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RESOLUTION 2021 
By: Linda Mugford 
 

That time of year has come. Resolutions time.  

Resolutions for 2021 can be so varied based on 

where you find yourself currently. One resolution 

that should be pushed to the top of the list is 

connecting, or re-connecting, with a Primary Care  

 

 

Physician (a.k.a. PCP, General Practioner, 

Internist). 
 

Many of the people the Association serves see their 

Hematologist on a regular basis.  Most likely an 

annual visit.  This comprehensive team, however, 

may not be the best option for what would be 

considered an annual checkup.  A PCP would be 

best for this.  
 

A PCP would be the one to order the bloodwork 

needed to evaluate your health status.  Blood 

chemistries analyzed would most likely 

include:  Glucose, Cholesterol, and Kidney function 

tests.  Specialized tests like a PSA (Prostatic Acid 

Phosphatase) are also a routine test for mature 

men.  Height and weight are also used as indicators 

for general health.  Many medications are dosed 

based on weight, not just factor.  
 

Cardiovascular health also needs monitoring, and 

baseline tests. What a baseline EKG does is 

establish “your normal”. This normal will be used 

for comparisons with future EKGs.  It is the changes 

to an EKG that can suggest disease to the heart 

muscle or the conduction system of your heart. 
 

Blood glucose screening is also essential as we age.  

Undiagnosed Type 2 Diabetes can lead to 

irreparable damage to major organs such as the 

eyes, kidneys, and nervous system. 
 

Cholesterol testing: High Density Lipoprotein 

(HDL) and Low-Density Lipoprotein (LDL) also 

known as the ‘good and bad cholesterol’ 

respectively are measurements that all should know.  

There are things we can do to lower the bad LDLs 

and raise the good HDLs, so it is good to know 

where levels are going.  High Cholesterol can be a 

 

NOW IS THE TIME TO VERIFY YOUR 

ENROLLMENT IN A MANUFACTURER'S 

CO-PAY AND DEDUCTIBLE 

ASSISTANCE PROGRAM 
 

The first deductibles in a new insurance policy year 

can be very high. It is your responsibility to ensure 

that you are enrolled in the appropriate manufacturer 

co-pay and deductible assistance program. These 

programs can cover up to $12,000 annually for a 

person who uses factor or other therapy for an 

inhibitor or Factor deficiency. Often these programs 

can enable the patient to not have out-of-pocket 

expenses for their therapy. 
 

For more information on these programs contact your 
Hemophilia Treatment Center or HANY at 212-682-5510. 
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factor in hypertension (High Blood Pressure) and 

Stroke.  
 

There are many components to an annual physical 

that would be performed by a PCP. I think of it as a 

tune-up.  If anything needs tweaking, then you now 

should have a plan. Follow-up is also essential if 

need be. 
 

As implied earlier, your Hematologist is not the best 

doctor to discuss PCA results and possible 

treatments, and your PCP is not the best provider to 

discuss factor therapies and treatment.  
 

Part of being a grown up is to be our own advocate 

in our health.  After many years of having the focus 

on your bleeding disorder, please remember it is 

important to take a detour to a PCP for an annual 

checkup, it could be essential for a healthy and long 

life. 

 

Chronic Pain, CAM, and 

YOU   
By: Laurie Kelley    

©LA Kelley Communications 
 

Pain is highly personal. No two people experience 

the same feeling of pain, even when it’s the same 

injury, like a muscle bleed, or experience, like 

childbirth. A joint bleed may feel tingling to one, 

stabbing to another, or throbbing to someone else. 

Mike Birmingham, a man with hemophilia A, writes 

in his blog The Bleeding Edge, “Pain is pretty 

deeply personal. I personally have never been able 

to figure out what to say when a nurse asks me to 

describe my pain.” 
  

But it’s especially personal when trying to describe 

the level of pain. Doctors often ask patients to rate 

their pain on a scale of 1 to 10. But what is a 1? 

What is a 10? A level 8 to one person might be a 

level 3 to another. Matt Rollins, who has hemophilia 

A, notes, “The HTC [hemophilia treatment center] 

will understand that most of us older guys have a 

base pain level that stays steady at a 5 or 6 every 

day. We’ve gotten used to that level of pain and this 

is our ‘normal.’ What’s difficult is when you go to 

an ER and try to relay that same information.” This 

is critical when people with bleeding disorders try 

to explain their level of pain to their doctor. Not 

appreciating or understanding how much pain a 

person is feeling may lead to an inefficient treatment 

for that pain. Bonnie Charles interprets her pain at 

lower levels when compared to people without a 

bleeding disorder. “I feel like what would be painful 

to someone else is just the norm for me. And I don’t 

find it painful because I’ve learned to live with it.”  
  

Because pain is so personal, medication may not be 

the first—or the only—option for chronic pain. 

Instead, both patient and physician can consider 

different types of complementary and alternative 

medicine (CAM) to learn how to handle chronic 

pain. And like pain, CAM can be highly 

personalized as well.  
 

What Is CAM? 

CAM is any adjunct (additional) therapy, like 

massage, used along with conventional medicine. 

It’s an important part of a multimodal or 

multidisciplinary approach to pain management. 

It’s also important in integrative medicine, which 

focuses on the whole person and makes use of all 

appropriate therapeutic approaches, healthcare 

professionals, and disciplines to achieve optimal 

health and healing. Here are some of the most 

common CAM therapies: 
  

Relaxation Therapies. Relaxation teaches you to 

relieve tense muscles, reduce anxiety, and alter your 

mental state. Mindfulness meditation helps you 

focus attention on a specific object or your breathing 

patterns to induce relaxation. Guided imagery is a 

conscious meditation technique of relaxation 

followed by visualization of a soothing mental 

image, like walking on a beach at sunset. Barbara 

Forss, who has factor VII deficiency, recalls, “As a 

child, I developed a way to go to a ‘lovely place’ in 

my head during episodes of pain. I suppose it would 

be considered a form of guided imagery. While not 

taking the pain away, it helps me to manage it. As 

an adult, my lovely place is much the same as when 

I was a child. Just bigger...and with more animals!” 
  

Biofeedback Training. You can learn how to 

recognize and change your biological reactions to 

stress and pain by using electronic equipment to 

monitor your physical responses: brain activity, 

blood pressure, muscle tension, and heart rate. 
  

Behavior Modification. Some people with severe 

chronic pain may become anxious, depressed, 

homebound, dependent, or bedridden. Behavior 
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modification helps you create a step-by-step 

approach to confronting challenges by changing 

your behavior and shifting your attitude. Matt 

Barkdull, a man with hemophilia B who is also a 

licensed mental health specialist, says, “Behavior 

modification and stress management are my go-to 

interventions. I resist the urge to curse my bad luck, 

attack my self-identity, or become bitter (for that 

which we harbor is that which we attract). I believe 

pain is there to teach me a lesson, to remind me to 

appreciate better days ahead. When I meditate upon 

these things, I become more grateful for the 

important things in my life, and make better 

decisions. These interventions seem to work best 

when pain is dull but constant and for bleeds that are 

relatively minor but have caused some mobility 

problems that will require a little time to heal. 

Spiking and blinding pain (deep muscle bleeds from 

injury) often requires me to reach out and share my 

struggles, perhaps take a pain pill or two, and seek 

some relief. It's hard to be mindful while battling the 

sting of acute pain. However, I find if I deliberately 

engage in deep-breathing exercises and stay 

connected while avoiding allowing my mind to 

wander and unhinging from false perceptions, the 

pain is much better controlled.” 
  

Stress Management Training. If your pain level is 

high, your stress levels probably are, too. This 

training helps you maintain a routine schedule for 

activity, rest, and medication. It incorporates 

exercise or physical therapy into your daily routine, 

and trains you to keep a positive outlook. 
  

Hypnotherapy. Therapeutic or medical hypnosis 

directs your focus inward to help you relax and 

reduce pain and anxiety. You can learn self-

hypnosis from a trained hypnotherapist. 
  

Counseling. Individual, family, or group 

counseling with a professional trained in pain 

management can provide emotional support and 

guidance. Tina Battillo, mother of two young 

children with hemophilia A, notes that anxiety is a 

type of pain: “Most of my boys’ pain is anxiety-

related. It causes discomfort. I feel my children are 

more anxious than non-hemophilic kids because 

they associate injury with the added step of factor.” 

Matt Rollins adds, “Speaking with a mental health 

professional and learning meditation helped me the 

most. I can’t tell you how at peace I became when 

my mind accepted the fact that pain is part of my 

life and I can turn it into power and motivation to 

help others.” 
 

Acupuncture. Many patients report pain relief from 

this ancient Chinese technique of inserting and 

manipulating thin needles into specific points on the 

body known to control pain pathways. 
  

Dozens of other therapies, including acupressure, 

massage, and chiropractic manipulation, may help 

control pain. Transcutaneous electrical nerve 

stimulators (TENS) deliver electrical impulses to 

interfere with pain transmission. Ultrasound therapy 

warms joints internally to provide pain relief, and 

laser treatments may provide relief in a similar way.  
  

A good management plan for chronic pain must be 

personalized. It should use a multimodal approach, 

which addresses the psychological component of 

chronic pain by treating depression and reducing 

anxiety and stress. A multimodal approach includes 

adjuvant therapies (antidepressants and 

anticonvulsants); an exercise and/or physical 

therapy component; and some form of CAM, which 

allows the person to manage moderate to severe 

chronic pain with the lowest possible dose of 

painkillers.  
  

Here’s how Maxwell Feinstein, a person with 

hemophilia A, sums up personalized pain: “I’ve had 

to learn to understand my pain in ways that were 

perhaps discouraged at an earlier age.  Pain is a 

friend; it’s part of me. I’m learning from it every day 

and learning to live with it makes it less of a 

burden.” 
 

Joint Effort  
By: Kathryn Anne Stewart  
National Hemophilia Foundation  

 

Research is recognizing more joint issues in women with 

bleeding disorders incuding carriers. Here’s how to get 
your concerns addressed. 

 

Kolbie Clarker, 17, has mild hemophilia A and low 

von Willebrand factor, and when she started having 

joint issues playing soccer five years ago she wasn't 

surprised. Her father and uncle have severe 

hemophilia, and Kolbie saw them deal with 

repeated knee and ankle bleeds.  
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Until recently, the medical community wouldn't 

have expected joint issues like Kolbie’s. Now, that 

is changing. 
 

A leading researcher in this area is Robert Sidonio 

Jr., MD, director of hemostasis and thrombosis 

clinical operations at the Aflac Cancer and Blood 

Disorders Center of Children's Healthcare of 

Atlanta. 
 

Sidonio attended patient advocacy group meetings 

where carriers shared stories of joint bleeding. “It 

really hadnt been known that the carriers would be 

at any significant risk for joint bleeds,”he says.  
 

Since then, his research has uncovered evidence that 

indicates prior joint bleeding in hemophilia carriers, 

particularly those with levels less than 60%.  
 

For a woman with bleeding disorders, seeking care 

from a hemophilia treatment center (HTC) is the 

first step to progress.  
 

Data collected by HTCs populates the registries of 

groups such as the Centers for Disease Control and 

Prevention and the American Thrombosis and 

Hemostasis Network. “If you don't become an 

active part of those datasets, then it's really hard for 

us to do any research,”Sidonio notes.  
 

He urges all carriers, even those without a 

confirmed bleeding disorder diagnosis, to consider 

being evaluated at an HTC. It's possible that many 

have mild hemophilia based on their clotting factor 

levels.  
 

HOW TO RECOGNIZE JOINT ISSUES 

Joint bleeds are most likely in the knees and ankles 

in males and females with hemophilia, Sidonio says, 

and sometimes in the elbows. “It typically starts off 

as a tingling, pins-and-needles sensation,”he 

explains.“Then it progresses to warmth.” 
 

The joint may also look different, as swelling 

obscures typical contours of bones. Often the range 

of motion will decrease, and there will be pain.  
 

To help tell the difference between a strain or sprain 

and a joint bleed, Sidonio encourages people to take 

pictures and talk about joint issues with their 

physicians, who may suggest an X-ray or a point-

of- care musculoskeletal ultrasound. These tests can 

reveal a lot, especially if done within 12 to 24 hours 

of the injury, Sidonio says.  
 

WHAT YOU CAN DO 

He recommends you document joint issues with a 

bleeding diary to record details such as the date, the 

duration and what makes it feel better. You can keep 

track on paper, download a bleeding app or use your 

phone's notes feature, as Kolbie Clarke does.  
 

If you have lingering joint injuries, your HTC can 

help. Most have a dedicated physical therapist, and 

some have an orthopedic surgeon who visits 

throughout the year. You can also request that your 

joint range of motion be followed.  
 

Information like this helps the medical community 

further is knowledge of women and joint issues. 

Sidonio says, “That's what really makes a 

difference.” 
 

 

The Hemophilia Association of  

New York would like to thank our Partners in 

COVID-19 Support to the Community: 
 

The Hemophilia Alliance Foundation 

Ethical Factor 

BDRN Pharmacy 

Novo 

BioMarin 

Octapharma 

CSL 

Takeda 
 

 

PAST EVENTS 

 

October 9 &10 - Symposium for No 1. 
 

The Association hosted the very first national 

conference on Afibrinogenemia.  

Presentations were given on the following: 
 

Spectrum of the Mildly & Severely Symptomatic: 

By Suchitra Archarya, M.D & Marilyn Manco 

Johnson, M.D 
 

Fibrinogen Through the Eyes of a Researcher:  

By Alisa Wolberg, PHD, FAHA 

Self-Advocacy and Your Rights:  

By Donnie Akers, ESQ 
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Care for and Condition Your Muscles and Joints, 

Rinse & Repeat: By Eileen San Juan, PT 
 

The event was a great success. To view a recap of 

the sessions recordings please view our new 

YouTube channel, Hemophilia Association of New 

York. 
 

November 17 – Tapas Con HANY  
 

The Association hosted a Spanish session which 

provided the Latin American community with 

information about the importance of healthy eating 

and staying physically active. All participants 

received healthy snack kits, and speaker Ana 

Santos; M.S. Clinical Nutrition gave an interesting 

presentation which included a mini cooking 

session.  

 

 

 

 

 

 

 

 
On December 12, 2020, HANY participated in a 

GutMonkey virtual Leading Edge program. Teens 

from the community participated in the two-hour 

workshop which focused on connection, resilience 

and fun. 
 

GutMonkey has been delivering the Pfizer 

sponsored Leading Edge teen programs to the 

bleeding disorder community for 14 consecutive 

years and has delivered 230 programs with over 

25,000 participants from all 50 states. 

While the teens were not able to meet in person, 

they were able to experience an interactive 

experiential program where they played games, 

participated in a scavenger hunt, and shared in 

cooperative drawing among other unique 

experiences. Matthew a participant described the 

program as, “fun and interesting, especially the 

activity where we diffused the bomb as a group”. 
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RESOURCE 

CENTER 
 

WE ARE NOW GREEN! 
 

The Hemophilia Association is proud to 
announce that we will now offer digital 
newsletters. We will continue mailing 
newsletters, our electronic (digital) 

versions can be found on our website. 
 

To sign up please contact us at 212-682-5510 
 

 

 

 

 
 

For children and families struggling with the 

emotional trauma and social isolation that comes 

with fighting a life-altering diagnoses, Team 

IMPACT leverages team camaraderie and a sense 

of belonging to ensure that our children develop 

socially and never feel alone. Our unique two-year 

program drafts children onto college athletic teams 

using a clinical model that ensures each child has 

the personalized game plan they need to achieve 

their prescribed therapeutic outcomes. And 

because we work with over 700 colleges and 

universities across the United States, children and 

families can develop deep and meaningful 

relationships with teams based near their homes or 

treatment centers. 
 

For more information, please go to 

www.TeamIMPACT.org 

 

 

 

 
 

HANY UPCOMING EVENTS 
 

April 9 - 11, 2021 – S.A.I.L Self-Advocacy, 

Independence and Leadership Teen Retreat 
 

May 2021 – Men’s Retreat 
 

May 2021 – Day at the Races 
 

September 20, 2021 – 14TH Annual 

Matthew L. Greer Liberty Mutual Golf 

Classic  
 

July 18, 2021– 69TH HANY Anniversary 

Gala at Yankee Stadium  
 

December 10 -12, 2021 – The Steven L. 

Margolies, MD Family Conference at 

Mohonk Mountain House  

 

 

 

 

 

 

In order to qualify applicants must have 
or be the child of a person who has a 

genetic bleeding disorder, and a 
registered client with HANY. 

 
Applications for the academic year 

beginning fall 2021 are now available.  
 

To request an application please go to 
bit.ly/hanyscholarship2021 or email 

tconstantine@hemophiliany.com  
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HANY's RESOURCE CENTER 
 

MISSION STATEMENT 
 

The mission of the Hemophilia Association of New York is to provide information, education, advocacy and direct 

assistance to and on behalf of people with bleeding disorders, and to encourage and support scientific research to 

improve medical treatments and develop cures for hemophilia and related disorders. 

 

About this Newsletter  
 

The Hemophilia Outlook has 
been around since 1952. It is 

produced quarterly and 
distributed to all the members 

of the bleeding disorder 
community.  

 

Electronic versions of our 
newsletters are available on our 

website. 
 

HANY does not release any 
personal information without 

consent. 
 

HANY's Contacts  
 

Linda Mugford  
Executive Director  

lindamugford@hemophiliany.com 
 

Tyshawn Constantine  
Associate  Director  

tconstantine@hemophiliany.com 
 

Jessica Blanco 
Staff Associate  

jblanco@hemophiliany.com 
 

Website:  
www.hemophiliany.com 

 

Facebook:  
www.facebook.com/hemophilia.association. 

of.newyork 

Resources Information  
 

Hemophilia Federation of 
America  

800-230-9797 
www.hemophiliafed.org 

 

National Hemophilia 
Foundation  

800-42-HANDI  
www.hemophilia.org 

 

Coalition for Hemophilia B  
212-520-8272 

www.coalitionforhemophiliab.org  

 
 
 

HEMOPHILIA TREATMENT CENTERS  
 

New York Presbyterian  
www.cornellpediatrics.com 

 

Mt. Sinai Medical Center  
www.mountsinai.org 

 

Northwell Health (formerly LIJ)  
www.northwell.edu  

 

Albany Medical Center  
www.amc.edu 

 

Montefiore Hospital  
www.montefiore.org 
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