waddingham about the acronym K.I.D.S.:[image: ]


					Check out the Supplemental Reading (see below).

					Discuss as a group, or write your thoughts down, about how each of the steps in the K.I.D.S. acronym demonstrates respect to patients. What are some of the barriers to use K.I.D.S.? Consider the benefits to you to use K.I.D.S. in your own practice.

			

			Take-Away Action

			Commit to using K.I.D.S in all clinical settings - with kids AND adults!

			[image: ]

			Adapted from a Children’s Hospital of Philadelphia talk

			Supplemental Reading

			
					Dr. Kate Granger’s #hellomynameis campaign website.

					This is an Alberta Health Services webpage that explains another acronym called N.O.D. This stands for Name, Occupation, Duty.It doesn’t matter which acronym you choose to use; the concepts are the same!


			

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 2: The Nuts and Bolts of Patient Centred Care

			Lesson Plan 3:  The Bedrock of Health Care

			Learning Outcome

			Students will be able to describe the four elements of patient centred care.  They will reflect on the importance of one of the elements by sharing a story from their own lives.

			[image: ]

			Activities 

			
					Read the introductory essay by Sue Robins called Patient-Centred Care: when words become meaningless. 

					Read short stories (below) from Bird’s Eye View book that are examples of each element of patient centred care in a health setting.

					Randomly choose one of the elements. Do that by cutting and pasting the words into a free online randomizer, like this one: https://miniwebtool.com/random-picker/Respect
Dignity
Information Sharing
Collaboration


					See what element you come up with!

					Using your randomly picked element:a. 	Spend half an hour writing a short story about a time you did not experience that element (e.g. you felt disrespected, you were not treated with dignity, you didn’t have information shared in a way you could understand, you were not part of a true collaboration).  Write a story that you are ok sharing with others.
b.	This does not have to be a patient story!  Choose your story from any part of your life: as a student, as part of your family, in a job, sports team, etc.


					In a break-out group setting:a.	Read your story out loud.
b.	Explain how the experience shared in your story made you feel.
c.	Answer the question – what could have been different for this story to have a happy ending?


			

			Stories about Patient Centred Care

			Respect

			[image: ]

			“Does he need surgery?” I ventured.  “No,” she said dismissively, waving her hand.  I’ll never forget what happened next.

			(The cardiologist) turned her back to us and started dictating her clinic notes into a dictation machine…my husband and I glanced at each other.  Was this our good-bye? ….we gathered up Aaron and our things and crept out the door.

			Page 75, Bird’s Eye View

			Dignity

			[image: ]

			There was a sign that said:

			We no longer routinely change patients into gowns unless they are having additional exams. We hope this improves our efficiency and reduces our environmental impact.

			…I had to strip from the waist up in front of the technologist and stand there, unnecessarily exposed, cold and topless.

			Page 168-169, Bird’s Eye View

			Information Sharing

			[image: ]

			(My daughter Ella) sat down with my husband (Mike) and me the night before my surgery to review all the materials they had given me to prep. Ella read through all the pamphlets, sharing only the essential information that I needed to know for my partial mastectomy the next day…Mike and I could not bear to look at the mountains of information that had been given to me up to that point.

			Page 128, Bird’s Eye View

			Collaboration

			[image: ]

			…what mattered to me is that we had an actual conversation about the four questions I had written in my notebook.  Ours was a true back and forth exchange. I asked my questions and (the resident) did not interrupt me when I was talking. He shared information and options. He hesitated before he shared a thoughtful response. 

			Page 231, Bird’s Eye View

			Supplemental Reading

			
					Institute of Patient and Family Centered Care’s core concepts of patient and family centered care. https://www.ipfcc.org/about/pfcc.html

					An article by Don Berwick in the Health Affairs Journal What ‘Patient-Centered’ Should Mean: Confessions Of An Extremist https://www.healthaffairs.org/doi/full/10.1377/hlthaff.28.4.w555

					Love, A Word That Medicine Fears by Dr. Kristen Meisinger. A beautifully-written essay that offers much food for thought.

			

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 2: The Nuts and Bolts of Patient Centred Care

			Lesson Plan 4:  The Great Debate -- Patient Centred Care v. Relationship-Centred Care

			Learning Outcome

			Students will be able to clearly express the pros and cons of patient centred care and relationship-centred care.

			[image: ]

			Activities 

			
					Read the Bird’s Eye View Chapter by Sue Robins called The Bedrock of Health Care.

					Read Dr. Van Aerde’s opinion piece from the Canadian Journal of Physician Leadership called Relationship-centred Care: toward real health system reform.

					Select one of two debate positions:a. Patient-centred care is the best approach
b. Relationship-centred care is the best approach


					Prepare a 3-minute talk defending your position based on the readings and your own web-based research.

					For the debate, select a partner who has chosen the other position.

					Schedule a video teleconference with your partner. Consider inviting a debate referee to track time and keep things friendly!

					Conduct the debate by presenting your talk for 3 minutes. Then your partner presents their points. 

					Take notes of your partner’s position and arguments.

					Present your 2-minute rebuttal based on your partner’s talk and then your partner does the same. A rebuttal is where you explain the flaws in your partner’s arguments.

					Optional: Summarize your experience in a short essay (500 words)

			

			Supplemental Reading

			
					How to Debate – from Simon Fraser University. 

					The Art of Debate – A 5 minute YouTube video from Thinkr.

			

			References

			Relationship-centred Care: toward real health system reform. Dr. Johny Van Aerde, Canadian Journal of Physician Leadership, page 3, Winter 2015.

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 3: Stories Matter: Patient and Health Professional Storytelling

			Lesson Plan 1:  Crafting a Good Story

			Learning Outcome

			After participating in this Lesson Plan, students will be able to demonstrate they understand the basics of crafting a good story by writing and sharing their own story.

			[image: ]

			[image: ]

			Activities 

			
					Read the short essay Bird by Bird on Sue Robins’ website.

					Review the Crafting a Good Story graphic (see above).

					Write your own story on the topic of why you chose health care.  

					Share your story with a group of your peers.

					Practice listening to other people’s stories without interruption.

					Share the one take-away that you got from each story.

			

			Supplemental Reading

			
					Giving a Talk Infographic - design by Karen Copeland, words by Sue Robins, from the Champions of Community Wellness.

					Writing to Change the World: An Inspiring Guide to Transform the World with Words, by Mary Pipher. 

			

			References

			Bird by Bird: Some Instructions on Writing and Life by Anne Lamott.

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 3: Stories Matter: Patient and Health Professional Storytelling

			Lesson Plan 2:  Practice Listening to a Story

			Learning Outcome

			Students will practice careful listening to demonstrate an understanding of a patient’s story about her experience after cancer surgery.

			[image: ]

			Activities 

			
					For context, read Sue Robins’ essay The Art of Really Listening. 

					Listen carefully to the 5-minute audio reading by Sue Robins of The Patient Storyteller chapter from her Bird’s Eye View book.[image: ]


					Consider these questions based on the reading. Personal Story Questions
a. What are the writer’s concerns after her partial mastectomy surgery?
b. What emotions does the writer feel after surgery? 
General Patient Storytelling Questions
c. What is a restitution story and why does health care prefer these stories?
d. How can storytelling help patients heal?
Personal Reflection Questions
e. How would you choose to comfort this patient in her distress?
f. How do you commit to support patients to tell their own stories and really listening to understand them?   


			

			References

			There’s No Such Thing As A Perfect Child by Sue Robins, Globe and Mail essay.

			The CARE Method of Screening ACEs: How and Why to Ask Adult Patients about Childhood Adversity, video by Dr. Jon Hunter and Dr. Robert Maunder.

			Compassionomics: The Revolutionary Scientific Evidence that Caring Makes a Difference by Stephen Trzeciak and Anthony Mazzarelli 

			The Wounded Storyteller by Arthur Frank

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 3: Stories Matter -- Patient and Health Professional Storytelling

			Lesson Plan 3:  Your Story Matters Too

			Learning Outcome

			Students will write their own story about choosing health care, including examining their own ‘why.’  They will also research reflective practice approaches for health care professionals that include sharing stories and feelings from difficult work experiences.

			Activities 

			
					Read Sue Robins’ essay called We All Have Stories.

					Write an essay detailing why you chose health care as a profession.Optional:  Share your essay with your classmates, either in written form or by reading it out loud.


					Research three different forms of reflective practice approaches for health professionals that include storytelling. Some ideas about where to start are included in the essay (#1 above).  Discuss what is your favourite approach to reflective practice and why. Share your research with your classmates – either through a written form or via a presentation.


			

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 3: Stories Matter -- Patient and Health Professional Storytelling

			Lesson Plan 4:  Art As Healing

			Learning Outcome

			Students will gain knowledge about how there are many ways to tell a health care story – orally, in written form, through photographs and other visual arts. They will also learn about the rare disease NMO and reflect on what health care stories have made an impact on them.

			Activities 

			
					Read Sue Robins’ essay called Visual Art As Healing.

					Watch Lelainia Lloyd’s video about Storytelling with Impact. This video is shared with Lelainia’s permission. The original version of this was shown at the Quality Forum in February 2020.  
[image: ]


					Reflective Questionsa. How can the rare disease Neuromyelitis optica (NMO) affect an artist’s fine motor skills?
b. How did Lelainia Lloyd adapt her art after she was diagnosed with NMO? 
c. What do you think the significance of Lelainia taking photographs of her hands?
d. How can you encourage patients to harness to power of the arts to express themselves and tell their stories?


					Bonus Question!What health care stories have made an impact on you?  This can be a story told through visual art, a book, poetry, a movie, a TV show, a podcast or a video like a TED Talk. 
[image: ]


			

			Supplemental Reading

			More information about NMO 

			The MS Society of Canada

			The Canadian Transverse Myelitis Association

			Guthy-Jackson Charitable Foundation 

			The Sumaira Foundation

			The Connor B. Judge Foundation

			Global Genes 

			The Siegel Rare Neuroimmune Association     

			Reference

			A Collage of Hope chapter, page 213.

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins.

			ISBN: 978-1999156015

		

	
		
			Module 4 

			Let’s Talk About Disability

			Learning Outcome

			This special module offers up content for students to think about their own attitudes and experiences with people who have an intellectual disability.

			Activities 

			
					First write a paragraph, answering these questions:a. Do you know any people who have intellectual disabilities? If so, describe how you know them.
b. If your answer is no, why do you think you don’t know anybody?
c. What do you think people with Down syndrome are like?  Why do you think that?


					Next, watch Aaron Waddingham’s YouTube video, where he shares his thoughts about living in a pandemic. [image: ]





					Read Sue Robins’ Let’s Talk About Disability essay. [image: ]





















					Finally, answer these questions:a. What did you learn about this young man with Down syndrome?
b. What surprised you about Aaron?
c. What tips from the essay do you think you would be able to incorporate into your practice? 


			

			Supplemental Resources

			
					Video from Health Care Access Research and Developmental Disabilities (H-CARDD) – Better Practice, Better Health: Listening and learning from patients and families (six-minute video)[image: ]
















					Podcast from CBC Radio White Coat, Black Art – From victims to advocates: People with developmental disabilities are changing the health-care system (26-minute podcast):https://www.cbc.ca/radio/whitecoat/from-victims-to-advocates-people-with-developmental-disabilities-are-changing-the-health-care-system-1.5360851 


					Here are a number of short teaching videos about working with people with developmental disabilities called Clinicians:  H-CARDD Best Practice  [image: ]


















			

			Reference

			Bird’s Eye View: Stories of a life lived in health care by Sue Robins, Welcome to Down Syndrome section, pages 41 - 104. ISBN: 978-1999156015

		

		
			
			

		

	
		
			Appendix A: Bird’s eye view chapter excerpt

			About Dr. Darwish

			[image: ] meeting our beloved pediatrician, 

			who shows us the true meaning of kindness [image: ] 

			Health care is two separate words: health and care.

			– The rules of grammar

			Dr. Azza Darwish had a very busy pediatric practice. I first called her office when Aaron was three weeks old. The receptionist immediately booked us into a spot at noon the next day. When my husband and I arrived at the clinic, I realized that they were actually closed for lunch. I was grateful to sit in the quiet waiting room, and not be surrounded by seemingly typical babies. That would have been difficult in the fragile early days of Aaron’s diagnosis. I was living under a heavy black veil of grief, where everything was very dark. I did not wish to have happy gurgling babies obstructing my view.

			We were escorted back to Dr. Darwish’s treatment room. Mike carried Aaron, who was asleep in his car seat bucket. The clinic room was full of photos of Dr. Darwish’s patients – kids with facial differences, kids in wheelchairs, typical looking kids, and yes, I recognized the heart-shaped faces of children with Down syndrome. The display was a beautiful celebration of all the diverse children in her practice.

			We perched anxiously in our chairs, not talking. I picked nervously at my fingers as Mike stared at the ceiling. 

			Soon after, Dr. Darwish knocked on the door, came in and introduced herself. The very first thing she did was scoop slumbering Aaron up out of his car seat and held him in her arms. Today, 10 years later, I still can close my eyes and recall this well-dressed physician cuddling my son. It was a powerful image. 

			“You have a beautiful baby boy,” she said, and a lovely smile spread across her face. 

			In the weeks after Aaron’s diagnosis, we visited many health professionals. Not one of them held Aaron. Not one of them commented on how beautiful he was. And he was indeed beautiful – wee, soft, a bit floppy, with a mess of dark, punk-rock hair. Dr. Darwish was the first clinician to see Aaron as a baby first. She didn’t immediately zero in on what was wrong with him. She first saw, and expressed, what was right. 

			She continued chatting with us, “It must have been quite a shock for you to find out about the Down syndrome.” This opened the door for us to talk about how we felt about Aaron’s diagnosis. Again, not one other clinician had asked us how we were emotionally. They all talked about risks, statistics and data. Nobody focused on what was invisible to the eye.

			Our appointment was close to an hour long. I knew that was almost unheard of in the world of specialists. Dr. Darwish asked us if we wanted to see some of Aaron’s physical markers. We did. She gently pointed them out. She carefully opened Aaron’s hands, as if to read his palm. She softly showed us his lower-set ears and the gap between his toes. She murmured to him as she completed her examination. He was not a lab specimen to her. She treated him with such dignity, as if he was her own child. Over a decade later, my eyes still well up recalling this kindness.

			Dr. Darwish patiently explained all the services available to us, and suggested we get in touch with our local support group so we could meet other families. She said her office would look after all the medical referrals we needed – for an echocardiogram and ECG, for audiology and ophthalmology. She made an overwhelmingly difficult experience more manageable, and ultimately, more human. 

			When we left her clinic, the waiting room was starting to fill up with patients for their 1 p.m. appointments. When we passed by Dr. Darwish’s office, I could see her sitting at her desk, unwrapping her bagged lunch. She had spent her entire lunch hour with us – and we were a family she didn’t even know. 

			Azza Darwish passed away from cancer 14 years ago. She was 52 years old. She is sorely missed in our community because of her skill as a clinician, as she had many children with Down syndrome in her practice. But she is mostly missed because of her compassion as a human being. She was a beloved pediatrician.

			I cannot overstate the importance for health professionals to give patients and families the gifts of compassion and hope. After that appointment with Dr. Darwish, my heavy black veil of grief began to lift, ever so slightly. From beneath that veil, I caught my first real glimpse of my little boy. He continues to shine his light brightly on us today. Thank you, Azza, for this gift. 

			A version of this essay was originally published in the Canadian Medical Association Journal, May 2014. This is shared with kind permission from Dr. Darwish’s husband, Alaa Elwi.
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			The Bedrock 
of Health Care
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			We are all just walking each other home.

			– Ram Dass

			All my stories dance on the edges of patient centred care. I fear that patient centred care is a term used so often that it has become meaningless jargon. The phrase is slapped on hospital strategies at an alarming rate. I contend that you can’t say you are patient centred until patients say you are patient centred.

			Patient centred care has birthed other phrases like patient experience and patient engagement. Now my head is swimming with all these corporate terms.

			I’d say that my experiences in health care are stories that illustrate the foundational elements of patient centred care: respect, dignity, information sharing and collaboration. 

			These foundations can apply to any relationship in health care. To be healthy in the health care system, we all need these elements – patients, families, staff and physicians. 

			Respect is what underpins all relationships. Trust is built on a bedrock of respect. But respect is such a vague term. What does respect look like in a health care setting? 

			This is what respect looks like to me as a patient: respect is knocking at the door before entering. It is asking, “Is this a good time to come in?” It is introducing yourself, along with your role and what you are there to do. It is engaging in chitchat to get to know each as human beings, not just as patients and professionals. It is slowing down and even sitting down if you can. It is not appearing rushed if you are rushed. It is making eye contact. It is smiling. 

			It is asking the patient what they like to be called. It is not calling a mom Mom or a child Buddy. It is using proper names.

			It is pausing for an answer after you ask a question. It is not interrupting. It is saying, “What questions do you have?”, and then waiting, instead of the often-rushed “Do you have any questions?”, asked as you are heading out the door. Respect helps us build trust and we cannot have a healthy relationship with someone we don’t trust.

			My old friend dignity is mostly about privacy. This means allowing our bodies as much dignity as possible. This means minimizing the flapping patient gowns – the paper gowns are the worst. It also means at least offering a gown so we don’t experience undue nudity. Covering someone up as you examine them. Finding a private room to have conversations. Not speaking about patients at reception, in elevators or other public places.

			Information sharing is much more than handing a patient a pamphlet. When I waited for my cancer surgery, many people gave me pamphlets. I politely accepted them and shoved them in a file folder when I got home. I did not read a single pamphlet. 

			Just because you give someone a pamphlet doesn’t mean you’ve shared information with them.

			Health literacy is the responsibility of health professionals, not patients. If people have low health literacy, it just means the professionals have not explained things in a way that people can understand. This includes offering information that has been translated for language and culture – which so rarely happens in health care. Almost all the patient education materials are in English, not in plain language or with accessible graphic design, and created with the assumption that people can read. That leaves many people behind in the dust.

			Collaboration is the final cornerstone of good health care. This is the most challenging part of the equation because health care is rife with power imbalances. It is impossible to collaborate if you have no power. In order for patients to acquire power, health care has to give up some of its own power. 

			In my experience, authentic collaboration is rare. People and systems are reluctant to hand over any power. I’ll illustrate this point with a story.

			Once my son went to the audiologist to get his hearing tested. The appointment started off well, with me smiling and extending my hand so the audiologist could shake it. But then I made a crucial mistake: I started asking questions. We had waited months for the appointment and I had many questions. First, I asked about why there weren’t sound systems installed in the schools, musing that a sound system would benefit my son. 

			“You don’t have to tell me what a sound system is,” the audiologist snapped, asserting her power as an expert over me. 

			I took a deep breath and said to her, “Can you please speak to me more respectfully?” 

			The appointment went downhill from there. I did not do my job to be a compliant mother. I was not being a good caregiver. Good caregivers are expected to be quiet and passive. 

			In response, she directed Aaron into the soundproof room where they did the hearing testing and slammed the door behind them, leaving me sitting alone in the little wait area. I didn’t know where they went, how long they would be, or what she was doing with my son. She walked in and out of the booth a few times, not acknowledging me at all as she adjusted levels for Aaron during his hearing test. I clearly had been a bad caregiver, and she made sure to punish me for that. 

			Now I sat back watching this whole experience unfold. I knew that Aaron was fine – although she spoke to him as if he was dumb as a post and about two years old, not 13. But she wasn’t mean to him. I tried to focus on Aaron’s experience instead and thought about the impression I made with her.

			A mom comes in (me) and has a lot of questions about her son’s hearing. Damnit, she’s the expert, not this mom, so she needs to assert her power over me to put me in my place. It worked. Taking my son from me, not telling me what was happening, I felt shamed and small. She had won. From her perspective, I had questioned her expertise by asking questions. I’ll admit I could have shown more reverence towards her. But I also believe strongly that it is okay for patients and families to ask questions. 

			Partnerships are built between two people who trust one another and acknowledge each other’s expertise. Liking each other helps too, but liking each other isn’t mandatory. 

			In this case, I was the expert in being my son’s mom, and the audiologist was an expert in audiology. We should have come together because of what we had in common: concern for Aaron’s hearing. We both became all prickly with each other, so there was no chance for collaboration.

			Respect, dignity, information sharing and collaboration. It is pure magic when this happens in a health care encounter. Reflecting back on our son’s first appointment with Dr. Darwish, his pediatrician, I know that every single moment can have these elements, so I know it can be done. When there’s a will, there’s a way.
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